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A force for good
Dharmesh had no symptoms before his diagnosis of 
chronic myeloid leukaemia (CML), with the condition 
instead being picked up in a routine blood test.
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Hello,
Welcome to the Spring issue of our magazine! 

As of this year, our magazine will no longer be quarterly, but instead we’ll be 
producing two bumper editions for Spring and Autumn. 

In this issue, you’ll find three inspiring stories from Carolyn Whittaker, who 
has been fundraising for Leukaemia Care after her husband sadly passed 
away; Dharmesh Mehta, who is giving back to charities and the community 
following his chronic myeloid leukaemia diagnosis; and Sarah-Jane Hayes, 
who spent a year visiting healthcare professionals until she received her 
diagnosis of hairy cell leukaemia.

You can also find articles on complementary therapies and late effects, as 
well as an honest account on applying for Personal Independence Payment.

See you in our Autumn issue!

Christopher Matthews-Maxwell
Chairman
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Join us at our patient 
information days

We’re taking our patient 
information days to even more 
places across the UK this 2020, 
with our focus this year being on 
chronic leukaemia.

If you have been diagnosed with 
chronic myeloid leukaemia (CML) 
or chronic lymphocytic leukaemia 
(CLL), come along to one of our 
tailored information days to 
hear talks from experts on your 
diagnosis, and to meet others who 
understand what you’re going 
through.

CLL Patient Information Days

•	 Birmingham – 24th April

•	 Belfast – 6th June

•	 Southampton – 26th 
September

•	 Brighton – 9th October

•	 Cambridge – 17th October

•	 Nottingham – 6th November

•	 Manchester – 20th November

CML Patient Information Days

•	 Birmingham – 16th May

•	 Oxford – 19th June

•	 Manchester – 24th October

•	 Newcastle upon Tyne – 21st 
November

Introducing our new Welfare 
Officer

Need help accessing benefits? 
Or perhaps you’re looking for 
psychological support? Our 
Welfare Officer is now on hand 
to support you. You can contact 
them by emailing advocacy@
leukaemiacare.org.uk, or calling 
our office line on 01905 755 977.

New support groups for 2020

We have a number of new support 
groups launching this 2020. Come 
along to meet others in your area 
who understand what you’re going 
through. 

•	 Abergavenny Blood Cancer 
Support Meeting

•	 Bath Leukaemia Support 
Meeting

•	 Bristol Haematology 
Information and Social Events

•	 Cardiff BMT Support Group

•	 CML East Midlands Support 
Group

•	 Edinburgh Leukaemia 
Educational Sessions

•	 Swansea BMT Support Group

Find your buddy

After a blood cancer diagnosis, 
some people find it helpful to talk 
to someone who has had a similar 
experience.

Our buddy support service 
matches you with one of our 
trained volunteers for regular or 
one-off calls or emails.

If you’re interested in becoming a 
buddy, or you’d like to be matched 
with one, get in touch with our 
Buddy Coordinator, Kay Drew, on 
kay.drew@leukaemiacare.org.uk 
or call 08088 010 444.

Share your story

Do you want to share your story?

We’re looking for people affected 
by leukaemia to speak about 
their experiences as part of our 
Blood Cancer Awareness Month 
campaign.

If this sounds like something 
you would like to take part in, 
then email communications@
leukaemiacare.org.uk

Catch up on the latest news from our Patient Services team.

For more information, you can 
contact the team on 08088 
010 444, or email support@
leukaemiacare.org.uk. You 
can also find all our support 
groups on our website at www.
leukaemiacare.org.uk. 



Chronic Lymphocytic 
Leukaemia

It could be argued that CLL 
is the leukaemia type that 
has seen the biggest or most 
radical change in treatment 
options in recent years. Non-
chemotherapeutic agents are 
now in routine use in the UK, and 
patients may now even have a 
choice of treatments. Data was 
presented at the conference 
confirming how effective some 
of these treatments are. One 
study was a follow-up from 
the MURANO study, which Prof. 
Hillmen and his team in Leeds 
contributed to. The presented 
data showed that 68% of 
relapsed/refractory patients 
who received venetoclax with 
rituximab had not progressed 
two years after treatment. 

However, these newer treatments 
still raise some unanswered 
questions, and these were 
the main themes for CLL 
presentations in Florida. Finding 
out the optimum sequence 
of treatments is one of these 
questions. For instance, ibrutinib 
was licensed before venetoclax, 
so there is plenty of information 
saying that venetoclax and its 
combinations work in patients 
who have previously taken 
ibrutinib. However, there is 
little information on the best 
treatment to have if you have 
venetoclax first. One study 

presented showed that the 
best treatment to have after 
venetoclax depends on which 
one they had beforehand. For 
example, those who have not 
had ibrutinib before venetoclax 
are very likely to respond well to 
ibrutinib or related treatments 
after venetoclax. However, if 
you have had ibrutinib first, 
this does not mean that having 
ibrutinib afterwards won’t work; 
if it worked before venetoclax, 
it’s likely to also work afterwards 
too. Whilst it might seem logical 
that a treatment will only 
work once, it is important to 
test these ideas to make sure 
patients and their doctors make 
informed decisions.   

Another unknown is whether 
combining treatments will be 
effective and safe. Presentations 
at ASH on this topic included 
combining venetoclax and 
ibrutinib, which was shown to 
be safe and effective in many 
patients. However, whilst 

having the potential to improve 
outcomes for patients, defining 
and managing side effects 
when patients have multiple 
treatments at once may become 
more challenging. Additionally, 
some patients may express 
concern about having limited 
treatment options in the future 
if all the current ones are used at 
once. 

Acute Myeloid Leukaemia

AML treatment is seeing a 
similar shift to CLL, moving 
away from high intensity 
chemotherapy to non-
chemotherapeutic targeted 
agents.

One example is venetoclax, 
which was initially developed 
for CLL treatment. Previous data 
showed that venetoclax is highly 
effective in AML patients unfit 
for intensive chemotherapy; 
this combination is due to be 
assessed by NICE this year to 
decide if it should be available 
on the NHS. 

At ASH, data was presented 
showing that venetoclax 
may also be a good option in 
combination with high intensity 
chemotherapy. 91% of the 
patients in the presented study 
achieved complete remission; 
however, only a small number 
of patients were involved in the 
trial, making the study hard to 

NEWS FROM ASH
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The annual meeting of the American Society of Hematology was held 
in Orlando, Florida, from the 6th to the 10th of December. In this article, 
our Patient Advocacy Manager, Charlotte, shares the highlights of the 
conference and what they mean for patients in the UK.

The Latest News 
from ASH

Patients who are 
diagnosed with ALL 
in childhood can now 
expect to have a 90% 
chance of cure with 
chemotherapy.



relate to real life. 

Unfortunately, some of the other 
newer treatments have not been 
made available on the NHS, as 
the data has not been strong 
enough to show the treatment is 
safe, effective and cost-effective.

The question of who is eligible 
for intensive chemotherapy 
is a challenging decision; low 
intensity chemotherapy is not 
effective for many patients, but 
most are too unwell or choose 
not to have intensive treatment 
to avoid side effects. One study 
at ASH looked at how physical 
assessments of patients might 
be combined with genetic 
information to help doctors 
work out who would benefit from 
high intensity treatment. The 
study showed it was possible 
to take all this information 
into account without delay to 
starting treatment, and more 
patients were alive at 30 days 
after treatment started than 
those who were assessed by 
traditional means alone. This 
should help patients to make 
better decisions as to whether to 
continue with treatment. 

Acute Lymphoblastic 
Leukaemia

Patients who are diagnosed with 
ALL in childhood can now expect 
to have a 90% chance of cure 
with chemotherapy. However, 
there are subsets of patients 
that remain a challenge for 
doctors to treat. One of these 
groups is relapsed patients, 
where CAR-T therapy has 
dominated the agenda. Whilst 
CAR-T therapy is effective for 
treatment of ALL, there is still 
room for improvement in the 
technique. 

Currently, CAR-T cells bind to 
the cancer cells very strongly, 
which makes CAR-T cells very 
good at killing the cancer but 
causes unwanted side effects. 
Dr Ghorashian, of University 
College London, presented the 
results of the CARPALL study at 
ASH. This study developed a new 
CAR-T therapy that stopped the 

T-cells from binding so strongly. 
Dr Ghorashian and colleagues 
discovered that their weaker 
cells were still very effective 
when compared with stronger 
CAR-T cells, and stayed around 
for longer in the patient’s body.

Another group with poorer 
outcomes is Philadelphia-
chromosome positive patients. 
It was thought that ponatinib, 
also used in CML, can be added 
to improve outcomes. Data 
presented at ASH showed 
that, in combination with 
other treatments, ponatinib 
is effective long term with 
overall survival at five years 
for 70%. However, two patients 
unfortunately passed away 
from heart attacks; researchers 
prevented further deaths by 
lowering the dose. This shows 
that it is always important to 
test treatments fully, even when 
they have already been tested in 
other illnesses. 

Chronic Myeloid Leukaemia

CML has been transformed 
by the discovery of tyrosine 
kinase inhibitors (TKIs), with 
most patients now living a near 
normal life. However, TKIs come 
at a cost to the quality of life of 
many patients, and so many are 
choosing to stop treatment—also 
called treatment free remission 
(TFR)—under the supervision of 
their doctor. 

