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Thalassemic childrenenjoying Picnic
on 20th Jan' 08 at Sanjay Gandhi Lake Park




A_)Cter improvement in transfusion facilities -

world over, iron overload has been a l'n'g
clta”enge for survival 0)( Thalassemics.
Desferal introduced in ear’y seventies did
ckangc the concept of treatment of
Thalassemia, and the survival age
increased graclua”y. Desfera,' s claily pricles
d‘estricted its use even in countries where it
15 free. The other short coming ofDesfera,
1s its al)i]ify to Chelate iron from lweart, 1s
debatable. Kelfer ﬁrst introduced in India
in 1005 raised a ray of hope among Indian
Thalassemics. Later it was also launched
in Europe for restricted use as Ferriprox.
Ti!ougl: Deferiprone is known for its more
eﬂect on Cardiac iron but because of pain
in joints & fear of Ieucopcnia it could not
become cirug ofclror'ce.

Moment ICL 070C reached human trail
Thalassemics were over vehemently
waiting)(or its early lunch. When it received
its marketing name 'Exjade', it looked
dream come true. US FDA approvalcame
on 03-11-05 & Europenean Union's nod
on 30-08-00.

30" March'08 was the clay of its 'bharat
aagman'. leoug}: flrrou.gll Video-
Conferencing & Tr"qining ofj;ﬂar'ners Work-

shop, Medical professionals were upclatec]
on its current status, still we tlroaglzt our
obligatr’on to educate the Thalassemic
fami’ies & Doctors and p]annad to
organize Thalassemia Symposium-111 on
Sunclay 31" Aug, 08. You should not miss
this opportunity because every chug has
unique mode of action, l)ene)(ffs & side
eﬁ[ects. Ifyou are a patientfrom a sub city
or town do encourage your Doctor to
attend this Symposium since ultimately he
will be the person ac‘lvr‘sing you on regu’ar

basis.

Looleing forwarc{ to see you at the

Symposium

Dr. ].S. Arora

<L L 1 i S R

STl B Ydi d YD,
HeBY B gl I fFEerT|

SWRIRRIA
{ ICL670C/EXJADE/ASUNRA/DESIROX }
3rde 2008 ¥ 39 WRd H ol SUAE |

SWIRRI$d d 31 9gd & 38 fawdl wR

facga oFel utad kA @ o
31 AT B Polldd] G J¥dTd d

o Al eifeT Mdd s & @i
S SfSeRad A 3T WRrd ®© |

goflever faawer g1 9&ar — 14

(]

ATIONAL THALASSEMIA BULLETIN / Vol.-14,No. 1, Aug, 2008



Asunra (Exjade, Deferasirox)
Anoral, oncedaily, whole body iron chelator

Prof. M.B. Agarwal, MD

Haematologist, Bombay Hospital, Mumbai

So far, only Desferal and Kelfer have been used for

treating iron-overloaded thalassaemia major. Desferal is
inconvenient while Kelfer is less effective and has
certain unwanted toxicities. Also, Kelfer has to be taken
3 times a day. Development of Asunra (Exjade,
Deferasirox) is a major breakthrough for removing iron
from the body of multi-transfused thalassaemia major as
it is oral, once a day, whole body iron chelator with
negligible toxicity and high efficacy.

Goals of chelation therapy include removal of iron from
important organs (heart, liver, endocrine organs and
others) as well as to keep the labile iron pool (LIP) to the
minimum as it is toxic. The chief source of iron overload
in thalassemia major is the blood that is. Transfused.
With the help of iron chelator, the excretion of iron in
urine or feces must keep pace with rate of iron
accumulated from blood transfusion. As the blood
transfusion is lifelong, the iron chelator has to be taken
lifelong. Therefore, it must be safe, effective and must
have a convenient route of administration.

