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Amma Speaks 

- Viji Venkatesh

So it looks like we're in for the long haul 
with the pandemic and to quote a well-
worn cliché, “When it gets tough the 
tough get going!” We are dedicating this 
issue to the amazingly tough, brave and 
compassionate patient advocates in 
Friends of Max who have embraced a 
newer normal in their already new 
normal and soldier on in the face of this 
new challenge. They are inspiration and 

role models to each other; they are 
sharing their experiences like never 
before and being there for each other 
like never before. Be it online or on the 
ground. Where some City Chapter 
Leaders are inspiring the fraternity with 
their honest outpourings (see featured 
note by Raghu Krishnaswamy from 
Hyderabad) to leaders in Kerala, 
Maharashtra and elsewhere in the 
country arranging to collect and deliver 

medicines to those stranded in remote 
locations during  these stressful times, 
Friends of Max has shown that they are 
there for each other. And a word in 
sincere gratitude and appreciation to 
our doctors who have gone out of their 
way to let us know they are there for us. 
The pandemic is showing us we are even 
stronger than we knew ourselves to be.

Dear FOM patients and caregivers,

As A CML Survivor since June 1999, I am 

writing this short note in the hope that it 

will give strength and courage to all CML 

and GIST survivors. I am a practicing 

Cardiologist currently working as Director, 

Non Invasive Labs, Care Hospitals, Banjara 

Hills, Hyderabad. My family members 

include my wife Dr. Niranjini who is a Plastic 

Surgeon, my two sons, Varun and Vikram, 

who are both Engineers from reputed 

universities and have in addition acquired 

their Master’s degree from the United 

States. Both my sons are married having 

selected their own life partners. My 

daughters-in-law are highly qualified, the 

older, Priyanka, an MBA from SP Jain 

Institute and the younger, Adora, a PhD in 

Artificial Intelligence from Rochester 

University, New York. Reading the above 

lines, you must think, “Wow! This guy has 

got everything going for him.” Well, life 

wasn’t that simple to start with and that is 

what my story is about.

I was born in Chennai which I have always 

regarded as an aberration for I have lived 

almost my entire life in the most lovable 

city on earth - Hyderabad. I did my 

schooling from All Saints High School, 

Gunfoundry a�er which I obtained a seat in 

M.B.B.S in Gandhi Medical College O.U. a�er 

writing an entrance examination. I then 

went on to do my MD Medicine from 

Osmania medical college and then my post-

doctoral degree of DM Cardiology from the 

prestigious Sree Chitra Tirunal Institute of 

Medical Sciences, Thiruvananthapuram. 

A�er a brief stint in the Middle East, I joined 

the Nizam’s Institute of Medical Sciences as 

Associate Professor of Cardiology. 

Everything seemed hunky dory to me at 

this stage. However, that is when things 

came crashing down. The advent of the 

year 1999 was like any other year before 

that. At least there were no portents of any 

impending misfortunes.

It was in early June that my colleagues and 

friends started remarking on my weight 

loss. I didn’t give it much thought as I felt 

quite healthy at that point. However, a 

fortnight later I started experiencing 

frequent loose motions, and a dull pain in 

my stomach region. Suspecting malignancy 

of my intestines I decided to undergo a CT 

Scan of the abdomen and incidentally also 

obtained a few blood tests. I knew things 

were terribly wrong the moment I sighted 

the look on the Radiologist’s face through 

the glass. The blood report came shortly 

a�er and the diagnosis of CML was made. 

Suddenly the world around me seemed 

shattered. My children at that stage were 10 

and 7 years old and still in their primary 

school. Then, started the darkest and most 

difficult period of my life. I was started on 

Hydroxy Urea which was ineffective. My 

siblings did not match for a bone marrow 

transfer and so without any more options I 

was started on Interferron and Cytosine 

Arabinoside. The side effects were so 

unbearable that I was living practically in 

hell. My professional career started 

declining and suddenly life was without 

meaning for me.

