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India leads US, YESS world's first oral iron chelator
Deferiprone [KELFER] was first launched in India on 5" April
1995. Europe followed and allowed restricted use of
Deferiprone [Ferriprox] in 1999. Pressure of world
thalassemia community forced US FDA to approve this drug
for the treatment of iron overload in thalassemics on 14th
October, 2011. Cooley's Anaemia Foundation and UK
Thalassemia Society played lead role while other thalassemia
associations world over further energized their efforts. Many
studies have substantiated the cardio-protective effect of
Deferiprone. UKTS official bulletin “Thalassemia Matters” Jan
2012 issue number 119, has quoted an observation_in support
of this. In 2003, 20 adult thalassemics from USA and 20 adult
thalassemics from UK attended TIF conference at Palermo,
Italy. In 2012 out of those 20 US adult thalassemics only 2 are
alive and rest 18 died of cardiac problems [who were on
Desferrioxamine and never took Deferiprone, because it was
not available there] and out of those 20 UK adult thalassemics

only 2 died, that too causes unrelated to heart.

UKTS, which funded the research on Deferiprone
and CIPLA, which made Deferiprone [KELFER]

available here in India at affordable cost

deserve a standing ovation.

Fruits of adequate care have started pouring in India too. Now
in India too, thalassemics are not only getting higher

education, getting good employment, doing business but also

marrying and having their own children.

Thalassemia Major is really not a big thing to deal with and Yes
Mr. Mohit Munjal (A Thalassemic Major) & Dr. Mrs. Indu Arun

Sharmaare living example of it.
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On 15" Feb 1983 The Munjal Family of Fatehabad, Haryana
was filled with Joy. A cute little boy named Mohit was born in

the family. Both Mrs & Mr Suresh Munjal were overjoyed.
After 3 months the whole family turns into standby mode

when they came to know that their son Mohit is having

Thalassemia Major a daunting disease.

Mohit had that courage to face every situation of life. Now he

runs his own business of C & F Nokiain Haryana.

The day when he realised that he is no less than any Normal
Human Being was the day when he found his Soulmate Taruna
Munjal (Normal —not even Thalassemia carrier). He got
married on 12" June 2011 and exactly 374 days after you know
what happened Mohit & Taruna blessed with a cute little
angelon 21" June 2012. “Hridya Munjal”.

Happy family photo at page No. 10.

And now Mohit Munjal is a proud father. We wish the family a
long happy, healthy future.

Ms. Indu Bala (A Thalassemic major) from Charkhi Dadri
(Haryana) born on 2nd Sept. 1985 and now Dr. Mrs. Indu Arun
Sharma after doing his BAMS & marrying to an MBBS Doctor
on 28-11-2011. Her thalassemia status was clearly told to all
the members of the boy family right at the first meeting. She

is currently running her own clinicin rural area of Haryana.

Please share you success stories with us.

Jdake your freatment
Full
Enjoy your life
WYonderful.
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Bone Diseases in Thalassemia

Bone is resorbed by osteoclasts and rebuild by osteoblasts.
Bones are continuously undergoing a dynamic process of
resorption and formation. Osteoclast and Osteoblast work
hand in hand in bone metabolism. Osteoporosis/Osteopenia

though manifest in adults, it starts in childhood & adolescence.
Several bone abnormalities, including the enlargement of the

cranial and facial bones, spinal deformities, scoliosis, nerve
compression, spontaneous fractures, and bone loss are present
in Thalassemia major [TM] patients.

The incidence of osteopenia or osteoporosis is
around 70-80%. Even in well treated TM

patients it has been found to be approximately
40-50%.

Pathogenesis of osteoporosis in thalassemia :

Several genetic and acquired factors are responsible for bone
destruction in TM. The typical delay in sexual maturation,
diabetes, hypothyroidism, parathyroid gland dysfunction,
accelerated hemopoiesis with progressive marrow expansion,
direct iron toxicity on osteoblasts and the deficiency of growth
hormone (GH) or insulin growth factor I (IGF-I) have been
indicated as possible causes for thalassemia induced
osteoporosis. There is a problem in quantity of bone geometry,
architecture and osteo-dystrophy because of aberrant Vit D
metabolism.

Iron overload has correlation with growth failure and bone
abnormalities. High desferrioxamine dosage has been
associated with cartilage alterations. It has been observed that,
despite normal hemoglobin level, effective iron chelation and
adequate hormone replacement, patients continue to show an
unbalanced bone turnover with an increased resorptive phase

resulting in seriously diminished bone mineral density (BMD).
This imbalance can be caused by estrogen deficiency, gluco-

corticoids exposure, inflammatory diseases and T cell
activation. Osteoporotic tumors like myeloma & osteolytic
metastases create situations favouring bone loss.