At ASH, research was presented 
to try to predict who is most 
likely to stay in remission 
when stopping their treatment. 
One example was an analysis 
of 172 patients who had tried 
TFR in the UK. Several factors 
were identified that seemed 
to influence the probability of 
staying in remission, including 
age at diagnosis, length of time 
and number of CML cells left 
in the body before trying TFR, 
and whether the patient had 
had to change treatments. The 
group then used these variables 
to create what is known as 
a prognostic index, allowing 
patients to be divided into good 

risk (least likely to need to start 
taking their treatment again), 
intermediate risk (around 50% 
chance of staying in remission) 
and poor risk (the most likely 
group to need to restart). This 
should allow doctors to give 
patients a better idea of their 
chance of successfully staying 
off their treatment before they 
start. For more information 
about TFR, you can download our 
Advocacy Toolkit at http://bit.ly/
TFR-Toolkit.

Additionally, the international 
CML Advocates Network 
presented a global survey, which 
looked at the psychological 
impact of the process of TFR. 
Importantly, the group found 
that many patients have fears 
and anxieties about TFR at some 
stage of the process. Many want 
emotional support too, but 
find it lacking throughout the 
process. 

Whilst we are pleased that 
the conference organisers 
accepted work conducted by 
patient groups, we would like 
to see patients and patient 
organisations have a bigger 
place at these conferences. 
For example, the European 
Haematology Association (EHA) 
has a whole day of sessions 
run by patient groups, where 
advocacy issues such as quality 
of life and access to treatments 
are discussed. Decisions 
about patient care are made at 
conferences such as the ASH 
annual meeting; therefore, the 
needs of patients and their 
views should be heard alongside 
scientific evidence.

5Helpline freephone 08088 010 444

You can hear leading clinicians 
talk about their conference 
highlights on our YouTube 
channel here: http://bit.ly/
ASH-2019. 

NEWS FROM ASH
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A new government, back to 
business

As we are all aware, a new 
government has entered 
Number 10. Many health claims 
were made in the run up to 
the general election, including 
pledges for new nurses and 
hospitals. The team will be 
keeping a close eye on these 
commitments, ensuring the 
needs of blood cancer patients 
remain high on the agenda. 

As we mentioned last issue, the 
All-Party Parliamentary Group 
(APPG) on Blood Cancer was 
disbanded, as per election rules. 
Henry Smith MP has been re-
elected and he has confirmed 
that the APPG will reform and he 
will continue to chair the group. 
Mr Smith has been a passionate 
advocate of the needs of blood 
cancer patients since his 
mother passed away from acute 
myeloid leukaemia (AML), and 

has spoken of the importance 
of our early diagnosis campaign 
at our 50th anniversary event in 
Parliament last year. 

Having reformed, the APPG has 
now resumed an enquiry on 
the topic of genomic medicine. 
Genomics already plays a huge 
role in blood cancer treatments. 
For example, treatments 
have been developed for AML 
that target a specific genetic 
mutation known as FLT3, and 
all patients should be tested for 
this mutation at diagnosis to 
see if they could benefit from 
these treatments. 

Additionally, the NHS has 
recently set up a Genomic 
Medicine Service. This service 
will centralise genomic 
testing, standardising the 
tests patients should have 
and creating a database of 
data about the genomes of 
people with certain illnesses. 

The service will begin with only 
certain populations, including 
children with cancer and AML 
and acute lymphoblastic 
leukaemia (ALL) patients. 
The APPG are conducting the 
enquiry to examine what the 
blood cancer community 
(including clinicians, scientists 
and patient organisations) 
thinks would be beneficial, and 
any potential disadvantages 
of this service. Following the 
enquiry, the APPG will make 
recommendations that should 
ensure that the service works 
effectively for blood cancer 
patients, and we will share 
those with you once published.

Latest GP workshop

We continue to raise awareness 
of the signs and symptoms 
of blood cancers through our 
Spot Leukaemia workshops 
for GPs. We held our first of the 
year in Cardiff on 31st January. 

Campaigns Corner

CAMPAIGNS CORNER

PICTURE: GENERAL PRACTITIONERS IN CARDIFF 
LEARN HOW TO SPOT LEUKAEMIA.
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45 GPs were in attendance to 
hear from some of the experts 
in the field of blood cancer. 
Speakers included Professor 
Chris Fegan, expert in chronic 
lymphocytic leukaemia (CLL), Dr 
Steve Knapper, expert in AML, 
Macmillan GP Ann-Marie Eliades 
and our own Patient Advocacy 
Director, Zack. We would 
also like to thank our patient 
speakers Michelle and John; 
their presentations ensured the 
learning of the day was brought 
into context. 

We continue to work our way 
around the country, with the 
next event scheduled for 
Swansea in June. The workshops 
will also be coming to North 
East England and South West 
England over the next year. 

If you are interested in telling 
your diagnosis story at one of 
our Spot Leukaemia workshops, 
please get in touch with the 
Patient Advocacy team at 
advocacy@leukaemiacare.org.
uk. 

Treatment updates

We continue to work hard to 
make sure all treatments that 
are effective for patients are 
approved for use on the NHS. We 
work closely with NICE to ensure 
patient views are incorporated 
into the process. Here is a list of 

the ongoing appraisals:

•	 We are working closely with 
the MDS Patient Support 
Group UK on the appraisal 
of luspatercept for the 
treatment of anaemia in 
MDS patients. Unfortunately, 
this appraisal has 
been suspended for the 
foreseeable future. 

•	 We are also working with the 
UK Mastocytosis Support 
Group on the appraisal of 
midostaurin for advanced 
systemic mastocytosis 
(ASM). This is a set of 
illnesses affecting mast 
cells, a type of immune 
system cell, including 
mast cell leukaemia. There 
is currently no treatment 
licensed for ASM in the UK.

•	 Ibrutinib, in combination 
with rituximab, is being 
appraised by NICE as an 
option for the treatment of 
untreated CLL patients. This 
was one of the treatments 
investigated by the FLAIR 
trial, which is well known in 
the CLL community. 

•	 The Scottish Medicines 
Consortium (SMC) has 
begun an appraisal of 
gilteritinib for the treatment 
of relapsed/refractory 
AML patients with a FLT3 

mutation. This treatment 
is also currently being 
assessed by NICE in England 
and is the only treatment 
being assessed to target 
this mutation in relapsed 
patients.

Keep in touch!

For further information 
about anything mentioned in 
Campaigns Corner, you can 
contact the Advocacy team by 
calling our helpline on 08088 
010 444 or emailing advocacy@
leukaemiacare.org.uk. We are 
particularly keen to hear from:

•	 Patients interested in 
participating in our Patient 
Advisory Panels, which meet 
every six months to provide 
feedback on Leukaemia 
Care’s work.

•	 Patients or family/friends 
interested in sharing their 
experience of blood cancer 
treatment, particularly 
those with experience of any 
of the treatments listed in 
the previous update section.
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INSPIRATIONAL STORY

Carolyn Whittaker: 
For Roger

In the beginning of 2013, I 
noticed my husband Roger was 
always falling asleep and losing 
weight. We went away at the end 
of February for a few days and 
ended up at Bangor Hospital as 
he had a massive nose bleed. At 
the time, I didn’t think anything 
of it as he had them frequently 
due to polyps, but we went to 
the hospital anyway as he lost a 
large clot and we couldn’t stem 
the bleeding. 

Throughout March, Roger was 
still falling asleep and losing 
weight, but didn’t feel ill and 
still had an appetite, so I told 
him to go to the doctors and 
get some bloods taken. That 
day he was working the late 
shift, 2:00-10:00pm, so he went 
first thing in the morning and 
afterwards went to work as 
normal. At around 3:30-4:00pm 
the surgery rang and wanted to 
see Roger straightaway. I rang 
him and asked him to leave 
work as the doctors needed to 
see him urgently. After that we 
went straight to the doctors, 

and they told us that something 
wasn’t right, it was serious, 
and that Roger might have 
lymphoma, but they needed to 
do some further tests. The tests 
were coming through quick 
and furious; he had a scan on 
his belly and we went to see the 
haematologist who said maybe 
it was a vitamin B12 deficiency, 
but a bone marrow test would 
tell us. 

Roger had a bone marrow test 
and we went back a few days 
later. They called us in and I 
knew straightaway something 
was wrong as there was two of 
them in the room; I later found 
out that one of them was a 
Macmillan nurse. 

That day (16th May 2013) is the 
day our world fell apart, and 
what should have been a happy 
time, as we had welcomed a 
new arrival into the family on 
the 6th May, was instead the 
day we were told that Roger 
had acute myeloid leukaemia 
(AML). He was to be admitted 
to hospital the day after to 
have a Hickman line fitted and 
was told he needed to start 
treatment straight away. We 
left the hospital in a daze like it 
was a dream and happening to 
somebody else. 

The Hickman line kept getting 
put back, so it was over a week 
before he started his treatment. 

He never responded well to the 
chemotherapy—he had lots of 
strange side effects—and I think 
he had the most photographed 
body in the hospital for his 
lumps, bumps and rashes. 

We nearly lost him in the 
July due to a blood clot that 
they couldn’t operate on as 
he wouldn’t withstand the 
anaesthetic and probably would 
have bled out. He came around 
from that but still ended up 
being in hospital more than 
he was at home. The ward was 
fantastic; they looked after us 
as a family as well as Roger. He 
came home the odd weekend, 
but it was very rare. 