I went to the US with my students’ help to 

enroll in the Glivec trial but unfortunately 

missed it by a week. Unable to bear my 

plight, Niranjini’s brother found out about 

the trial being on in Singapore. I enrolled in 

it and for a year would travel to Singapore 

every 3 months for tests and a supply of 

Glivec. I developed a deep remission within 

a month and am in MMR since then. Thanks 

to Novartis and The Max Foundation I have 

not had to look back ever since. 

Dr. Raghu Krishnaswamy shares his 
CML journey encouraging fellow 
CMLers with a heartfelt note:
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The World Health Organization provides the latest information 
regarding COVID-19 and the precautions we must take in order to 
protect ourselves as well as others from the spread of this virus

As stated by the WHO, you can reduce your chances of being infected or spreading COVID-19 by taking 

some simple precautions:

I have withstood a major fracture of my leg 

requiring operation and an appendix 

surgery but never needed to stop Glivec 

through all these years. I am a fit 65 years 

old now and am able to play two sets of 

doubles tennis and work for 9 hours in the 

hospital. A quality of life that no other 

chemotherapy drug would permit. This is 

why when people harp on the side effects, I 

get quite impatient with them, for in my 

opinion, the side effects are very minor 

compared to the humongous benefits that 

it confers.

In the year 2002, the Glivec trial ended and 

the alarming possibility of having to 

purchase the drug became a reality. It was 

then that Novartis stepped in and initiated 

the programme of giving Glivec free 

through the good offices of The Max 

Foundation. It was then that I came in 

contact with an amazing person with a 

rather old-fashioned name of 

“Vijayalakshmi.” The shorter version suits 

her very well and she is known the world 

over as Viji and in India as “Amma.” I still 

remember, as if it happened yesterday, my 

telephonic talk with her and the vibrancy in 

her voice. Also, the triumphant feeling of 

placing her as a South Indian despite a 

perfect North Indian accent. This was 

followed by a brief visit by her to 

Hyderabad. She visited me and we soon set 

out to meet the other recipients of Glivec 

from Hyderabad. A core committee was set 

up and we soon started conducting 

meetings for patients with CML who were 

on the drug. A number of regional meets 

followed culminating in a National Meet, 

which was attended by over 1200 patients 

and care givers. We also conducted a core 

group meet recently and have been 

celebrating CML day with great enthusiasm 

year a�er year. Good collections were made 

last year for the Chai for Cancer 

programme.

Glivec has given me a rebirth. GIPAP and 

The Max Foundation has become another 

family. I feel twice blessed. To those who 

happen to have CML and read this I want 

you to understand that CML, like Diabetes 

and Asthma, is just a condition and not a 

disease. Glivec has given us the opportunity 

to live a full life without worries for the 

future. CML has made me a better person, 

able to empathize with my patients better 

and understand their needs well. I am able 

to pursue my hobbies of playing tennis and 

watching high level international sports. I 

have watched my children grow and 

mature into good human beings with a 

sound set of human values. 

In all this, I am fortunate indeed to have 

Niranjini as my life partner. Her unfailing 

optimism gave me the necessary courage to 

meet life’s challenges. Her steadfast belief 

that things will work out and that God 

having given us difficulties will also show us 

a path through it helped me tremendously. 

I wish all my fellow cancer survivors and 

their care givers a great future.

- Dr. Raghu Krishnaswamy 
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Continued from page 1

Read the full article here: https://www.who.int/emergencies/diseases/novel-coronavirus-2019/advice-for-public

”

Regularly and thoroughly clean 
your hands with an alcohol-based 
hand rub or wash them with soap 
and water.  

Washing your hands with soap and 

water or using alcohol-based hand 

rub kills viruses that may be on your hands.

Maintain at least 1 metre (3 feet) 
distance between yourself and 
others. 