Genetic Factors:

Genetic factors seem to play a role in the development of low
bone mass and osteaporotic fractures. The study of COLIA 1
polymorphism may help in identifying thalassemia patients
who are at higher risk to develop osteoporosis and pathologic
fractures. Vitamin D receptor (VDR) has been reported to
correlate with bone mineral damage in thalassemics.

Acquired Factors :
Endocrine
Hypothyroidism, hypoparathyroidism, diabetes mellitus, and

Dr. J.S. Arora

mainly hypogonadism (delayed puberty and/or secondary
hypogonadism) are considered as major causes of
osteopenia/osteoporosis in TM. Hemosiderosis of the pituitary
gonadotrophic cells and iron deposition in the testes and
ovaries are involved in the pathogenesis of endocrine
complications in TM. Hypogonadism is a well-recognized
cause of osteoporosis and osteopenia and is characterized by
high bone turnover with enhanced resorptive phase. Estrogen
and progesterone appear to inhibit osteoclast activity and
promote bone formation, whereas testosterone has a direct
stimulatory effect on osteoblast proliferation and
differentiation.

Iron overload & Chelation

The iron overload interferes in osteoid maturation and
mineralization, including incorporation of iron into crystals of
calcium hydroxyapatite, which consequently affects the
growth of hydroxyapatite crystals and reduces the bone
metabolism unit tensile strength. Desferrioxamine [DFO]
inhibits DNA synthesis, osteoblast, and fibroblast
proliferation, and collagen formation, especially in patients

who receive inappropriately high doses of desferrioxamine.
DFO also chelates Mg, Ca, Zn. Cal chelation leads to

reduction in bone density. DFO can cause truncal
shortening, bone deformity and arthropathy.

Bone marrow expansion has also been considered as a major
cause of bone destruction.

Vitamin Deficiency

Vitamin C deficiency in iron overloaded patients induces the
risk of osteoporotic fractures. Vitamin D deficiency is

implicated in the pathogenesis of osteoporosis in TM patients u

due to the regulatory effect of vitamin D in both osteoclasts and
osteoblasts. Vit D insufficiency leads to Genu Valgus or rickets
and dysmorphic bones.

Physical Activity

Thalassemia patients have reduced physical activity due to the
complications of the disease and the overprotection by their
parents who do not encourage muscle activity. Muscle activity
should be encouraged in these patients.

DIAGNOSIS:

Diagnosis is done by Bone Densitometry. According to the
World Health Organization, osteoporosis is a disease
characterized by low bone mass and micro-architectural
deterioration of bone tissue, leading to enhanced bone fragility
and a consequential increase in fracture risk. The cut-off of 2.5
standard deviations below the normal mean in BMD for the




respective age is used for the defining ostecoporosis, whereas
the decrease of BMD between 1.5 and 2.5 standard deviations
below the normal mean for the respective age is defined as
osteopenia.

Osteoporosis

BMD > 2.5 SD below the young normal mean (T score) or
standard deviations in relation to patient's age (Z score)

Osteopenia

BMD >1.5--2.5 SD below the young normal mean (T score).
For every SD > -2.5 there is further increase in fracture risk.

Osteopenia may behave like osteoporosis in presence of
concomitant bone discase.

Treatment Options for TM Induced Osteoporosis :

Blood transfusions + Chelation + Hormone replacement

g therapy [HRT] are sheet anchors of treatment.

Prevention and general principles

Adequate calcium & zinc intake and small amounts of vitamin
D administration during skeleton development can increase
bone mass in adolescence and decrease bone loss in adult life.
However in most studies reduced serum levels of 25-
hydroxyvitamin D in TM patients has not been observed.
Annual checking of BMD starting in adolescence helps in
early management.

Physical activity must always be encouraged.
Moderate and high impact activities are to be
supported. Exercise improves cardiovascular
system, reduces the risk of diabetes and prevents

depression.

Smoking should be discouraged.

Early diagnosis and treatment of diabetes mellitus is also
important.

Sufficient blood transfusions inhibit uncontrolled bone
marrow expansion and adequate iron chelation prevents iron
toxicity in the bone. Minerals and trace elements must be given
prophylactic to all patients. Cal & Zn depletion is preventable
by adhering to therapeutic ratio of DFO

Hormone replacement therapy [HRT]

Prevention of hypogonadism seems to be the most effective
way for preventing oste‘:oporosis and other bone deformities in
TM patients. Continuous hormonal replacement therapy with
transdermal estrogen for females and human chorionic
gonadotrophin for males improves bone density parameters.
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Calcitonin is a potent inhibitor of osteoclasts. 100 IU three
times a week for 1 year in combination with 250 mg calcium
daily helped in disappearance of bone pains, radiological
findings of osteoporosis improved, and decrease in number of
fractures.