The chemotherapy didn’t 
work, so they put him on the 
Vidaza injections, but again he 
didn’t respond as well as we 
thought. We watched a strong 
hardworking man end up frail 
in a wheelchair, and at the end 
of March 2014 I broke down to 
his Macmillan nurse, Sally, and 
said, "I don’t think it’s working," 

Carolyn Whittaker has been hard at work fundraising for Leukaemia Care. 
She has been doing so in memory of her husband, Roger, and here she 
shares their story.

The ward was 
fantastic; they looked 
after us as a family as 
well as Roger.

They called us in and 
I knew straightaway 
something was 
wrong.
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and she said that his consultant 
wanted to do the last round of 
Vidaza injections. I said, "Roger 
thinks this is the miracle one 
and it will be all gone, and he will 
come home and go back to work 
on the Monday." 

On the 2nd of April 2014, I 
received a phone call to say they 
wanted a family meeting on the 
3rd. I knew in my heart what it 
was. The next day the consultant 
told Roger the treatment 
wasn’t working, and they were 
withdrawing it. He looked at 
me and just said, "We will get 
through this babe." I said, "You’re 
not listening, it’s now quality 
rather than quantity." He looked 
at our daughter who was crying 
and he said, "Right, well I want to 
go home and want to be at home 
for tomorrow as it’s our wedding 
anniversary." He got his wish 
and was released on the Friday. 
They pulled out all the stops, 
and without them he would have 
been released on the Monday. 

Our palliative care was second 
to none. We had some excellent 
people looking after not just 
Roger but us all. Roger had 
good days and bad days; he 
was happy to hear that we were 
getting a new grand-baby in the 
October, our son Chris’s first 
baby. Family was everything to 
Roger. We managed a few days 
out, including Blackpool for fish 
and chips as he loved them. We 
also took him for an ice cream at 
a favourite beauty spot that he 
loved going to. 

Our daughter Amy was planning 
on getting married in 2014, but 
she wanted her dad to walk her 
down the aisle, so she couldn’t 
really book anything or settle on 
a date because of his treatment. 
Amy and her fiancé Glen came 
and spoke to us and asked 
how we would feel about them 
getting married on their already 
booked holiday to Cyprus. Roger 
just said, "Go and make me 

proud." He took his wedding ring 
off and gave it to Glen and said,  
"Here, use this as you won’t have 
time to get one." 

When the day came for Amy to 
go away with her little family, 
Glen, Olivia (then five) and Harry 
(11 months), she didn’t want 
to leave, but she thought her 
dad had months left not days 
and thought he would still be 
here when she got back or she 
wouldn’t have gone, but I told 
her he was doing okay and 
holding his own.

On 23rd April, Roger wasn’t too 
good. He was coughing up blood 
and in pain, certainly the worst 
he had been. He’d had a few 
visitors and a night sitter was 
arranged. As the day went on, 
we were excited as it was the 
day of the wedding, and at 7pm 
we got a phone call to say it had 
been a lovely day, and everything 
went to plan, our baby girl was 
married. 

As the evening went on Roger 
seemed to be in more pain, 
so I called the district nurses 
out and they were going to 
put the syringe driver in. At 
9pm the night sitter turned 
up. I introduced her to Roger, 
who was kicking the covers 
off—I thought he was having 
a rigor, so I went and got the 
thermometer and popped it in 
his mouth. For some reason, 
this one wasn’t working, so I 
went to get a new one out of 
the cupboard, popped it in his 
mouth and he took his last 
breath.

To make matters worse, our 
Olivia got chickenpox while 
away, so she was grounded. Amy 
returned with Harry, and Glen 
stayed with Olivia in Cyprus. 

On the 23rd of April 2014 I 
lost not just my husband but 
my best friend. We had been 
together 30 years and married 
27; we did everything together. 

Since then Amy has completed 
a skydive in memory of her dad, 
and in 2018 Amy and I decided 
we would start fundraising for 
Leukaemia Care. They had put 
on their Facebook page that they 
had a blood drop crochet pattern 
called Bob, and as I love to knit/
crochet, I thought this was 
the perfect thing for us to get 
involved in. 

From this we organised a ‘Red 
Day’ and started selling my 
crocheted Bob’s, as well as other 
crocheted items, and held a 
unicorn raffle where we asked 
people to guess the name of the 
beautifully crocheted unicorn for 
a chance to win him. This event 
raised £452 for Leukaemia Care. 
I have carried on crocheting for 
Leukaemia Care and have kept 
Claire in their Fundraising team 
up to date with what I have been 
up to. I also knitted a family of 
Bob’s (which I sent to the LC 
offices) and 30 Baby Bob’s for 
them to sell on their eBay page 
to raise further funds. 

INSPIRATIONAL STORY

PICTURE (RIGHT): CAROLYN WITH HER 
GRANDCHILDREN.

On the 23rd of April 
2014 I lost not just my 
husband but my best 
friend. 

If you’re struggling emotionally 
after the loss of a loved one, you 
may find our article on coping 
with grief helpful: http://bit.ly/
CopingWithGriefLC
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With thanks to Ben Cotterill of  
www.bencotterillphotography.com for the 
photography

With thanks to Carley Stansfield of 

www.studiocphotography.co.uk for the photography.
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All methods of treatment for 
blood cancer can cause side 
effects. Some of these are acute 
or early side effects and occur 
at the time of administration of 
the treatment, such as nausea 
and hair loss. These side effects 
usually stop once the drug 
is stopped. Certain early side 
effects persist after treatment, 
for example reduced fertility, 
and are permanent. These are 
long-term side effects. Side 
effects that develop months 
or years after treatment has 
stopped are known as late 
effects, i.e. they have a delayed 
onset. These side effects may be 
physical, or emotional, and can 
include secondary cancers and 
heart disease. 

Possible late effects 

Secondary cancers 

Secondary cancers are not 
linked to the original cancer and 
can occur months to years after 
the original treatment. The risk 
is increased by the intensity of 
treatment you have received 
and is a result of the cell 
damage that chemotherapy and 
radiotherapy can cause. Certain 
chemotherapy drugs have a 
higher risk than others, e.g. 
alkylating drugs have a greater 
risk of secondary cancers. 
Furthermore, secondary cancers 
are more frequent in patients 
who receive radiation therapy 
and chemotherapy together 
compared to either treatment 
alone. 

The secondary cancers most 
often linked to chemotherapy 
are myelodysplastic syndrome 
(MDS) and acute myeloid 
leukaemia (AML). Sometimes, 
MDS occurs first, and then turns 
into AML. Acute lymphoblastic 
leukaemia (ALL) has also 
been linked to chemotherapy. 
Chemotherapy is known to 
be a greater risk factor than 
radiation therapy in causing 
leukaemia. 

Heart problems 

The heart can be affected by a 
number of chemotherapy drugs 
used to treat blood cancers, as 
well as by radiotherapy if the 
heart is in the radiotherapy 
field. This effect is often 
referred to as cardiotoxicity. 
It may be acute at the time of 
administration of the drug or 
may develop as a late effect 
many years after the end of 
treatment.

As a patient it is important that 
you understand the treatment 
that you have received. 
Ideally you will have an end of 
treatment summary or care 
plan that outlines problems 
of which you are at risk. Your 
consultant should inform 
you if you are at risk of heart 
problems after treatment and 
let you know if any surveillance 
is necessary.

Eye and ear problems

Some cancer treatments 

may have an effect on your 
vision. Some of these are 
acute and occur at the time 
of receiving the drugs, while 
others may develop over time. 
As deterioration in your vision 
can significantly impact your 
quality of life, it is important 
that if you are at risk you have 
your eyes monitored regularly. 
As you age other factors may 
compound the problem as age 
related visual changes occur. 
Diseases such as diabetes, if 
not well controlled, may also 
impact your vision. This is 
important to remember as 
some therapies may increase 
your risk of developing diabetes.

Skin and nail problems 

Chemotherapy can cause 
several skin problems; the 
most common ones include dry 
skin, hyperpigmentation, nail 
changes and photosensitivity. 
In immunosuppressed patients, 
skin problems can include 
basal and squamous cell 
carcinomas (skin cancer). They 
are normally painless and tend 
to develop slowly. If you notice 
any changes to your skin, 
particularly where it is exposed, 
speak to your doctor.

Lung problems 

The lungs are essential organs 
that supply oxygen to the body. 
A normal lung is spongey and 
full of tiny air sacks that are 
important for passing oxygen 
from the lungs into the blood. 

What are late 
effects?

LATE EFFECTS

For some blood cancer patients, side effects can appear long after 
treatment has ended. Here, we take a look at these potential late effects 
and what support you can receive for them.
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Problems that can occur with 
the lungs include: 

•	 Reduced lung capacity 

•	 Lung tissue which is stiffer 
than normal (fibrosis) 

•	 Increased risk of infections 

•	 Increased risk of lung 
cancer 

Other late effects that may 
occur

•	 Bone problems, e.g. 
osteoporosis and 
osteopenia

•	 Thyroid problems, e.g. 
hypothyroidism

•	 Kidney and liver damage

•	 Fertility problems

What support is available? 

Your treating clinician should 
have informed you before you 
started treatment about the 
acute and long-term effects of 
your treatment. The pressure at 
this point is to get on and treat 
the cancer as delay could have a 
detrimental effect on outcome. 

