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Transforming the lives of cancer patients

Cancer, among the most debilitating 
diseases, takes a huge toll on both 
patients and their families. Patients 
suffering from cancer must deal not only 
with the pain of the disease but also 
with the uncertainties associated with 
the treatment. Integral to the patient’s 
fight against cancer are the numerous 
professionals who play a vital role in the 
curative process, both in and out of the 
hospital. Among these are doctors, 
laboratory-based hematologists and 
scientists, and members of support 
groups, whose roles are different but 
serve the same purpose:  helping the 
patient recover as best as possible.

However, barriers to communication 
continue to exist. The patients often 
don’t know what the treatment is doing 
to their bodies and rely on the expertise 
of the doctors and healthcare providers. 
This leads to the patients feeling less 
empowered and developing a perception 
of lack of ownership of their disease and 
its treatment.  Often, the patients don’t 
understand the role of the lab 
hematologist and are unaware of the 
existence of support networks that 
provide non-medical care and 
counseling. 

To help break down these barriers and to 
foster transparency between the patient 
and the entities that are involved with 

the treatment, BD organized a 
symposium at the ESCCA 2018 titled 
‘Transforming cancer screening and 
diagnosis: real-life testimonials. In this, a 
first-of-its-kind event for BD, a cancer 
patient, a leading cancer physician, a lab 
hematologist and the member of a 
cancer support group were invited to talk 
about their work and experience.  

What resulted was a forty-five-minute-
long, candid, and emotional exchange of 
experiences and perspectives. The 
participants included the clinician Prof 
Dr. Bruno Brando, Director of the 
Hematology lab at the Legnano Hospital 
in Italy; the laboratory hematologist Dr 
Tim Farren, Head of 
Immunophenotyping at the Barts 
Health NHS Trust, The Royal London 
Hospital; Mrs. Margaret Stourton of the 
ESCA CancerSupport, who represented a 
patient association and Mr Eric Nielsen, 
a patient presently undergoing 
treatment for myeloma.



Eric’s story – how it began

Eric’s experience with cancer began in 
2016 when he suffered pain in his feet 
during a softball tournament in his 
native USA. In addition, he also suffered 
from cold-like symptoms and later, the 
joints on his hands and feet started to 
swell. Preliminary blood tests revealed 
nothing significant, and the doctors 
continued treating Eric with steroids, 
anti-inflammatories and antibiotics. 
With all of these, Eric’s symptoms were 
manageable, but never really went away.
A year later, Eric moved with his wife to 
Switzerland; at that time the suffering 
became unbearable and Eric visited an 
allergy specialist who referred him to a 
hematologist who prescribed a blood 
test and bone marrow biopsy. The 
results showed that Eric was suffering 
from smoldering multiple myeloma. By 
this time, Eric had been having the 
symptoms for nearly a year. 
Could Eric’s tests have been done earlier? 
Speaking in favor of early testing, Prof. 
Brando emphasized the need to carry 
out a basic blood profile with 
electrophoresis, creatinine, liver function, 
blood count and a few other inexpensive 
tests if the symptoms did not go away in 
two or three weeks.
The initial experience with the doctors in 
his new home was also daunting for Eric, 
who speaks very little French. He relied 
on his wife, who speaks fluent French, 
during his visits to the doctor. Mrs. 
Stourton, whose organization ESCA 
CancerSupport provides help and 

support to cancer patients, said that 
they have bi-lingual peer supporters 
who could have provided Eric with help 
during his visits to the clinic. ESCA 
CancerSupport calls the patients ‘clients’ 
to respect the clinician-patient 
relationship and to emphasize its role as 
a professional support provider.

What after diagnosis? 

On his part, Eric had to face the 
unenviable task of reacting to his 
diagnosis. Coming to terms with the fact 
that he had cancer was difficult. 
However, Eric was considerably relieved 
that his condition had been finally 
diagnosed. His doctor assured him that 
treatments were available and that they 
were getting more effective all the time. 
Needing some peace of mind and 
wanting to know more about his newly 
diagnosed illness, Eric started 
researching about it on the internet. 
Finding the more professional websites 
‘boring’, he went over to YouTube videos. 
Online information has its own dangers. 
Prof. Brando, alluding to the nature of 
such information, said that most of it is 
unfiltered and could give people the 
wrong picture that may unnecessarily 
frighten them. As always, the best 
approach is to consult a doctor. 

To treat right away or not…

Once the diagnosis was done, the next 
important step was to begin the 
treatment.  There are several factors 
that determine whether to begin 
treatment immediately or not. As Prof. 
Brando explained, the important 
considerations are the level of abnormal 
immunoglobulins and their effect on the 
normal ones, the blood count, the 
myeloma phenotype and the type of 
genetic abnormality, which can be 
assessed only by bone marrow biopsy. 
Eric’s hematologist wanted him to begin 
treatment immediately, but Eric decided 
to get other opinions. Eventually, Eric 

was advised by his wife’s cousin, a lab 
hematologist in the US, and a second 
hematologist in Geneva, to defer 
treatment and monitor the symptoms 
instead. However, his symptoms and the 
diagnostic data worsened, and he finally 
decided to get treatment.