Bisphosphonates are potent inhibitors of osteoclast function.
They inhibit differentiation of osteoclast precursors. They also
inhibit the action of matured osteoclast. Enhance the apoptosis
of mature osteoclast and prevent their attachment to the bone
surface. Most commonly used biéphosphonates in
thalassemics are oral Clodronate and oral Alendronate. Daily
treatment with alendronate normalized the rate of bone
turnover, and resulted in a rise in BMD of'the spine and the hip.
30 & 60 mg iv Pamidronate every month in TM increased
BMD in lumber spine, femoral neck, and forearm reducing
markers of bone resorption & formation. Zoledronic acid is the
most potent third generation bisphosphonate to-date and has
been found to be extremely efficacious in increasing BMD and
reducing bone resorption in thalassemia-induced osteoporosis
with no serious side effects.

Conclusion and future perspectives :

Osteoporosis is a progressive disease; thus, prevention and
early diagnosis are very important. Adequate hemoglobin
levels, effective iron chelation, calcium and vitamin D
supplementation, physical activity and hormonal replacement
are the main to-date measures for the management of this
disease.

Caution :

However, despite hormonal replacement, calcium and vitamin
D administration, effective iron chelation, and normalization
of hemoglobin levels, patients with TM continue to lose bone
mass.

Key reference Treatment options for thalassemia

patients with osteoporosis

Evangelos Terpos and Ersi Voskaridou Ann.
N.Y. Acad. Sci. 1202 (2010) 237-243
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NTWS Activities

On 26" April 2012 Mr Gautam Seth (PRO NTWS) briefed
about Thalassemia on AIR FM Rainbow Programme “Hum
Kissi Se Kam Nahi” he also briefed about our preparation for 8"
May 2012 “International Thalassemia Day”. In continuation to
this there was a broadcast on Thalassemia on 3" May 2012
same programme “Hum Kissi Se Kam Nahi” in which Ms Tanu
Verma Thalassemic Major a journalism student briefed about
her journey with Thalassemia and the obstacles she faced and
still facing. Her words derived a big source of motivation for
lots of thalassemics like her. '

As usual this year also DD News on the occasion of
International Thalassemia Day dedicated it's much sought
health programme “Total Health” for thalassemia on Sunday,
6th May'12. It was a live telecast, from 8:30 am to 9:30am,
panelists were Dr J.S. Arora, alongwith Dr Renu Saxena,
professor & head, department of haematology, AIIMS and Dr
Deepika Deka, professor of obstetrics & gynecology AIIMS.
Focus of'this programme was on screening of pregnant women
by obstetrician during 1" visit. Phone calls were received from
places as far as Tripura & Karnatka. Another phone in
programme was aired by All India Radio on Monday 7am to
8am at its Indraprastha channel 819 Khz/366.3 meter. Dr J.S
Arora and Dr Bhawna Dhingra Asst. professor of paediatrics at
Kalawati Saran Children Hospital were invited experts.

18th International Thalassemia Day
Celebration :

National Thalassemia Welfare Society (NTWS) Observed
18" International Thalassemia Day on 8" May 2012 with great
fervor at Jawahar Lal Auditorium AIIMS 5:30 pm Onwards.
The show started with a big bang. It started with Ganesh
Vandana by Jhonny Sufi followed by Punjabi-Haryanvi mix
song by Lalit Baba & Mr. B., Mimickery by RJ Gaurav and
laughter fillers by Mr Gautam Seth.

As soon as our Chief Guest arrived Mrs. Vandana Arora took
over the reins of mike to manage the stage. To mark the 18"
ITD, NTWS planned to felicitate adult Thalassemic
achievers. Hon'ble Chief Minister of Delhi Mrs. Sheila
Dikshit was the Chief Guest. During her speech she stressed
the need of preventfon and said Delhi Govt. in association
with NTWS will plan a strategy for prevention and control of
Thalassemia. Dr A.K. Walia Hon'ble Minister of Health and
Family Welfare who was Guest of Honour highlighted steps
taken by his Government for the benefit of Thalassemics. He
said we already have separate Thalassemia wards in 5 Delhi
Govt. hospitals, now two new Thalassemia units will be
started at Sanjay Gandhi hospital & Hedgewar hospital.

He said, keeping in mind the need of adult
Thalassemics we have decided to start
transfusion services all seven days a week i.e.

all 365 days a year including all Sundays and
holidays.

Dr. Walia assured the audience that Delhi Govt. is committed
to provide safe blood to all who need it. He said we are already
doing 4th generation ELISA test, now soon NAT [nucleic acid
testing] facility will be added in all Delhi Govt. hospital blood
banks. He said he has also waived of VAT on drugs and
equipments used in the treatment of Thalassemia when he was
Finance Minister. He echoed the voice of Hon'ble Chief
Minister to control the menace of Thalassemia.