Any drug which can be taken by mouth once a day is
obviously the most convenient one. If it is effective and
free from side-effects, it is wonderful. Asunra satisfies
all these requirements. In addition, it removes iron from
all sites i.e. liver, heart as well as LIP. Following is the
structure of Asunra:

Asunra is indicated once 20 units of packed cells have
been infused or S. ferritin is over 1000 ng/ml. It should
be taken once daily

on an emply

stomach at least 30 OH HO

minutes before

food, preferably at @Tnﬁﬂlj

the same time each e 4

day. The tablets are G
dispersed by =t

stirring in a glass of

water or apple or

orange juice (100 to 200m) until a fine suspension is
obtained. After the suspension has been

swallowed, any residue must be resuspended in a small
volume of water or juice and swallowed. The tablets
must not be chewed or swallowed whole.

DOSAGE

The recommended initial daily dose of Asunra is 20-30
mg/kg body weight. For patients already well-managed
with Desferal or Kelfer, Asunra may be given in the dose
of 20 mg/k body weight. A dose of 30 mg/kg may be
considered for those whose S. ferritin is high (>2000
ng/ml)as they have not received adequate iron chelation
in past or their blood transfusion requirement is high i.e.
>15 ml/k/month (approximately >4 units/month for an__,
adult). For thalassaemia intermedia, even a dose of 10
mg/k may be good enough if transfusions are required
occasionally, S. ferritin is not high and diet is not rich in
iron.

Asunra dosing can therefore be very conveniently
adjusted to meet the individual needs of the patient, i.e.
10 mg/k for maintaining S. ferritin in children needing
<2 units of blood per month, 20 mg/k for maintaining S.
ferritin in patients needing 2-4 units of blood per month
and 30 mg/k for reducing S. ferritin, irrespective of what
the transfusion requirement is. It is possible that in India,
many patients, to start with, will require 30 mg/k of
Asunra as their initial S. ferritin may be qulte high due to
lack of adequate iron chelation so far.

Asunra is available in India through Novartis as tablets
of 400 mg and 100 mg. For a 20 kg child with S. ferritin
between 1000-2000 ng/ml, a single tablet of 400 mg '«
once a day is good enough. The same for a 40 kg child
will be 2 tablets 0of 400 mg once daily and so on.

It is recommended that S. ferritin be monitored every 3
months and that the dose of Asunra be adjusted based on
the S. ferritin. Dose adjustments may be made in steps of
5 to 10 mg/kg and are to be tailored to the individual
patient's response and therapeutic goals. Doses above 30
mg/kg are not recommended because there has been no
experience with doses above this level. IfS. ferritin level
is consistently below 500mg/ml, an interruption of
treatment should be considered.

2]
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Adverse (toxic) effects:

The most frequent reactions reported during chronic
treatment with Asunra include gastrointestinal
disturbances in about 20% of patients (mainly nausea,
vomiting, diarrhoea, or abdominal pain), and skin rash in
about 5% of patients. These reactions are dose-
dependent, mostly mild to moderate, generally transient
and mostly resolve even if Asunrais continued.

For skin rashes of mild to moderate severity, Asunra may
be continued without dose adjustment, since the rash
often resolves spontaneously. For more severe rash,
where interruption of treatment may be necessary,
Asunra may be reintroduced after resolution of the rash,
at a lower dose followed by gradual dose escalation. In
severe cases this reintroduction may be conducted in
combination with a short period of oral anti-histaminics
or steroid administration.

Mild, non-progressive increases in S. creatinine, mostly
within the normal range, occur in about 35% of patients.

 These are dose-dependent, often resolve spontaneously

and can sometimes be alleviated by reducing the dose. It
is recommended that S. creatinine be assessed before
initiating therapy and monitored regularly thereafter.
Patients with pre-existing renal conditions or patients
who are receiving medicinal products that depress renal
function may be more at risk of complications. Tests for
proteinuria should also be performed intermittently.
Care should be taken to maintain adequate hydration in
patients who develop diarrhoea or vomiting.. For adult
patients, the daily dose of Asunra may be reduced by 10
mg/kg if a non progressive rise in serum creatinine by
>33% above the average of the pre-treatment
measurements is seen. For paediatric patients, the dose
may be reduced by 10 mg/kg if serum creatinine levels
rise above the age-appropriate upper limit of normal. If
there is a progressive increase in S. creatinine beyond the
upper limitof normal, Asunra should be interrupted.