When someone coughs, sneezes, or 

speaks they spray small liquid 

droplets from their nose or mouth which 

may contain virus. If you are too close, you 

can breathe in the droplets, including the 

COVID-19 virus if the person has the disease.

Avoid going to crowded places. 

Where people come together in 

crowds, you are more likely to come 

into close contact with someone that has 

COVID-19 and it is more difficult to maintain 

physical distance of 1 metre (3 feet).

Avoid touching eyes, nose and 
mouth. 

Hands touch many surfaces and can 

pick up viruses. Once contaminated, 

hands can transfer the virus to your eyes, 

nose or mouth. From there, the virus can 

enter your body and infect you.

Make sure you, and the people 
around you, follow good 
respiratory hygiene. This means 
covering your mouth and nose 
with your bent elbow or tissue 
when you cough or sneeze. Then 
dispose of the used tissue 
immediately and wash your hands. 

Droplets spread virus. By following 

good respiratory hygiene, you 

protect the people around you from viruses 

such as cold, flu and COVID-19.

Stay home and self-isolate even 
with minor symptoms such as 
cough, headache, mild fever, until 
you recover. Have someone bring 
you supplies. If you need to leave 
your house, wear a mask to avoid 
infecting others.

Avoiding contact with others will 

protect them from possible COVID-

19 and other viruses.

If you have a fever, cough and 
difficulty breathing, seek medical 
attention, but call by telephone in 
advance if possible and follow the 
directions of your local health 
authority.  

National and local authorities will 

have the most up to date 

information on the situation in your area. 

Calling in advance will allow your health 

care provider to quickly direct you to the 

right health facility. This will also protect 

you and help prevent spread of viruses 

and other infections. 

Keep up to date on the latest 
information from trusted sources, 
such as WHO or your local and 
national health authorities.

Local and national authorities are 

best placed to advise on what 

people in your area should be doing to 

protect themselves.

WHY?

WHY?

WHY?

WHY?

WHY?

WHY?

WHY?

WHY?
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Dr Delphine Rea, Saint-Louis University Hospital, Paris, France and Prof Rudiger Hehlmann on 
behalf of ELN/EHA-SWG for CML

Neither chronic phase CML nor BCR-ABL tyrosine kinase inhibitors (TKI) induce a state of clinically 
significant immune suppression and there are no data suggesting that chronic phase CML patients 
may be at higher risk of infection by the novel Coronavirus than the general population.

Recommendations for specific hematologic malignancies by the European 
Hematology Association : CML, TKI treatment and COVID-19 disease.

What to do in newly diagnosed 
CML?

In newly diagnosed CML, delayed 
introduction of TKI therapy is not 
recommended, as:
1. Uncontrolled leukocytosis might 
worsen lung damage / gas exchanges in 
case of severe COVID-19 disease
2. Delayed introduction of TKI may 
increase the risk of CML progression to 
advanced-phases.
However, extreme caution is advised 
during the first 3 months of TKI treatment 
as severe cytopenia may occur, thus 
increasing the risk of severe COVID-19 
disease. Systematic test for infection at 
the time of CML diagnosis in the absence 
of symptoms may be ideal but should be 
discussed on a case-to case basis, 
depending on test availabilities, 
center/country policy.

What to do in TKI-treated CML 
patients?

Prophylactic interruption of TKI is not 
recommended as it may lead to loss of 
response and CML relapse/progression, 
especially if access to regular monitoring 

of CBC counts and BCR-ABL transcripts is 
altered by the epidemic context. In 
patients facing resistance or intolerance 
to current TKI, it is not recommended to 
delay a change in therapy as outcome 
may be jeopardized.

What to do in CML patients in 
TFR?

CML patients who discontinued TKI 
therapy for less than 6 to 12 months and 
who do not have access to regular 
monitoring of CBC counts and BCR-ABL 
transcripts in an altered epidemic context 
are advised to rapidly discuss with their 
oncologist/hematologist the possibility to 
restart TKI treatment and postpone TKI 
discontinuation at the end of the novel 
Coronavirus epidemy. For the same 
reasons, TFR attempts during the 
epidemic phase should be postponed.