Justice Anil Dev Singh retired Chief Justice of Rajasthan high
court who was also Guest of Honour stressed that,
Thalassemics both major and minor should not face any
discrimination in life, be it education, employment or social.
He said though the disability act can be amended by the
parliament but state Govt. can reserve some seats for
thalassemics in education and employment by notification.
He requested the Hon'ble Chief Minister to look into it. While
welcoming the guests, Dr J.S. Arora, General Secretary of
NTWS requested the Hon'ble Health Minister to initiate the
Thalassemia registry in Delhi and including Thalassemia in
marriage registry. He also requested Dr R.C. Deka, Director
AIIMS and Dr. Renu Saxena (HoD, Dept. of Hematology
AIIMS) to once again allocate a separate ward & free
chelating agents for Thalassemics at AIIMS. Dr. V.P.
Choudhry's main thrust was on prevention & control of
Thalassemia involving all stake holders including DHS,
Govt. hospitals, private hospitals and NGO's. Dr R.C. Deka
Director and Dr Renu Saxena HoD Haematology AIIMS
appreciated efforts put forward by NTWS in organizing this
activity at AIIMS and promised to provide better services to
Thalassemics at AIIMS.

“Hon'ble Chief Minister felicitated our great achievers who
have won the battle in wide ways and achieved great heights
defeating the “Thalassemia”. Mrs. Swaran Anil invited one by
one great warriors elucidating their achievements. Sukhsohit
Singh is first Thalassemia Major to clear Indian Civil
Services. He joined the Indian Civil Services under the
Ministry of Defence, Government of India as an IdAS [Indian
defence Accounts Services] Group A Officer inNov. 2011.

(4)
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g™ competition for the thalassemics at Delhi University on 13

Swati Miglani passed from IIT Roorkee, M. Phil. Maths now
working as a Lecturer at Aravalli College of Engineering &
Management, Faridabad Dr. Indu Bala a medical doctor by
profession recently got married to a medical doctor who is not
aThalassemia carrier.

Mrs. Swaran Anil then invited Ms. Jyoti Arora, a young
emerging novelist from Ghaziabad. A post graduate in
English literature and applied psychology, she has been
working as a freelance writer since 2007. All these despite she
had to leave the school at 7" standard due to medical
complications.

Surbhi Jain a Lawyer enrolled under Bar Council of India,
practicing at Tis Hazari Courts, New Delhi.

Tanu Verma pursuing MSc in Journalism Advertising and
Mass Communication and working for Thalassemia patients
withNTWS.

Nitin Kumar a graduate from Delhi University completed
GNIIT course from NIIT Dwarka now working as an office
assistant at Upper Yamuna River Board a Government
organisation.

Lipika Dureja a science graduate had given her final exam of
MSec. in Textile & Clothing.
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Shivali Arora has done BA Maths Honours, B.Ed and now she
is pursuing MSc. Maths.

Mrs. Swaran Anil could not stop her tears while introducing
Ms. Sangeeta Bhola to the audience that she had lost her both
parents at very young age, and in-spite of this, she manage to
look after her treatment herself and also supported other
family members by working at BPO. Ever’yone was touched
by her story.

After the felicitation ceremony of the young talented
Thalassemics, some of our beautiful Thalassemia Major girls
performed a bollywood dance number. A poem on save a girl
child was recited by Priya, a Thalassemic from Bhiwani,
Haryana. Ayush, 10 yrs old performed a Michael Jackson
dance. The complete aura of the function was in a festive
mood. The audience, parents, patients doctors & invited
guests enjoyed cultural evening to its fullest.

As the cultural show came to an end there was a lucky draw
waiting for the adult Thalassemics. Four names were picked
up and were given cash prize of Rs. 2500 each.

After the cultural programme all the participants were given
return gifts, a traveler's mug with a slogan on Thalassemia. A
very delicious mouth licking dinner was served to all by 9 PM.

(World Blood Donor Day 14" June 2012)

A day dedicated to all the Blood Donor with theme “EVERY
BLOOD DONOR IS AHERO™ was celebrated with complete
joy and feeling of Enthusiasm. On this eve DSACS [Delhi
State AIDS Control Society] organized a painting
th
June 2012. The result was declared on 14" June 2012 with
great zeal and fervor. Three thalassemics Tulika Dey,
Swadheen Jain and Radhika Khatter bagged 1°, 2" and 3"
prize comprising of cash Rs. 5,000, 3,000 & 2,000
respectively. The event comprised of honouring the centurian
blood donors and the NGOs organizing regular blood
donation camps. Ms Tanu Verma on behalf of NTWS and all
thalassemics appreciated and expressed gratitude to all the
voluntary blood donors for sharing their gift of life. Her words
made everybody spell bound and created a desire of donating
blood amongst the participating youth. The event ended with
mouth relishing food.