Elevations of liver transaminases were reported in about
2% of patients. These were not dependent on dose and
most of these patients had elevated levels Prior to
receiving Asunra Elevations of transaminase greater
than 10 times the upper limit of the normal range,
suggestive of hepatitis, are uncommon (0.3%). It is
recommended that liver function be monitored every

month. If there is a persistent and progressive increase in

serum transaminase levels that can not be attributed to
other causes, Asunra should be interrupted. Once the
cause of the liver function test abnormalities has been
clarified or after return to normal levels, cautious re-
initiation of Asunra treatment at a lower dose followed by
gradual dose escalation may be considered.

There have been post marketing reports (both
spontaneous and from clinical trials) of cytopenias
including neutropenia and thrombocytopenia in patients
treated with Asunra.. Most of these patients had
preexisting marrow disorders i.e. myelodysplastic
syndrome or aplastic anaemia. Blood counts should be
done intermittently and Asunra should be discontinued
for those having unexplained cytopenia.

High frequency hearing loss and lenticular opacities
(early cataracts) have been very rarely observed in
patients treated with Asunra. Auditory and ophthalmic
testing (including fundoscopy) is recommended before
the start of Asunra treatment and at regular intervals
thereafter (every 12 months). If disturbances are noted,
dose reduction or interruption may be considered.

Asunra has not been associated with growth retardation in
children. However, as a general precautionary measure,
body weight and longitudinal growth in paediatric
patients can be monitored at regular intervals (every 12
months). )

Asunra must not be combined with other iron chelator
(Desferal or Kelfer) therapies as the safety of such
combinations has not been established.

Asunra has not been used in patients with kidney or liver
disorders and must be used with caution in such patients.

Asunra is the new once daily orally active iron chelator.
The 24-hour chelation coverage by Asunra will certainly
improve the management of iron-overloaded patients. In
addition. the flexible dosing will allow treatment to be
adjusted according to iron intake. On the basis of
published data till date, Asunra indeed appears promising
for an effective, safe and convenient oral iron chelator
suitable for long term use.

Table - 1 : Comparison of Asurna with existing iron chelators

Feature Desferal Kelfer Asunra

Iron Selectivity Highly selective Highly selective Highly selective
Regimen - SC orlVinfusion SCorlVinfusion SCorlVinfusion
Tolerability issues Localreactions Localreactions Localreactions
Long-term safety profile Proven Proven Proven

ATIONAL THALASSEMIA BULLETIN / Vol.-14,No. 1, Aug, 2008

3]




Asunra (Exjade, Deferasirox)
An oral, once daily, whole body iron chelator
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NATIONAL THALASSEMIA WELFARE SOCIETY

Activity Report

1. A Blood Donation Camp was organized in association
with Mc Donald. Rajouri Garden, on 6" Nov '07. AIIMS
Blood Bank team collected 32 units of blood.

2. NTWS organized continuous 4 days Thalassemia
awareness and Blood Donation Camp at HCL, Sector -
60 and Sector- 58, Noida from 19" Nov to 22" Nov'07.
This was the first Camp of ours with HCL, and AIIMS
Blood Bank team collected 183 units of blood. Number
of Volunteers came forward for Thalassemia Test.

3.Path Infotech of Noida had organized a Blood
Donation Camp, for the first time in association with our
Society. AIIMS Blood Bank collected 30 units of blood.
There was great enthusiasm among the staffs of Path
Infotech and they promised to help us by organizing
Camps regularly.