What to do in case of CML and 
symptoms compatible with 
COVID-19 disease?

Patients in TFR should be managed the 
same way as the general population. At 
present, we cannot assume that chronic 

phase CML patients on TKI are at higher 
risk of severe forms of the viral disease 
than the general population. Exceptions 
to this last statement may reside in:
1. Onset of severe cytopenia on TKI 
therapy during the early stages of 
treatment (see above)
2. Active TKI-induced hypersensitivity 
pneumonitis or other forms of iatrogenic 
lung damage.

In the presence of non-severe confirmed 
COVID-19 or symptoms compatible with 
non-severe COVID-19, systematic 
interruption of TKI treatment is not 
recommended. In case of severe COVID-
19, TKI interruption should be discussed 
on a case-to case basis. Of note, we do 
not know whether duration of viral 
shedding in TKI-treated CML patients 
differs from that seen in the general 
population.

Source: CML Advocates Network 

Given that online forums were becoming 
the new platforms for patient interaction 
and intervention we suggested to our 
peer and friend Vandana Gupta Founder 
of V Care to include a session on CML & 
GIST to her Facebook Live sessions on 
Coping with Cancer during COVID-19. 

We were amazed and gratified with the 
response to the session which we held in 
June. Dr . Manju Sengar, Professor & 
Consultant Medical Oncologist, 
Department of Medical Oncology, Tata 

Memorial Hospital, Mumbai, answered 
patient queries on CML & COVID-19 and 
discussed the precautions to be taken to 
avoid being affected by the virus. 
Vandana Gupta joined Pramod George, 
Friends of Max Trustee and Viji Venkatesh, 
Region Head, The Max Foundation & 
Friends of Max Managing Trustee in a 
lively discussion that followed. We are 
greatly encouraged by the success of this 
virtual event and plan to conduct our 
Patient Support Group Meets in this 
fashion.

We are grateful to Dr. Manju Sengar for 
her time and the efforts she took in kindly 
addressing the questions with her 
valuable advice. We would also like to 
thank Vandana Gupta and V Care 
Foundation for hosting this session that 
proved to be extremely useful to many of 
the Friends of Max patients and others 
too.

Dr. Manju Sengar
Professor & Consultant Medical

Oncologist, Dept of Medical Oncology,

Tata Memorial Hospital, Mumbai

Vandana Gupta
Founder, V Care Foundation

Pramod George
Trustee, Friends of Max

Viji Venkatesh
Region Head, India & South Asia,

The Max Foundation

Managing Trustee, Friends of Max

Coping with CML/GIST during COVID-19 Q & A: 

Read the full article here: 

https://ehaweb.org/covid-19/covid-19-

recommendations/recommendations-for-

specific-hematologic-malignancies/



Read our patient stories from 
The Max Foundation team to 
know how each cup raised to 
our cause is used to support 
those in need. Join the Chai for 
Cancer 2020 campaign by 
raising your cup and drinking 
to a cause. Your one cup of 
chai will go a long way in 
helping a cancer patient live in 
dignity and hope! 

Hope in A Cup:

The little boy who usually would be full of 
good cheer when he visited us to collect 
his medication was visibly upset. His 
mother too seemed very disturbed. Upon 
gentle probing, I found out that he had to 
be taken out of school. At first they 
wouldn't tell me more; and then the 
father said they had had to choose 
between getting the child's monitoring 
tests done and paying the next six 
months' school fees. Neither the lab nor 
the school would allow any flexibility in 
payment. 

“What to do Madam,” he cried. “You tell 
me what you would have done?”

Raise your cup of Chai and dedicate it to 
getting vital monitoring tests done for a 
young school boy so that he does not 
have to choose between his blood tests 
and his school. 