On the same day, the deiaartment of transfusion medicine of
Indraprastha Apollo Hospitals, along with State Blood
Transfusion Council, Govt of NCT Delhi and Blood for All
(B4A), organised a 'National Seminar on Promotion of

Voluntary Blood Donation' to commemorate the world blood
donor day 2012 at Le Meridian, New Delhi. The event
comprised of honouring the centurian blood donors and the
NGOs organizing regular Blood donation camps. Mst Ayush
performed a Punjabi Bhangra dance on the occasion. The
function ended with mouth watering food.

NTWS expands its wings

On 23" June 2012 NTWS held a Workshop for the employees
of an NGO Child Survival India (CSI). A team of 15 to 20
people headed by Ms Deepa & Ms Sarabjeet Kaur were trained
by Dr. J. S. Arora to spread awareness of Thalassemia amongst
the rural and lower middle class urban population. Dr I.S.
Arora explained them about Thalassemia, how to do testing of
Thalassemia & how to convince them to go for prenatal
screening of Thalassemia. CSI is already working on creating
awareness on HIV now they have also decided to join hands
with NTWS for creating awareness on Thalassemia. CSI will
also hold educational camps at NTWS Dispensary Gurgaon for
the rural folks of nearby places.
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Blood Donation Camps organised by NTWS
NTWS organized 70 blood donation camps in association with Govt. blood banks from June 2011
to June 2012 and collected around 3000 units of blood to strengthen supply of blood.

Some of the camps are given below

Date Name of Organisations Blood Banks No. of Units
Collected

26-07-11 MDI, Gurgaon LNJP 101
20-08-11 Pacific Mall, Subhash Nagar ATIMS 50
27-08-11 1ITM, Janakpuri DDU 100
03-10-11 - | Convergys, Gurgaon LNJP 101 v
11-10-11 ZS Associates, Gurgaon RML 100
12-10-11 DLF Pramerica, Gurgaon DDU 105
13-10-11 Vatika Towers, Gurgaon AIIMS 74
15-10-11 Mc Donalds, Gurgaon RML 56
20-10-11 Smart Cube, Gurgaon LNIJP 130
17-11-11 Vertex, Noida LNJP 75
28-11-11 Vertex, Noida LNJP 66
05-03-12 Mahindra Finance, Rajendra Place RML 57
06-03-12 SRF Ltd., Bhiwadi DDU 90
21--3-12 Vatika Tower, Gurgaon AIIMS 59
05-04-12 Alcatel Lucent, Sigma DDU 55
02-04-12 . | Convergys, Gurgaon LNJP 79
01-06-12 “ | Ciena, Gurgaon - AIIMS 73
07-06-12 Director General Prisons, Tihar DDU 119
17-06-12 Arora Polyclinc, Vikas Puri DDU 69
20-06-12 Fluor, Gurgaon AIIMS 220

#‘
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Ms. Tanu Verma addressing on the occasion of Winner family.
World Blood Donor Day 14th June, 2012.

1st Prize winner painting by Tulika Dey. 2nd Prize winner painting Radhika Khatter

by Swadheen Jain 3rd prize winner

with her drawing

'Dcnnr is a Hero

ni Donor Day a

s

o

Dr. J.S. Arora explaining Thalassemia to Dr. J.S. Arora receiving a memento for organizing maximum
Ms. Deepa, Ms. Sarabjeet Kaur blood donation camps from Dr. S.P. Agarwal Secretary Gen.
and their team of "Child Survival India" at NTWS Office. i

Indian Red Cross Society on the occasion of World Blood Donor Day.
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Ms. Surbhi Jain receiving
memento from CM.

Ms. Shivali Arora receiving
memento from CM.

Ms. Priya Girdhar the Lucky Draw Winner
receiving a cheque of Rs 2500.

Cute Saanvi taking out Lucky Draw of
4 Adult Thalassemia Major patients.

Ms. Tanu Verma receiving
memento from CM.

R
Dr. Indu Bala after receiving
memento from CM.

Mr. Nitin the Lucky Draw Winner
receiving a cheque of Rs 2500.

Cultural performance.

Ms. Lipika Dur
memento from

Ms. Shivali,
Lucky Dray
receiving a cheqi

Group Dance per
Keerti, Saanvi, |




LSS
litip, receiving Mr. Sukhsohit Singh after receiving Jyoti Arora receiving
anté from CM. memento from CM. memento from CM.

Mr. Gautam Seth receiving a
o tok f appreciation from
a Dureja receiving Ms. Swati Miglani receiving & entc))r Jpg /frloria LS

y from Hon'ble CM. memento from CM. T '

shivali Arora the

ty Draw Winner Retd. Air Marshall Bharat Kumar receiving Dr. J.S. Arora giving memento
1 cheque of Rs 2500. a token of appreciation from Dr J.S. Arora. to Mr. Hansraj Ahir, MP Lok Sabha.