Your risk of late effects depends 
on your age at treatment, your 
diagnosis and the treatment 
you have received. You may not 
be able to stop late effects from 
happening, but you can work 
towards reducing the risk of 

them developing and catching 
them early. It is important to 
have a frank discussion with 
your clinical team about your 
risks for late effects. Ideally you 
should have this information 
written down. You should 
understand what monitoring 
is necessary and attend your 
follow up appointments. You 
should also be mindful of what 
symptoms to look out for. 

Be self-aware; know what is 
normal for you, so that when 
you develop a new symptom 
you can report it as soon as 
possible. For women this 
includes examining your 
breasts and for men examining 
your testicles. Know your 
skin and your moles so that 
you can report any changes. 
Follow a healthy lifestyle, 
have a balanced diet, exercise 
regularly, and avoid risk factors 
such as smoking and excess 
sun exposure.

Most of the services for 
people with blood cancers are 
focused on the earlier stages 
of diagnosis and treatment, so 
patients may feel lonely or even 
abandoned when treatments 
are over. This later period, often 
described as survivorship, 
involves many challenges. It 
can feel hard to get back to 
normal, as so many things will 
have changed. This is a time 
when uncertainty can be a 

prominent feature of life, and 
most people have an ongoing 
fear of the cancer coming back. 
Though uncommon, severe 
psychological reactions like 
depression can have a very 
negative effect on quality of 
life. It is important as you go 
through life after treatment 
to have someone to listen and 
be there for you. This may be 
your partner, another family 
member, or a friend. Many 
people also find support groups 
helpful, sharing experiences 
with people who know what they 
have been through. For others it 
is better to move on and seek a 
new identity after cancer. Most 
people cope with this informal 
support, but others will need 
professional psychological help, 
especially if they are depressed. 

Places to seek this include your 
local health centre or cancer 
centre, or there are some private 
or charitable services that offer 
support. See if your local cancer 
services have a directory or 
recommendations of who can 
help.

This information was taken 
from our Late Effects of 
Treatment booklet. Order or 
download it for free from here: 
www.leukaemiacare.org.uk
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PATIENT PERSPECTIVE

Patient 
Perspective: Going 
treatment-free

December

I have been on my medication, 
imatinib, for the past nine 
and a half years now. I have 
side effects and every day is a 
different day for me. I suffer with 
muscle and joint pain, cramps, 
headaches, nausea, being 
sick, and lots more. Everybody 
obviously suffers with different 
side effects; however, I have just 
been putting up with it because 
the medication is working for 
me.

I had my regular visit with my 
haematologist on November 
7th and my bloods taken. We 
had a chat on how I feel, and 
she suggested I perhaps come 
off my tablets for three months 
to see how I go. I will be having 

regular hospital visits, every six 
weeks to be precise, and each 
time having blood tests taken. 

At first, I was reluctant as I am 
used to being on my medication. 
She asked me why I wouldn’t 
come off them and I said I was 
scared. Scared that my chronic 
myeloid leukaemia (CML) will 
get worse, like from the very 
beginning. She assured me 
that as I am having close and 
regular monitoring, that would 
not happen. If my CML was to 
rise again, I could either take my 
imatinib or maybe try another 
TKI, due to the imatinib giving 
me so many side effects. 

I was sat there with my niece 
and nephew, who are only four 
years of age, so I couldn’t really 
ask for their advice. I said I 
would speak to my husband 
later and see what we both 
agreed. I think I was making 
excuses not to stop them as 
this is a huge change in my life. 
There was no pressure from 
my doctor at all; she was very 
good about it. I, however, was 
petrified, but she assured me 
nothing would happen to me. 
So, after about 15 minutes of 

wondering what to do, really 
wanting someone to be with me, 
to help me, I said, "Ok, I have 
nothing to lose, why not?"

So, she said from November 
7th to stop taking my imatinib 
and my quinine sulphate for my 
cramps and joint pain. I cannot 
tell you how I felt as I felt weird, 
strange. I didn’t feel happy or 
ecstatic like I should be. She 
said to give it three months and 
then we will review the situation, 
and if I wanted to, I could go 
back on my medication at any 
time. 

I left the hospital in some kind 
of trance, not knowing how to 
feel. I spoke with my husband 
and he said, "That’s great news," 
but he understood why I was 
feeling this way as I have been 
used to my medication and this 

Vickie Webster is our resident blogger, and recently she went treatment-
free. Read about how she’s been getting on with coming off her medication 
for chronic myeloid leukaemia (CML).

At first, I was reluctant 
as I am used to being 
on my medication.

I still have side effects 
and to look at me, you 
wouldn’t think there 
was anything wrong 
with me.
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was a massive change. Basically, 
my imatinib was saving my life. 
To come off it knowing it could 
go wrong was scary and I am 
still scared; in fact, petrified. 

I spoke with family and friends 
and they all said it was amazing 
news, which it is. I then on that 
same evening sat with both my 
children - my son Lewis, who is 
12 years of age, and my daughter 
Jessica, who is 9 years of age. 
They both know what is wrong 
with me as I have always been 
open and truthful about it to 
them both. They come to the 
hospital when I have my bloods 
taken as I hate needles, believe 
it or not. They were both really 
supportive and said, "You have 
to try mom, but you know the 
doctors will keep an eye on you 
and you can always go back on 
your medication." They were both 
really great and still are. 

At the start I didn’t really feel 

any different. Recently, I have 
felt more pain in my joints and 
had more cramp. The joint pain 
in my arms and hands is really 
painful. I am also experiencing 
pain in my legs now, and still 
having headaches and period 
pains. I do suffer with period 
pains and I am taking the mini 
pill to stop this, which it has 
done. However, since stopping 
my imatinib, I am experiencing 
period pains again. I have 
also had a tight chest, which 
doesn’t happen often, but it has 
happened. 

My haematologist has advised 
I will have pain, but it shouldn’t 
be for too long, so hopefully 
it will stop and I will have no 
cramps, muscle or joint pain, 
or any other pain. I know this is 
part of having CML, which I have 
been putting up with for years; 
I have two children to live for. I 
want to see the world and enjoy 
my life with my family. 

So, as a patient myself and 
experiencing this at the 
moment, and still having a long 
way to go in this experiment, I’d 
say my advice would be to do 
what you feel is right, what you 
feel is good for you. Having blood 
cancer is the scariest thing I 

have ever had and still have. We 
know CML is not curable, but if I 
can be off my tablets, pain-free 
for the next five years plus, I will 
do that, so I can enjoy life better 
with my kids. I still wrap up 
warm, try and avoid sick people 
and look after myself, because 
I have to. I am still a cancer 
patient and have a responsibility 
to myself to make things better 
for me. You need to look after 
yourself before anyone else. 

If you want to come off any 
medication, sit with your family, 
friends, Leukaemia Care, or 
doctor and really talk about it. 
Ask any questions you have, 
no matter how silly you think 
they are, and they will always 
be answered, and you will be 
supported. If you are not ready 
to make a big change, don’t do 
it. The medical professionals are 
there for you and any decisions 

10 years is a long time. 
I was 33 years of age 
and pregnant when 
diagnosed.

I want to enjoy my 
life, be normal. Why 
can’t I? 
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you make. But I will tell you, it’s 
very scary making a massive 
decision like this. I still have a 
long road ahead and hopefully 
it works out, but if it doesn’t, I 
know I have help. 

January

When I first came off the 
tablets, I didn’t really notice 
any change for the first four 
weeks. I was still getting cramp 
and pain and all the other side 
effects. I was like, what’s going 
on? I thought all my pain would 
go away. I was confused, but 
my doctor said it can take a 
few weeks before you notice 
anything changing. After a few 
weeks, I noticed my cramps 
became less, but I still cannot 
open jars and lids as I still get 
cramp in my hands and the 
soles of my feet. It wasn’t as 
often as before, where I would 
get cramp out of the blue, and I 
do still have the odd headache. 
The muscle joint pain, however, 
is a completely different ball 
game.

All my left side hurts. My arm 
and my leg. My hand seems to 
be worse as well. I can feel the 
pain for no reason at all. I don’t 
have to be doing anything and 
it will just come. The pain feels 
like you have been lying on it for 
a while and then I get shooting 
pains. My hands tend to lock, 

especially the left one. 

I don’t know if this is related to 
my chronic myeloid leukaemia 
(CML), but I wake up in bucket 
loads of sweat as well. Then, 
when I get out of bed, I am cold 
with goose bumps all over me, 
and I have to grab a hot water 
bottle to warm me up. 

I still can’t write a long letter 
as I have cramp spasms in my 
hands, so I have to write for 
a little while then go back to 
it, but I have always had that 
since having CML. I thought that 
would go and I could be normal 
again, but it hasn’t. There are 
also days where I still am very 
tired and exhausted, but I 
always plod along. 

Since coming off the 
medication, I didn’t know what 
to expect. Who does? I’ve been 
taking it for years and years, 
so it’s become part of my life. 
When my doctor said I could 
come off it, I was shocked and 
nervous, and I still am. I don’t 
want to go backwards; I don’t 
want to relapse, which I know 
can happen. I have two young 
children and am married to 
a good husband. I have good 
family and great friends. I want 
to enjoy my life, be normal. Why 
can’t I? 