A Tale of Dignitea:

It was with a heavy heart the team 
decided to close his case. We hadn't heard 
from him in many months; maybe well 
over a year even. Despite repeated calls 
and attempts to counsel and emphasise 
the importance of compliance, we had 
not seen him nor been able to make any 
contact. He was a farmer from the 
interiors of Maharashtra and his life had 
been a constant struggle.

He had a small holding where he grew 
vegetables, struggled with the vagaries of 
Mother Nature and tried his best to 
provide for his family of six. He was proud 
of the fact that he could send his children 
to school and even more proud that his 
young daughters as well his sons went to 
school. We had grown close to him, 
following up and being with him all 

throughout the eight odd years he had 
been with us. He was a role model for 
other patients and a regular at our 
support group meetings. We feared the 
worst and then he turned up! 

He had taken a loan to make one long 
overdue trip to the city and see the doctor 
and collect his medication. He confessed 
to us that he was finding it more and 
more difficult to spend money on himself 
and could not afford the cost of the 
periodic tests his doctor said he needed 
to do. He dreaded going to his doctor. It 
meant denying his wife and daughters 
many basic necessities. He needed to also 
think of finding suitable grooms for his 
daughters. His sickness was taking too 
much away from his family. 

The Chai you will pay for at a Chai for 
Cancer Adda will help restore the dignity 
of many elderly patients like this simple 
farmer and give him hope once again.

#RaiseACup #DrinktoACause 
#ChaiforCancer2020 

Donate online at 
www.chaiforcancer.org

Write to us at : 
chaiforcancer@gmail.com

For private circulation only

Address:  Friends of Max, Secom Business Centre, 
A Block Basement, Shiv Sagar Estate, Dr A B Road, 
Worli, Mumbai 400018

Email : friendsofmax@gmail.com

Website  : www.friendsofmax.info
Website : www.chaiforcancer.org

Facebook : 
www.facebook.com/CMLGISTsupportgroup/
www.facebook.com/Chai-for-Cancer 

LinkedIn :  https://in.linkedin.com/in/chai-for-can -
cer-702630117

Twitter : @Friends_Of_Max  
                                           
@chaiforcanxer 

To Donate: 
Cheques should be drawn in favour of Friends of Max 
and couriered to our ofice in Worli (Mumbai); 

To donate online visit www.friendsofmax.info;  

Receipts u/s 80 G of Income Tax Act, 1961 will be 

Friends of Max is registered as a Public Charitable 
Trust: Regn No E-24284(B) Mumbai, dated 4-7-2007

issued.
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Why Chai for Cancer

Viji – Amma to many of us – started Chai for 
Cancer – a unique awareness and 
fundraising campaign to cater to the basic 
needs of cancer patients, seven years ago. 
A campaign that is simple at heart and 
allows just about anyone to participate. It 
does not call for deep pockets and 
manages to tug at both the purse and the 
heartstrings. It is amazing to see how this 
simple germ of an idea has grown over the 
years. The humble cup of chai is so 
appealing and such a lovable concept, 

giving every person who participates the 
opportunity to contribute. It is up to the 
participating individual to decide the value 
of that cup of chai. Your involvement is 
strong testimony to the assurance that 
every cuppa makes a difference! The funds 
you raise by hosting a morning or an 
evening tea will help the Friends of Max 
continue supporting families affected by 
cancer, when they need it most. This 
teavolution is creating the bondage of a 
lifetime…do come and join us as we raise 
our cups in the spirit of giving.

– Ranjit Shahani, Former Vice Chairman 
and Managing Director – Novartis India

Somethings we are always happy to be 
associated with… The ‘Chai for Cancer’ 
day is on the second Sunday of May! The 
whole idea is that we ask everyone to 
donate one cup of tea on that day and 
whatever proceeds are collected go to the 
welfare of Cancer patients!

In the midst of lockdown and anxiety and 
everything that follows… a little gesture 
goes a long way.. is it not?

– Nisha Narayanan, COO, Red FM India, 
Radio Partners

”
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