" intar 4
nations! Thaigssemia Oay

andana Arora Ms. Surbhi Jain motivating Ayush performing
inviting the guests. thalassemics . a dance.




Mr. C.R. Garg
Deputy Commissioner
West Zone, MCD,

Mr Gautam Seth
& Dr. J.S. Arora
encouraging Blood Donor
Mr. Gulshan Sachdeva.

Mr. Vinod Mittal &
Sd. Surinder Singh

Mr. Praveen Tanwar
donating blood

flanked by his wife
Mrs. Divya Tanwar

Mr. Gagandeep Singh
donating blood
on 17th June'12
at NTWS Office.

S. Gurpreet Singh

-

Gandhi donating blood

Blood Donation Camp
on 22nd July, 2012
. in the memory of
' Late Sd. Surjeet Singh
Gandhi organised by
Sd. Gurpreet Siigh Gandhi
& Sd. Dilpreet Singh Gandhi
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encouraging the donor

d

Mr. Gautam Seth
donating blood.

Mohit Munjal with
his sweet family.
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organized a High court march on 23rd Feb'2012 in Cochin.
BPPC had filed two public interest litigation petitions in
Kerala High court for the expert treatment and life saving
drug for blood disorder patients in 1999. Even after a long
period of litigation, poor patients didn't get justice so far. Even
though a significant verdict issued by the Hon'ble High court
in 1999 in favor of blood disorder patients, the state
government didn't took any fruitful action. Following the
negligence of state government, council filed again a PIL in
2008. The much-awaited patients and their hapless families
worried in this negative stance of health authority. Patients
and their parents intensified their agitation. They organized
many strikes including a march towards Indian Parliament.
The central and state government continued their merciless
negligence.

Pune Red Cross celebrates Children's Day with
Thalassemic Children :

The Indian Red Cross Society, Pune District Branch celebrated
the Children's Day with Thalassemic children. Over 100
Thalassemic children attended the program with their parents.
The children enjoyed drawing and painting, expressing their
skills with them.

Children's Day was celebrated with lamps and cake cutting.
The children celebrated Diwali on this auspicious day. Gifts
were given to all the children. The Thalassemic children facing
the agony of repeated blood transfusion and complicated
treatment throughout their life relaxed today and en joyed with
volunteers of youth Red Cross. They sang, danced and lit
Diwali lamps. Lunch was followed by a magic show for the
children.

Parent's education meet was held simultaneously. Dr. Vijay
Ramanan, a renowned haemato-oncologist conducted the
meet. Parents were updated on advancements on medical
treatment and their doubts were cleared. Mr. Jatin Sejpal, the
social worker of Indian Red Cross Society's Thalassemia
Centre and Mrs. Nayana Doshi, the secretary of Thalassemia
association spoke to the audience. Parents repeatedly
expressed their gratitude to the IRCS for their noble services.

The program was also attended by the team of Red FM 93.5
who organized massive blood donation camps at the following
blood banks, viz. Sahyadari Hospital Karve Road, Janakalyan
Swargate, Ruby Hall Clinic and KEM Hospital. Approx. 400
units of blood were collected through their awareness program
and blood donation drive on air. The Chairman of IRCS Mr.
N.A.P. Nanavati, counselors and Red Cross youths of IRCS
were present on the occasion. Hon Secretary IRCS Prof. R.V.
Kulkarni thanked everybody for their cooperation.
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Jatin Sejpal honoured

Every year on 10" February the Muktangan Rehabilitation
Center, Pune, felicitate two persons working for Community
Service with “Sangharsh Sanman” award in the memory of Late
Dr Anita Awachat. This time the foundation honoured Mr Jatin
Sejpal for his commendable services towards Thalassemia.

News from Gurgaon

Pahuja Trust for Blood Disorders & Gurgaon Thalassemia
Society observed International Thalassemia Day on 20" May
2012 at Paras Hospital Gurgaon. A drawing Competition was
held among young thalassemics followed by a CME on
Thalassemia in which Dr VP Choudhry highlighted the
important points on diet in Thalassemics, Dr Jagdish Chandra
stressed the need of maintaining Hb above 10 gm & DrJS Aror.)
asked the patients to initiate the chelation as early as after 12 t0%
15 transfusions and keep it regular and maintain ferritin less
than 1000ng/ml. Winning Thalassemics were given prizes by
Mr & Mrs Air Marshall Bharat Kumar.