Tuesday 28th January was my 

10-year cancerversary. When 
I think of all the experiences 
I have had to go through—
leukapheresis, two bone marrow 
biopsies, constant blood tests—I 
might as well have moved into 
the hospital as I’m always there. 
However, the staff have always 
been very supportive to me and 
my family. 

10 years is a long time. I was 33 
years of age and pregnant when 
diagnosed. So, I guess what I’m 
trying to say is yes, I am so glad 
and happy I have come off my 
medication. I don’t know what 
will happen, but I’m sure I am 
going to do everything I can to 
not let blood cancer beat me! 
We have to be strong, positive. 
We have bad days. We have 
good days. I have a long road 
ahead without my medication 
as I don’t know the outcome 
as its early days still. Yes, I 
still have side effects and to 
look at me, you wouldn’t think 
there was anything wrong with 
me as I carry on with my life, 
fighting! Don’t be scared to try 
something new that could help. 
The doctors will always advise 
and monitor you all the time, 
and if you have any worries or 
concerns, contact Leukaemia 
Care, or your doctor or nurse.

You can find out more about 
treatment-free remission in 
our booklet, Chronic Myeloid 
Leukaemia (CML) - TKIs and 
TFR. Download or order it here: 
http://bit.ly/LCBooklets

You can also read all of 
Vickie’s previous blogs on 
our website, just search for 
‘Patient Perspective’: www.
leukaemiacare.org.uk 

I am still a cancer 
patient and have a 
responsibility to myself 
to make things better 
for me. You need to look 
after yourself before 
anyone else. 

Basically, my imatinib 
was saving my life. To 
come off it knowing 
it could go wrong 
was scary and I am 
still scared; in fact, 
petrified. 
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INSPIRATIONAL STORY

Dharmesh Mehta: 
A force for good

My raised white blood cell 
(WBC) count was picked up 
by my GP following an annual 
health check. I did not go 
in and see him about any 
symptoms. When he got the 
test results, he asked me to 
come in and see him as the 
WBC count was raised and he 
thought I may have a minor 
infection or gout. I advised 
him I was feeling fine and he 
suggested a re-test which 
showed a slightly higher WBC 
count, and then referred me to 
a kidney specialist as I had a 
minor kidney infection earlier 
that year. 

I saw the nephrologist who 
conducted his own tests and, 
when I saw him regarding the 
results, he advised that my 
kidneys were okay. He also 
checked my spleen and under 
my armpits, and he suggested 
that I see a haematologist. 
This was the first indication 
I had that something may be 
wrong. 

I saw a haematologist at the 
Alexandra Hospital in Cheadle 
who took another set of blood 
tests and told me that it may 
be chronic myeloid leukaemia 
(CML). I then looked into what 
CML was. I was initially scared 
but the information that was 

available made me realise 
that I was extremely lucky that 
there were new treatments 
called TKIs and that they had 
a very good success rate. 
However, obviously at this 
stage I was not even sure if I 
had CML. 

When I saw him a few weeks 
later, he told me that as the 
initial appointment and blood 
tests were on a Friday, he had 
made a mistake and that my 
blood did not get to the lab 
in time to be tested and that 
someone should have called 
me to get it tested again. He 
also told me that he was quite 
sure that it was CML. 

The news hit me quite hard 
and I had a million thoughts 
all bouncing around my head, 
most of which concerned my 
young family and their future. 
I spoke to an aunt who was a 
former senior pathologist at 
the Manchester Royal Infirmary 
and the Christie, and she then 
arranged an appointment 
with Dr Michael Dennis at 
the Christie clinic who was a 
specialist in CML. 

After the mistakes by the 
initial haematologist, I did 
not have confidence in him, 
but as soon as I met Michael 

Dharmesh had no symptoms before his diagnosis of chronic myeloid 
leukaemia (CML), with the condition instead being picked up in a routine 
blood test. Here, he talks about his road to diagnosis and how he’s doing 
now.



With thanks to Gillian Walsh of 
www.gillianwalsh.co.uk for the 
photography.
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Dennis and his nurse I was filled 
with confidence. He explained 
that he was confident that I had 
CML but to be sure he had to 
perform a bone marrow biopsy 
in a couple of days and then see 
me the week after. In the follow 
up appointment he confirmed 
that I did have CML and that I 
would be starting on imatinib 
immediately. 

I was determined not to stop 
or let the CML define my life. 
Emotionally it was hard as I had 
just turned 40 and had a family 
to support. I had weekly blood 
tests initially and once I knew 
the medication was working, I 
decided to tell my close family 
and children. 

Exactly a year after diagnosis on 
Sept 29th 2018, I was told that 
my test results were showing 
that I was testing negative for 
CML. A test three months later 
showed trace signs of it again, 
but my latest result was, again, 
negative. I will probably be on 
treatment for the foreseeable 
future. 

Although I have tried to remain 
positive, it is still quite mentally 
tough coming to terms with 
the limits that my body now 
has. I get quite exhausted and 
also sometimes suffer from 
"chemo brain" where, although 
I want to do things, I find it 
difficult to focus and motivate 
myself and also get frustrated 

with myself. My hips and other 
joints are constantly painful 
and sometimes simple things 
like walking up the stairs takes 
me a lot longer. These are all 
side effects of the medication. 
Saying that, I still try to stay 
as active as possible and play 
football regularly and go to the 
gym a few times a week. When I 
feel down, I remind myself how 
lucky I was that my illness got 
picked up by chance before it 
had manifested itself and got 
out of control. I am also grateful 
that my GP did not dismiss the 
raised WBC count as a minor 
infection and insisted on further 
investigation. Had my illness not 
got picked up so early, I would 
probably not know what the 
symptoms were or taken them 
seriously. In today’s society, it is 
easy to put these down to just 
being exhausted or run down 
when the real reason could be 
much more sinister.

Through the Leukaemia Care 
website, I came across the 
local Manchester CML support 
group and have attended most 
of their meetings. I have found 
the group to be an invaluable 
source of support and the talks 
given by the various speakers 
have been extremely helpful 
and informative. Because I have 
benefitted so much from the 
Leukaemia Care support group 
and other resources, when the 
opportunity came to raise funds 

through a sponsored skydive, 
I jumped at it and completed 
my jump in September 2019. I 
expected to be nervous at the 
time but was surprisingly calm, 
which I put down to viewing the 
skydive as not being as scary as 
facing a cancer diagnosis—and 
also the fact that a lot of friends 
and family had generously 
sponsored me.

Through my various fundraising 
drives for cancer charities I 
have received many calls and 
messages from friends and 
family saying how brave I was to 
go public with my condition. Part 
of what I do now when it comes 
to speaking to the Indian and 
Asian community is to break 
down the stigma regarding 
cancer and that it is nothing 
to be ashamed of or hide away 
with. In most cases there is 
nothing that the sufferer has 
done wrong—the cancer could 
be genetic or just plain bad 
luck, as in my case. But staying 
positive is something that I 
am an advocate of as I believe 
that this does help with getting 
better, or at the very least living 
longer. Getting support and 
educating oneself about the 
signs is also vital and in the 
Asian communities, although 
some progress has been made, I 
think more can still be done.

If you’ve been diagnosed with 
CML, you can learn more about 
your diagnosis in our free 
booklet. Order or download it 
here: http://bit.ly/LCBooklets

The news hit me 
quite hard and I had 
a million thoughts all 
bouncing around my 
head, most of which 
concerned my young 
family and their future.

Part of what I do now 
when it comes to 
speaking to the Indian 
and Asian community 
is to break down the 
stigma regarding 
cancer.

I was determined not 
to stop or let the CML 
define my life. 
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COMPLEMENTARY THERAPIES

A guide to 
complementary 
therapies

Complementary therapies 
have been used in a supportive 
capacity both within the 
NHS and by charities for the 
enhanced wellbeing of patients 
and clients within haematology 
for over 30 years. Consultants 
have commented that the more 
relaxed the body and mind is, 
the better accepting of their 
treatment it is, even taking 
bloods. 

During your treatment and 
hospital visits you may be 
offered a choice of treatments 
from a complementary therapy 
team; this service would 
usually be free and provided by 
experienced therapists who are 
accustomed to leukaemia and 
the treatment you are receiving. 

Complementary Therapist 

A complementary therapist 
will offer supportive therapy as 
part of an integrated practice, 
alongside standard medical 
treatment for leukaemia, not as 
an alternative treatment. 

When looking for a therapist 
it is important to ensure your 
therapist has appropriate 
training for your needs. The 
therapist will generally be a 

member of a representing body 
for their therapies and must 
have the appropriate insurance. 

The Complementary and Natural 
Healthcare Council (CNHC) is a 
representing body for yourself as 
the client. All therapists on this 
register will have a certain level 
of qualifications and insurance. 
Most NHS therapists will be 
members. When approaching 
a therapist do check that 
they have taken part in some 
additional training or continued 
professional development 
(CPD) or have experience with 
haemato-oncology clients and 
understand the appropriate 
guidelines that apply. 

Before starting on a course of 
treatments, the therapist should 
take a detailed case study on 
your overall health and wellbeing 
in order to tailor the treatment 
to you, accommodating your 
needs.

Types of complementary 
therapies

Acupuncture 

Acupuncture is a form of 
Traditional Chinese Medicine 
(TCM). This treatment uses the 

application of fine needles in 
points in the body which have 
been identified as helpful for 
various symptoms and side 
effects that are present at 
the time. Many people find 
acupuncture very relaxing and 
useful for health problems such 
as fatigue, sleep problems, 
nausea and pain. It can also 
support emotional wellbeing. 