Dr. Farren believes laboratory 
hematologists can play a big role in 
deciding whether to start treatment 
based on scientific investigations. 
According to him, the historical approach 
of delaying treatment was probably 
based on a Cochrane systematic review 
published in 2003, which looked at early 
stage myeloma patients, most of which 
were asymptomatic. This review 
concluded that whilst early treatment in 
the early stages of myeloma prolonged 
disease progression and may reduce 
vertebral compression, the mortality 
and response rate were not significantly 
improved. There are now clinical trials 
using more novel therapy, including 
patients with smoldering myeloma, 
looking at active monitoring versus 
immediate therapy to address 
this question.
Guidance from the International 
Myeloma Working Group (IMWG) is to 
risk-stratify patients based on 
experiments like FISH or fluorescent in-
situ hybridization and the evaluation of 
risk factors like chromosomal 
translocations. Lab hematologists, being 
aware of all these factors, can be of 
great help in deciding the risk that a 
patient faces and whether treatment 
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should begin. Dr. Farren also believes 
that newer technologies like next-
generation sequencing that enable a 
better understanding of the biology of 
myeloma will make risk-stratification 
easier in the future, but more so may 
predict responses to therapy. 
Another important factor according to 
Dr. Farren is the involvement of the 
patient in the treatment process by 
giving him/her a sense of ownership of 
the disease. Patients with MGUS (like 
those with stage A CLL, and MBL) have 
been monitored in the outreach setting 
in the UK, a service originally pioneered 
by Leeds Teaching Hospitals NHS Trust. 
The service allows monitoring in the 
community setting, with local blood 
tests being sent to the hospital, 
combined with quality of life 
questionnaires is an effective method of 
active monitoring. Such questionnaires, 
accompanied by blood test results, could 
either trigger a clinic visit where it may 
be necessary to decide whether 
treatment should begin or be deferred 
and have continued monitoring in an 
outreach setting.

Finally, the treatment

Eric started treatment using the 
Velcade-Revlimid-Dexamethasone 
(VRD) regime. While this led to the 
reduction of the pain, the effects of the 
various drugs on his body were difficult 
for him to manage. He experienced 
neuropathy in his hands and feet, 
excessive fatigue and other side effects 
like lack of sleep and excessive hunger. 
However, it was much preferable to the 
pain that he had experienced. Eric also 
had excellent support from his family 
and friends. This was vital as Eric’s wife 
was at the same time diagnosed with 
breast cancer and they both needed all 
the support they could get.
On the issue of support, Mrs. Stourton 
believes that Eric was in a fantastically 
privileged position to be getting support 
from his friends and family, as there was 
no substitute for that. However, there 
are a lot of people who lack such support 

and for whom the role of organizations 
like ESCA Cancer Support is vital. ESCA 
CancerSupport ’s counseling 
psychologists and trained peer 
supporters provide support to both the 
patients and their caregivers. They help 
with everyday tasks, organize activities, 
and run bereavement and mindfulness-
based cognitive therapy groups for 
clients.  The aim is to bring a semblance 
of normality into the lives of the patients.
Eric then underwent a stem-cell 
transplant for which his immune system 
was silenced. His stay in the hospital was 
very difficult despite the excellent care 
he received and he desperately wanted 
to go home. However, minimal hospital 
stays of 15-20 days following stem-cell 
transplant are necessary to allow the 
bone marrow and the immune system 
to recover, according to Prof. Brando. 
Any discharge or home care before this 
is extremely dangerous for the patients. 
Two and a half months later, tests have 
shown that Eric is in remission. His 
hematologist has prescribed two 
additional rounds of chemotherapy. 

What the future holds for 
diagnosis and treatments

According to Dr. Farren, notwithstanding 
the established WHO and IMWG norms 
for the diagnosis of myeloma and 
plasma cell dyscrasias, the diagnostic 
tools and, treatments are getting better 
all the time. Flow cytometry is helping in 

the discovery of new markers, as are 
tools like next-generation sequencing in 
determining disease biology. The next 
challenge is to use all these new 
technologies to improve risk 
stratification and to be able to provide 
personalized medical care to the 
patients. Prof. Brando agrees that 
treatments have become better, with 
modern technologies providing reliable 
indicators for treatment. Speaking on 
behalf of all patients, Eric also believes 
that the research towards finding better 
treatments should continue.

Cancer patients should 
stay positive

Eric, the brave cancer warrior, believes 
that it is very important for patients to 
be positive and keep their sense of 
humor intact. According to him, what 
happens to us isn’t as important as how 
we react to it. Patients must also exercise 
and maintain healthy diets. It is also 
important, according to Eric, for the 
patient to take an active part in his or 
her treatment. It is important to know 
the effects of various drugs on one’s 
body and to be able to discuss dosages 
and other aspects with doctors and 
nurses. Prof. Brando agrees, saying 

jokingly that ‘tumors have ears’, and can 
listen to and take advantage of bad 
moods. So, it is most important for 
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patients to have faith and be positive 
all the time. 
Dr.Farren, who is very excited about the 
future of therapies, agrees that the aim is 
to eradicate the disease, as with all 
cancers. Speaking on behalf of all lab 
hematologists, he says that they are 
always aware of the patient at the end. 
Whether it is a new sample that comes to 

the lab, a new instrument or a new panel 
that is developed for testing, this 
fundamental fact is always uppermost in 
their minds. Mrs.Stourton believes that 
associations like ESCA CancerSupport will 
be partnering more with healthcare 
providers in the future so that the 
patients can derive maximum benefit. 
She also advises patients to get in touch 

with organizations like ESCA 
CancerSupport, wherever they may be 
in the world.
To conclude, this symposium broke down 
barriers between cancer patients and 
everyone else in the healthcare 
community. Help is available for all cancer 
patients, and the future is bright for them.

Disclaimer: The views expressed are the personal opinions of the participants. 