CME at Dehradun

A CME program was organise at Dehradun under the aegis of
Department of Health & Family Welfare Uttarakhand an
initiative to improve maternal and child health outcomes in
congenital defects. A thalassemia clinic was also organized on
this occasion Dr Nancy Oliveri examined and advice the
thalassemic patients. Dr J.S. Arora gave a talk on management
of thalassemia to a gathering of patients and doctors at Guru
Ram Rai Hospital Dehradun. Dr. Sujata Sinha was back bone of
the CME and Thalassemia Clinic.

News from Jammu o
Dr. (Prof) Ashok Kumar Gupta gave a talk on thalassemia on
“Take One” channel (J&K) on 8-5 2012. It was a 45 minutes
talk/interview which has been telecasted five times, which
helped in creating awareness of Thalassemia in Jammu.

News from Jabalpur

Mr. Girish Ahuja informed that on the occassion of
International Thalassemia Day 8th May 2012 Jabalpur
Thalassemia Society organised a Thalassemia Clinic for
thalassmia patients in Jabalpur in which they had done free
Serum Ferritin Testof 12 Thalassemia Children.
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Mrs. & Mr. Bharat Kumar giving prizes Dr. VP Choudhry speaking on
to winning Thalassemics. ‘ diet in Thalassemia.

Dr. Jagdish Chandra speaking on Dr. J.S. Arora speaking
Blood Transfusion in Thalassemics. on importance of Chelation.

Drawing Competition organised by Air Marshal Bharat Kumar, Dr. Jagdish Chandra, Dr. J.S. Arora Mr. Latesh Jain announcing
Gurgaon Thalassemia Society. & Dr. V.P. Choudhry among audience at Paras Hospital. the prizes.

Blood Donation Camp being organised at Dibrugarh on ITD'12.

(14)

World Sickle Cell Day
Observed by
BPPC Kozhikode.

0

Dr. J.S. Arora and Dr. Alok Ahuja discussing current status of
Thalassemia in Dehradun with Dr. Nancy F. Oliveri.
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NATIONAL THALASSEMIA WELFARE SOCIETY (Regd.

KG-1/97. Vikas Puri, New Delhi-110018 Tel: 9311166711-712, 25511795
E-mail: ntws08@ gmail.com

MEMBERSHIP

Any person can become life membership of
the society by filling a form & Sending a DD
of Rs. 500 in favour of : National Thalassemia

™elfare Soceity.

For NRI & Foreigners Life membership fee US$100

ADVERTISEMENT CHARGES

NLAN RE ) i
: _ ;s—LSO%O FOREIGN Thalassemia Clinic, 2" Sunday every month
ponsership iy US$ 5,000 Reporting time: 9am to 12 noon
Cover Page Address
|ns[de Front Rs. 25,000 US$ 1,500 NTWS Thalassemia Centre, Facilities:
Inside Back Rs. 25,000 Us$ 1,500 2nd Floor, Community Centre,
Inside Slum & 1) Dept. of MCD, * Growth Monitoring
Full page Rs. 5,000 US$ 500 Near Gurudwara Singh Sabha, * Chelation Therapy
Half page Rs. 3,000. - Block- 12, Tilak Nagar * Serum Ferritin Test Rs.150/ only
Back r:: v; Delh]i-1;70 e 11712 * Thalassemia testing (HPLC) Rs.300/ only
Full page  Rs. 35,000 Usy 000 [RbISUIAISAE

Medicines Distribution Centre :
Shop No. 101, First Floor,
Gupta Tower-l, Near Mother Dairy, | kelter 500mg (50 Caps) ~ 350/-

Sonia PVR Commercial Area, Single Filter 550/-
G-Block, Vikas Puri, Double Filter 650/-
New Delhi-110018 These rates are subsidised

Medicines Rate
Asunra 400mg (30 Tab.)  1700/-
Desirox 500mg (30 Tab,)  900/-
Deferal 500mg (10 Inj.) 1500/
Defrijet 500mg (30 Tab.) ~ 750/

rates for patients only.

NTWS Thalassemia Centre

Published by: National Thalassemia
Contained in ** Nationa
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PRESIDENT

Shobha Tuli (Delhi)
Phone : 011-41827334

VICE PRESIDENTS

S.P. Ajmani (Chandigarh) Ph. 9815755522
Utpal Panda (West Bengal)

Ishwar Parwani (Rajasthan) Ph: 0145-2621082
Dr. R.B. Shah (Gujarat) Ph: 079-26305452

GENERAL SECRETARY
Dr. 1.S. Arora (Delhi)
Phone : 011- 25511795,796

JOINT SECRETARIES

Ved Jhandai (Haryana) Ph: 9416072099

Dr. Sajid Khan (MP) Ph. 9303103593

Dr. 1. J. Sardana (UP) Ph. 09837708240
Kareem Karrassery (Kerala) Ph. : 09446732299