Health professionals and 
doctors also train in a method 
of acupuncture called Western 
Medical Acupuncture which 
is often used as part of an 
integrated service. NICE 
guidelines recommend 
acupuncture for headaches, 
whilst it has also been reported 
as beneficial for nausea and 
vomiting. The WMA approach 
is different to TCM, but they are 
used for similar concerns. 

For more information on the 
two approaches – including how 
they differ, and which may be 
more suitable for you – speak to 
a professional acupuncturist or 
your medical team. 

Aromatherapy 

Aromatherapy is the use 
of essential oils which are 

Complementary therapies can be beneficial for blood cancer patients, 
helping to manage side effects and improve your wellbeing. Here, we take a 
look at the most common complementary therapies and how they can help.
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aromatic volatile oils extracted 
from plants. Aromatherapy as 
a therapy is most often used 
with massage but can be used 
in bath and skin preparations, 
inhalation, compresses and 
other methods. The chemical 
constituents or make-up of each 
oil assists the aromatherapist in 
choosing the most appropriate 
oil or combination of essential 
oils for their client’s needs. 
These therapeutic properties 
of essential oils may assist 
with psychological, emotional 
and physical concerns and, 
importantly, relaxation. Clinical 
aromatherapists would also 
choose essential oils to assist 
with side effects of standard 
medical treatments which 
might include nausea, poor 
sleep and pain. 

The use of touch and essential 
oils are documented with 
positive results. For example, 
lavender has been found to 
be beneficial for stress and 
anxiety due to the amount 
of chemical esters in this oil 
which are known to be calming 
and soothing. When buying 
essential oils for home use, 
good quality oils should be 
used, especially when they 
have contact with the skin. 
Essential oils should always be 
diluted, the exceptions being 
lavender and tea tree which 
are generally acknowledged as 
being suitable to apply directly 
to the skin. However, if you are 
unsure, a patch test should be 
carried out with the oils first. 
Oils used in an aromatherapy 
fan or ceramic burner are using 
the olfactory senses and so, the 
aroma must be pleasurable. Only 
a few drops are needed, and, if 
using in the bath, always follow 
guidelines. If you have nothing 
to hand, the fat content of a 
couple of tablespoons of milk 
will disperse the oil into water. 
Coconut oil is also suitable. 

For a massage, the 
aromatherapist will blend a 
dilution of essential oil in a 

vegetable oil, often known as the 
carrier oil. A very weak dilution, 
usually of around one percent, 
would be made up for those with 
leukaemia who have undergone 
treatment, or those who are 
less well. An aromatherapy 
massage should be light touch 
and leave you with a feeling of 
deep relaxation. Relaxation is 
an important part of recovery. 
Massage can be full body or 
directed to specific areas of 
discomfort.

In addition to massage the 
aromatherapist may make a 
personal inhaler to assist with 
specific problems. Inhalers 
can be useful to carry with 
you for nausea, using a blend 
that might include Spearmint. 
Inhalers can also assist 
with deepening the breath. 
Frankincense may be used 
to help when we are anxious, 
and our breathing becomes 
shallow. Blends of essential 
oils can also be diluted for use 
in a roll-on bottle which can be 
used like a perfume on pulse 
points. Suitable blends can be 
extremely helpful assisting with 
stress and anxiety, or the feel-
good factor. An aromatherapist 
may give the balance of an 
oil blend in this way for home 
use and a lovely reminder of 
the benefits of the treatment 
received. 

Nourishing blends of carrier 
oils can feed the body through 
the skin, providing a variety 
of nutritional benefits when 
absorbed, as well as excellent 
skin care. 

Bowen technique 

The Bowen technique is a gentle 
therapy which aims to rebalance 
the body’s energy flow to assist 
the body to heal itself. 

This treatment utilises a light 
rolling movement of the thumb 
and fingers over the skin called 
"Bowen moves" which affect 
the muscles, tendons, nerves 
and fascia (connective tissue) 

by application of this gentle 
treatment with non-invasive 
pressure. These procedures 
follow prescribed sequences to 
affect specific body systems. 
The therapist will take frequent 
pauses during the treatment 
to allow the body to adjust and 
absorb the treatment. 

Energy therapies 

These therapies are frequently 
used in supportive and palliative 
care. Although the word ‘healing’ 
is used as part of the treatment, 
this is not referring to a cure 
and likewise ‘spiritual’ is not 
associated with any religion. 
These modalities are often used 
with the intent to assist with 
pain relief, promote relaxation 
and improve sleep to contribute 
to a sense of wellbeing, or 
to reduce side effects of 
chemotherapy and radiotherapy. 

Healing 

Healing, sometimes referred to 
as spiritual healing, is described 
by The National Federation of 
Spiritual Healers as "a process 
that promotes better health, 
through the channelling of 
healing energies through healer 
to receiver". Healing should not 
be confused with curing cancer. 

There is some evidence that 
suggests this supportive 
therapy may quicken the body’s 
own healing process. The 
practitioner will use light touch 
or no touch as appropriate for 
the patient who will be clothed. 

Reiki 

Reiki is a method of healing 
which promotes the aim of 
homeostasis through balancing 
the body’s own Ki (energy) with 
Rei (universal energy). This 
healing modality originated in 
Japan with its origin in self-
healing. Reiki treatments are 
received in a similar way to 
healing with the recipient fully 
clothed. 

COMPLEMENTARY THERAPIES
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Hypnotherapy 

Clinical hypnotherapists believe 
that creating a more positive 
relaxed state of mind helps the 
body to repair and heal. 

Hypnotherapy is a way of 
reducing the stress response. 
During a first hypnotherapy 
session, the hypnotherapist 
will take their client through 
a progressive relaxation, 
relaxing first the body and then 
the mind. The therapist may 
provide clients with relaxation 
techniques and recordings to 
help them relax at home and, 
after a little practice, these may 
assist a reduction in stress 
levels with an improved sense 
of relaxation, with the aim of 
feeling much better as a result. 

Hypnotherapy aims to create 
powerful and positive changes. 
Unlike other therapies that 
work over a prolonged period, 
hypnotherapy will help you to 
move on as quickly as possible 
leaving unwanted anxiety, 
stress, fear, phobia or habit 
behind, often after only two or 
three sessions. 

There is significant evidence 
for the use of hypnosis within 

integrative care in reducing 
different side effects to 
treatment such as nausea or 
anxiety or overcoming phobias. 
Some medical practitioners 
receive training in these 
techniques. 

Hypnotherapists will often 
record sessions for use at 
home in the same way as a 
meditation, with mindfulness 
techniques often incorporated 
into it. During a hypnotherapy 
session, the patient or client 
will be guided into a trance 
state, through suggestion of 
voice. This trance is a state of 
awareness where the client is 
in touch with the practitioner’s 
voice but in a deep sense of 
relaxation. The therapist will 
make positive suggestions 
which may assist in a change 
in mental attitude towards 
a problem or life concern, 
either physical or emotional, 
according to the desire of the 
patient. Hypnotherapists also 
have reported success with 
addictions. 

Massage 

This touch therapy is the most 
well-known, but sometimes 
met with reluctance. A clinical/

professional therapist will have 
completed extensive training 
and qualifications in anatomy 
and physiology in addition to 
extensive massage techniques. 
Therapeutic Massage is a 
combination of different touch 
techniques manipulating the 
soft tissue using the hands 
and perhaps forearms. Each 
treatment will vary according 
to the client’s requirements 
and health state. Leukaemia 
patients and others recovering 
from ill health should receive 
a lighter touch as they may be 
at risk of bruising. Pressure 
will vary dependent on the 
sensitivity of the body and will 
ideally be a gentle rhythmical 
touch. Oil, or sometimes powder, 
is used to ensure a smooth 
and comfortable treatment. 
The therapist will offer a full 
body massage or massage to 
specific areas of discomfort 
such as neck and shoulders. 
In cancer and palliative care, 
several studies have taken place 
identifying assistance with 
anxiety, pain and a variety of 
reduced physical and emotional 
symptoms. 
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M Technique 

Touch M has been widely used 
in hospital and hospice care. 
This very light touch manual 
treatment utilises a formula 
where each treatment will be 
given in the same sequence 
and same level of light 
touch throughout, making it 
accessible to anyone, however 
unwell. Treatment can be 
full body or just to specific 
areas. Training is available 
to anyone who wishes to give 
touch to friends and family, 
also for health professionals 
and therapists. M technique 
is extremely relaxing and 
invaluable to anyone with low 
energy or high stress levels, 
or where deeper massage is 
inappropriate. 

Reflexology 

A reflexologist will apply an 
intermittent pressure using 
their thumb and fingers to 
areas of the feet or hands 
which they believe will access 
all body systems with the 
aim of bringing balance, or 
homeostasis, to their client. A 
reflexologist does not diagnose 
but, with reference of a foot 
chart, which relates areas of the 
feet to areas of the body, they 
can identify potential areas of 
imbalance through an altered 
state in the feet in different 
areas. Clients may also feel 
areas of discomfort in their feet 
or sensation in their body. If 
this is the case, the therapist 
and client together will identify 
areas of imbalance in the 
body. This holistic treatment is 
found by many clients to offer 
deep relaxation, boost their 
immune system and assist with 
maintaining good health. Some 
studies and client feedback 
have suggested that reflexology 
can assist with anxiety, pain, 
nausea, sleep and digestive 
problems. 