TREASURER
Neelam Khurana (Delhi)
Phone : 011-255797370, 25797371

MEDICAL ADVISOR
Dr. V.P. Choudhry (Delhi)
Phone : 9811073904

EXCUTIVE MEMBERS

Kanhaiya Lal Bhambani (MP)Ph. 09424602707
Satnam Singh (Punjab) Ph. 09814220177
Sudhir Sethi (J & K)Ph. 09419148991

Ex-OFFICIO
M.S. Rekhi (Chandigarh)
Phone. 0172-2570934

INTERNATIONAL CONSULTANTS

Dr. George J. Dover

Prof, of Paed. Med. & Onco. U.S.A

Dr. George J. Kontoghiorghes

Prof. of Heam. Cyprus

Prof. Bemadette Modell

Prof. of Community Fenerics, London
Dr. Nancy F. Olivieri

Director- Thalassemia Program, Toronto
Dr. Susam P. Perrine

Cancer Rgsearch Centre, Boston U.S.A
Dr. Vincenzo De Sanctis

Day Hospital of Endocrinology, Italy
Dr. Cogero Vullo

Div. of Pead. Centro della Micocitemia, Italy
Dr. Beatrix Wonke

Haematologist, Formerly at Whittington Hospital, London

MEMBER SOCIETIES:

Thalassemia & Sick Cell Society of Ahmedabad
Ajmer Region Thalassemia Welfare Society Ajmer -
Thalassemia Society of India, Allahabad

Amritsar Thalassemia Welfare Society, Amritsar
Thalassemia Welfare Society, Bhillai

M.P. Thalassemia Kid Care Society, Bhopal
Thalassemia Child Health Care Society, Burdwan
Thalassemia Welfare Society, Burdwan

Thalassemia Children Welfare Society, Bareilly
Thalassemia Children Welfare Assoc, Chandigarh
National Thalassemia Welfare Society, Delhi
Thalassemics India, Delhi )

Pahuja Trust Centre for Blood Disorder Faridabad
Thalassemia Society Gwalior

Thalassemia Welfare Society of Hisar

Thalassemia & Sickle Cell Society of Hyderabad
M.P. Thalassemia Welfare Society, Indore

J & K Thalassemia Welfare Society, Jammu & Kashmir @
Thalassemia Society of Jaipur & SDMH, Jaipur
Marwar Thalassemia Society, Jodhpur

Thalassemia Society of India, Kolkata

The Hematology Foundation, Kolkata

West Bengal Voluntary Blood Donors Forum, Kolkata
The Thalassemia Society of Kota

Thalassemia Society of U.P, Lucknow

Punjab Thalassemia Welfare Society, Ludhiana
Patient's Assoc. Thalassemic Unit Trust, Mumbai

We Care Trust, Mumbai

Citizen NGO, Mumbai

Thalassemia & Sickle Cell Anaemia Welfare Society, Orissa
Patiala Thalassemic Children Welfare Society, Patiala
Thalassemia Society of Pune, Pune

Haryana Thalassemia Welfare Society, Rohtak
ThalassemiaHaemophilia Sickle Cell Anaemia
Prevention, Counselling & BT Centre, Sural

Varanasi Region Thalassemia Welfare Society, Varanasi
NATIONAL CONSULTANTS 0
Dr. M.B. Agarwal

Prof of Haematology-Bombay Hospital & M.R.C. Bombay
Dr. V.P. Choudhry

Former Prof. & Head of Haematology, A.LLM.S

Dr. Deepika Deka

Prof.-Dept. of Obs. & Gynae. A.LLM.S

Dr. David Dennison

Former Assoc. Prof.-C.M.C. & Hospital, Vellore

Dr. Nishi Madan

Former Prof. & head - Deptt of Path. G.T.B. Hospital
Dr. R.K. Marwah

Prof.- Deptt of Paediatrics, PGI, Chandigarh

Dr. N.K. Mehra

Prof. & Head-Histocompatibility Lab, A.1LM.S

Dr. 1.C. Verma.

Prof. & Head-Genetic Unit, S.G.R.H.

Articles, News & Views are just guidelines and not therapeutic advise. Consult your doctor before following them. The “Fit” & “NTWS” assume no

responsibility for the statements and opinions advanced by contributors to the “Nati
right to reproduce the articles and other matter contributed in any form, as
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For the treatment of iron overload due
to chronic blood transfusion
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Inspire Life with a Difference

¥ TASTY ¢ PATIENT FRIENDLY
* With added orange flavour * * Once a day oral dosing
4 ADVANCED # Achieves statistically significant decrease
« Highly micronized particles in LIC* and serum ferritin’
« Less than 30 microns ensures smaller,
uniform & milky dispersion particles *
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in Thalassaemia therapy

Oral
Iron Chelator B

Desir»x

Simple... Once Daily... Dispersible

Kelfer

Deferiprone-250 / 500 mg Capsules

World's First Oral Iron Chelator