Mindfulness and meditation 

Meditation, or mindfulness 

meditation, is often offered by 
yoga teachers as a separate 
class or as part of a regular yoga 
class. The aim of meditation 
is to bring your attention 
and awareness more fully to 
the present moment, being 
aware of thoughts, physical 
sensations and emotions as 
they arise, experiencing them 
as they are without trying to 
change anything. This simple 
act of bringing attention and 
awareness to our experience 
from moment to moment 
allows us to find better ways of 
responding to situations in our 
lives rather than our automatic 
habitual reactions. This can 
lead us to reduce physical 
and emotional distress and 
live a happier life no matter 
what we are facing. Proven 
benefits include reduced stress 
symptoms, improved quality of 
sleep and enhanced quality of 
life. 

Yoga Nidra 

Yoga Nidra is a form of guided 
visualisation bringing attention 
to different parts of the body. 
This practice requires the 
participant to lie or sit quietly 
while their mind is guided 
through a structured sequence 
of visualisations. Yoga Nidra 
may be offered as a one-to-
one session or in a class. This 
practice is deeply relaxing and 
can also be taught for self-
practice. 

Tai Chi 

Tai Chi could be described as 
a moving meditation, using 
a sequence of gentle flowing 
movements that combine 
breathing, movement and 
awareness exercises with 
meditation. 

There are many forms of Tai 
Chi and, practised regularly, 
may help reduce symptoms or 
side effects including stress 
and anxiety, increase flexibility 
and balance and improve 
overall physical and emotional 

wellbeing. 

Tripudio Movement Systems 
(TMS) 

Tripudio Movement was 
developed to provide a 
short practical sequence of 
movements that can be taught 
for home practice encouraging a 
healthy, flowing lymphatic and 
circulatory system utilising a 
mixture of gentle mobilisation 
and stretches which can be done 
seated or standing. This Tripudio 
Flow sequence is also used at 
the beginning and the end of 
a one-hour class which uses a 
mixture of seated and standing 
gentle stretching, mobilisation, 
strengthening and low impact 
aerobic exercise all set to music. 
There is no floor work involved 
and TMS is suitable for any age 
or ability. Classes are often on 
offer at cancer centres, hospices 
and hospital clinics, as well as 
in the community. 

Yoga 

There are many different 
styles of yoga, some very 
vigorous and others slow or 
relaxing. Gentle classes which 
focus on a mix of stretching/
postures, breathing and some 
meditation or relaxation would 
be most appropriate. To support 
your wellbeing, find a class 
that offers a gentle, relaxing 
approach or a class that is 
specifically designed for people 
who are affected by cancer. 

Yoga aims to bring balance 
to the whole (mind, body and 
spirit) through awareness of 
your breath and movement. 
Classes usually last between 
one to one and a half hours and 
require loose or comfortable 
stretch clothing and bare feet. 

COMPLEMENTARY THERAPIES

This information was taken 
from our Living Well booklets. 
Order or download them here: 
http://bit.ly/LCBooklets
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With thanks to Laura Beasley of 
www.laurabeasley.photography for the 

photography.
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Sarah-Jane Hayes: 
"Leukaemia Care 
threw me a lifeline"

I was diagnosed with hairy cell 
leukaemia (HCL) in May 2018 at 
the age of 45. This leukaemia is 
very rare, especially in women 
and my age group.

I had recently left my job as a 
retail manager due to being 
unable to stand on my feet all 
day and was off sick multiple 
times due to various infections. 
My first symptoms were a 
suspected chest infection and 
wheezing.

After a blood test in March 2017, 
I was found to have low platelets 
and low white blood cells, and a 
very high D-dimer result. I was 
sent to the hospital and after 
examination it was noticed my 
spleen was enlarged and I had 
deficiencies in ferratin, calcium 
and vitamin D. 

Within the next year I was 
constantly back and forwards 
to the doctors with various 
infections. I told them I had 
leukaemia and wanted a test but 
was told it was doubtful I had it. 

Finally, in May 2018 I had 
bruising on my legs, bleeding 
gums, constant lethargy, 
decreasing platelets and aching 
bones. After begging for a bone 
marrow biopsy, they gave me 
one. I had hairy cell leukaemia. 
It had taken me 14 months to 
get a diagnosis after constantly 
visiting a haematologist with 
symptoms. My initial reaction 
was relief followed by complete 
panic.

I left work and started 
chemotherapy two weeks later. 
I had a course of cladribine, and 
I eventually started to improve. 
The chemo was fine; I was very 
lethargic but didn’t have too 
many side effects.

In December 2018, I was told 
my chemo had been partially 
successful – I was in partial 
remission. But within a few 
months I was feeling ill again 
and, by April 2019, I was back 
in hospital with severe vertigo, 

When Sarah-Jane kept coming down with repeated infections, she took 
herself to her GP. However, it was 14 months until Sarah-Jane was finally 
listened to and given her diagnosis of hairy cell leukaemia. Now in 
remission, she tells her story.

INSPIRATIONAL STORY

A positive D-dimer result indicates 
the presence of an abnormally 
high level of cross-linked fibrin 
degradation products in your body. It 
tells your doctor that there has been 
significant clot (thrombus) formation 
and breakdown in the body (Source: 
Lab Tests Online-UK).
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bruising and bone pain, and 
constant exhaustion. I was given 
a brain scan, lumbar puncture 
and bone marrow biopsy. My 
leukaemia was growing back 
rapidly.

I started on chemotherapy 
again, this time a combination 
lasting three months in total. My 
partner left his job and became 
my full-time carer. 

Throughout this time, I was 
constantly told how amazing 

I looked even though my body 
was fighting this disease 
inside. Leukaemia is not always 
a visible cancer. I developed 
anxiety and depression while 
fighting this disease and 
struggled with my diagnosis, 
worried that it would be 
incurable. Leukaemia Care 
threw me a lifeline and offered 
me funded counselling. This 
gave me and my partner coping 
strategies to get through this 
difficult time.

I have recently found out I am 
in complete remission, which is 
brilliant news, although I’m still 
suffering with the side effects 
from treatment. I’ve developed 
arthritis and joint pain, and 
short-term memory loss is a 
problem. The leukaemia I have 
is incurable unfortunately, but I 
should hopefully get some time 
in remission.

I’m hoping to eventually get 
back to work and have started 
making plans for the future, 
having recently made big 
changes by becoming vegan 
and following a plant-based diet. 
Without the constant support of 
my family and friends, I would 
never have got this far.

INSPIRATIONAL STORY

Our Ann Ashley Leukaemia 
Counselling Fund provides 
patients with access to private 
counselling services through 
the provision of grants. 
Head to our website to find 
out more and apply: www.
leukaemiacare.org.uk

It had taken me 
14 months to get 
a diagnosis after 
constantly visiting a 
haematologist with 
symptoms. 
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APPLYING FOR PIP

My experience of 
applying for PIP for 
a loved one

Having to prove how ill your 
loved one is and how that 
affects their day-to-day life to a 
complete stranger is a bizarre 
concept. You know that they 
have been ill for some time. 
Their doctors knew it when they 
diagnosed them, and they still 
know it every time they treat 
them. You and the rest of your 
family and their friends know 
it every time you see your loved 
one experiencing symptoms 
of their illness or side effects 
of treatment. Why isn’t that 
enough? 

For many people who are ill 
(physically and/or mentally), 
working full time, or even 
working at all, just isn’t an 
option, and financial support 
can make all the difference. It 
helps you to feel just a little 
more ‘normal’ in a world that 
hasn’t been very kind to you. And 
this is where benefits come in.

One of these benefits is 

Personal Independence Payment 
(also known as PIP). It is a 
replacement to Disability Living 
Allowance (DLA) for people 
aged between 16 and state 
pension age, who have a long-
term illness or disability. It is 
non-taxable as well as being a 
non-means tested benefit, which 
means that your income has no 
impact on how much PIP you will 
be paid. 

The journey you go through to 
receive a letter awarding you 
with PIP is not an easy one. 

PIP is made up of two parts: a 
daily living component and a 
mobility component. You are 
scored on various categories 
within each component to 
work out if you are entitled to 
PIP. Both components are split 
between a standard rate (if 
you score between eight and 11 
points in total) and an enhanced 
rate (if you score more than 12 
points in total). Some people 

may receive money for one 
component, or both.

These scores are based on the 
claim form that you (or someone 
who represents you) fills in, any 
supporting documents that you 
send along with your form and 
the report that is put together by 
a healthcare professional during 
your face-to-face assessment. 

The assessments are 
outsourced by the government 
to a couple of private companies 

Following a blood cancer diagnosis, some can find themselves struggling 
financially. Personal Independence Payment is one benefit that blood 
cancer patients may be entitled to, but accessing this benefit can be an 
unnecessary stress for those already going through a difficult time. Here, 
Lauren Walton, our Patient Information and Design Officer, recounts her 
experiences of applying for PIP for a loved one, and gives advice on how to 
navigate the application.

When you are 
unable to work and 
day-to-day life is a 
struggle, benefits can 
be somewhat of a 
comforting consistency 
to have in your life.
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(where you are in the UK 
depends on which one you are 
contacted by) which seems to be 
where the level of understanding 
and empathy falls short. 
Cutbacks and meeting targets 
become priority, and peoples’ 
lives just get forgotten about. 
This can become increasingly 
apparent in the assessment 
itself. Sometimes it feels like 
the healthcare professional isn’t 
really listening. Or like they don’t 
really care. Or like they are trying 
to catch you or your loved one 
out. Regardless, the assessment 
goes on, you are asked 
numerous questions about how 
you go about your day-to-day 
life and their findings are then 
presented to the Department for 
Work and Pensions (DWP).

When the DWP feel like 
they have received enough 
information (from what you/
your representative and the 
healthcare professional have 
provided), they go on to make 
their decision, which is sent to 
you in the post. When you finally 
receive the letter, you feel like all 
the hard work and waiting has 
been worth it. 

But it’s not always good news. 

Sometimes they tell your loved 
one that they aren’t entitled to 
PIP. The feeling that instantly 
rushes through everyone 
involved is pretty heart-
wrenching. How dare they say 
that my loved one isn’t eligible. 
Do they think they aren’t ill 

enough? Does over 30 years 
of physical and mental health 
issues somehow not qualify 
them?

The struggle is not over. 

You have to immediately 
challenge their decision and 
ask for something called a 
‘Mandatory Reconsideration 
Notice’. The DWP will look over 
your application again, before 
sending you another letter, 
either reiterating their original 
decision, or saying that they 
have now changed their mind. 
Either way, they will then provide 
some information about how 
they came to their decision.

Unfortunately, in our case, 
they stuck with their original 
decision, and so the hard work 
had to continue. This is where 
you then have to get out the big 
guns (metaphorically speaking, 
of course). It was so important to 
spell it out in simple terms how 
much my loved one’s physical 
and/or mental illnesses impacts 
on their life. How it makes them 
feel. How it stops them from 
doing everyday tasks. How much 
pain it leaves them in. How it 
ruins their social life or their ties 
with certain family members. 
How they can’t follow a balanced 
diet, or dress themselves, or 
keep up their personal hygiene. 
Going through every little detail 
is exhausting, but it has to be 
done. 

They need to know what it’s 
really like for your loved one. 
They need to know that they 
made the wrong decision. 
They need to know that not 
having benefits could destroy 
your loved one’s life. It sounds 
dramatic, but it’s true. If you 
can’t work, but you are told that 
you aren’t eligible for benefits, 
then what choice does that leave 
you? 

Making an appeal and having 
the decision reconsidered by a 
tribunal is stressful, but also 
gives you a little hope. It is 

independent of the government 
and the private companies they 
work with and ensures that both 
sides of the argument are heard. 
This is where our luck changed. 
Based on the evidence provided, 
they were able to see clearly that 
my loved one has significant 
physical/mental health issues 
and is eligible for PIP.

We could finally exhale. Over six 
months of hard work was worth 
it. This was the letter we had 
been waiting for. 

When you are unable to work 
and day-to-day life is a struggle, 
benefits can be somewhat of 
a comforting consistency to 
have in your life. To have that 
taken away from you, even 
momentarily, can be highly 
upsetting and confusing. I have 
seen the effect it can have on a 
loved one and the kind of hoops 
you have to jump through to get 
it back. 

When you’re already in a 
vulnerable position, sorting 
out something like benefits 
can be a huge task. If you find 
yourself in a similar position, 
it is important to try and seek 
support where you can.

APPLYING FOR PIP

If you need help or advice in 
applying for benefits, contact 
our Welfare Officer by emailing 
advocacy@leukaemiacare.
org.uk, or calling our office 
on 01905 755 977. Leukaemia 
Care office hours are Monday-
Friday, 9am-5:30pm.

How dare they say that 
my loved one isn’t 
eligible. Do they think 
they aren’t ill enough? 
Does over 30 years of 
physical and mental 
health issues somehow 
not qualify them?

The journey you go 
through to receive a 
letter awarding you 
with PIP is not an easy 
one. 
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CLINICAL TRIALS

Our Nurse Advisor, Angela, has years of experience in clinical trials. Here, 
she looks at how patient feedback is vital when it comes to informing 
future research.
Clinical trials are medical 
research studies which involve 
people. Research studies are 
designed to answer a set of 
questions. These questions are 
usually based on: 

•	 Will the treatment or 
procedure be effective?

•	 Can it be delivered safely?

•	 What effects will it have 
upon the patient?

•	 Is it better than the current 
treatment for this group of 
patients?

•	 Does the treatment have an 
impact upon the patient’s 
daily life? 

The design of a trial is to try 
to show that a new treatment 
works better than an existing 
treatment. It is expected that 
the studies may tell us more 
about the side effects of the 
new therapy, or what happens 
to the drug in the body.

Not all clinical trials will result 
in a new and better treatment. 
Results sometimes show that 
the treatment being tested 
does not work, or that it has 
side effects that are worse than 
with existing treatments. But 

this information is also useful 
for researchers and doctors, 
and in the end for patients. 
This knowledge will help to 
inform the doctors about 
which treatments can be taken 
forward into the next clinical 
studies. 

Research studies also need to 
look at the impact a treatment 
has upon an individual’s 
everyday life. Not all clinical 
trials and research studies 
involve testing new treatments; 
some studies may be looking 
at supportive medications 
that are used regularly, such 
as antibiotics and blood 
transfusions, and some clinical 
trial treatments may still be the 
current standard as they look 
at maintaining treatments for a 
longer period of time.

For example, it is important to 
know how often patients are 
expected to have to travel to 
the hospital. This is important 
to establish if a new treatment 
or a medication that is used in 
a new way might impact upon 
a patient’s home and work 
life. Treatments and the way in 
which they are delivered can 
have an impact upon the whole 
family’s lifestyle and may lead 
to financial implications for the 

patient and their dependents.

How patient feedback is 
improving support

Patients were recently asked 
to give their perspectives 
and comments about their 
experience of taking part in 
a clinical trial so that the 
research teams could assess 
the need for further patient 
support at patient clinic visits.

This study involved a 
treatment comparison between 
intravenous chemotherapy 
and oral targeted treatments 
for patients with chronic 
lymphocytic leukaemia (CLL). 
The benefits for receiving 
the intravenous arm of the 
study meant that, although 
the patients had to attend the 
hospital regularly for their trial 
medication, the treatments 
were completed after six 
courses. Patients were then 
regularly reviewed in a clinic 
setting at specified intervals.

Patients generally felt that they 
were well supported and given 
sufficient information. Having 
to attend hospital for each 
treatment and clinic review 
prior to treatment with regular 
blood tests did have an impact 
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upon the patients and their 
family lives. During the treatment, 
one patient was unable to work, 
spent time at home and needed 
their partner to drive them to 
hospital for their visits.  

What was important to patients 
and their families included 
having enough information 
about the study so they could 
plan around the hospital visits. 
There were some extra trial visit 
assessments required during the 
chemotherapy period of follow-
up, which was discussed with 
the patients prior to obtaining 
consent to take part in the trial.

Patients were aware of who to 
contact in the specialist team, 
when to contact them and how to 
access support if they required 
additional advice or medical 
review. Being part of a research 
study often requires a patient to 
have regular trial specific visits 
and additional tests. These visits 
will be pre-defined times at the 
beginning of treatment, during 
treatment and after completion 
of treatment. These trial visits are 
essential so that we can monitor 
a patient’s progress for how 
effective the treatment has been, 
and if the patient has experienced 

side effects. This may also include 
any additional blood tests and CT 
scans that may be needed. Again, 
patients within the study were 
aware of the need for extra tests 
during their treatment. Patients 
were also given contact details 
for their specialist team if they 
needed further information of the 
treatment plan. Although steps 
were taken to try to plan trial 
visits to coincide with treatment 
dates, some patients did require 
extra visits to hospital. For this 
group of patients, there were less 
visits after treatment had been 
completed.       

Patients in the study who 
received the treatment as tablets 
daily were asked about their 
experience and comments about 
taking part in research. The 
patients had regular visits to the 
hospital clinic for blood tests 
and assessments to discuss 
any side effects of the treatment 
that they might be experiencing. 
The patients felt that they had 
some opportunities to be able 
to maintain their lifestyle a little 
more easily and go to work if they 
felt able to. 

Patients who maintained their 
working pattern informed their 

employers that they needed to 
attend the hospital specialist 
team for regular appointments 
and follow-up. Patients were 
aware of this with information 
from the start of the study and 
knew who to contact if they had 
any questions or required further 
support.  

Having patients and their 
families inform us of their 
experiences whilst taking part in 
clinical studies is essential. The 
information that patients provide 
helps with the design of new and 
future research studies, which in 
turn will help to further progress 
towards new cancer treatments. 

Websites for further 
information:

Contact the hospital trust 
and Haematology team for 
research studies available 
in your local area.

National Institute for 
Clinical Research

https://www.nihr.ac.uk



The Great North Run is the largest half marathon in the world, 

and you could race it for all those affected by blood cancer.

When: 13th September 2020

Booking fee: £25 (plus transaction fee)

Fundraising goal: £350

Sign up today and do something amazing for blood cancer 

patients: http://bit.ly/LC-GNR

Or contact the Fundraising team at fundraising@

leukaemiacare.org.uk, or phone 01905 755 977 for more 

information.

Join #TeamLC for the Great North Run