4. Mphasis, Noida also organized a 2 Days Blood
Donation and Thalassemia Awareness Camp on 6" & 7"
Dec'07, for the first time in association with our Society.
Dr. J.S. Arora was invited to deliver a talk on
Thalassemia and Blood Donation. 25 volunteers came
forward for the Thalassemia HPLC test. LNJP Hospital

Blood Bank Team collected 58 units of blood.

5. Convergys, Gurgaon organized 5 Night Blood
Donation Camps on 16" & 18" Jan'08 at Orchid Square,
on 24" & 25" Jan'08 at Atria building and on 8" Feb at
Unitech building, in association with NTWS. 336 units
of blood were collected by the LNJP and the Hindu Rao
Hospital Blood Bank. Convergy's took a very strong step
to eradicate Thalassemia by sponsoring the CBC test for
all of their employees. Youngsters understood how
important it is to know their Thalassemia Status before
marriage and came forward to undergo this test. 480
voluntcers from Convergys were screened during these
camps

6. Mc Donald,Vikaspuri organized a Blood Donation
Camp on 2" Feb 2008, for the first time in association
with NTWS and PVR Commercial Complex Welfare
Association. 35 units of Blood were collected by the
LNJP Hospital Blood Bank. o

7.Colwell Salmon, Noida organized a Blood Donation
and Thalassemia Screening Camp on 7" Feb.,2008

(6]

evening, for-the first timé in association with NTWS. It
was a successful camp and number of volunteers came for
their Thalassemia Screening test.

8. Delhi University Students Union organized a Blood
Donation Camp in association with NTWS on the
Valentines Day 14" Feb'08, Mc Donalds, Kamla Nagar
sponsored the donors. AIIMS Blood Bank collected 35
units of blood.

9. On the occasion of 'Mahila Divas', Indian Sports and
Cultural Society in association with NTWS organized a
Blood Donation and a Thalassemia Screening Camp on 7"
March 2008 at Income Tax Building [.T.O. Ms. Nafisa Ali,
President ISCS and Film actress took active part in
motivating the Blood Donors for Thalassemia Screening_
Test. She said it is due to our ignorance that Thalassemia
disease is on high flame. In Thalassemia life long blood
transfusion and expensive drugs to extract extra iron from
the body is a trauma for the child and survival is very low
for such patients. Nafisa Ali appealed to all the people
present to check their Thalassemia Status before marriage
and if their family is completed than get their children
tested for thalassemia trait. Awareness can only prevent
this disease. 50 volunteers got themselves Thalassemia
screened during the camp.

10. Guru Harkrishan Public School, Tilak Nagar invited
NTWS to put up a Thalassemia awareness camp on 26"
March during their Annual Day function. Brochures were
distributed among the students, teachers and parents,
Banners and exhibition panels were put up all around the
school.

11. Convergys Atria, Gurgaon organized another two days '
Night Blood Donation and Thalassemia Screening Camp
on 26" & 27" March 2008. It was a very successful camp
where LNJP & Hindu Rao Blood Bank Teams collected
250 units of Blood. All the youngsters were aware of
Thalassemia and came forward for the screening test to
know their Thalassemia Status. Convergys has sponsored
the Thalassemia Screening Test for theiremployees.

12. L.T.I, Arab Ki Sarai, Nizammudin organized a Blood
Donation and Thalassemia Screening Camp in
association with Mianwali Volunteer Blood Donation
Association. NTWS collected the blood samples for
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Dr. Jagdish Chandra, Dr. J.S. Arora and
Dr. A.P Dubey interacting with the Thalassemia
Parents, patients in a Seminar on 3rd May'08
at Kalawati Hospital Hall.

Thalassemia patients & parents
participating at Saminar on 3rd May' 08
at Kalawati Hospital during introduction
of New Oral chelations drug.

Mr. & Mrs. Ashok Ahuja now joined with their daughter
Nupur making a perfect blood donor family
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ISBTI observed World Biood Donor's Day
14th June'08 at India Habitat Center.

<,

e 3
3 L
‘ '

Dr. A.P. Dubey & Dr.V.P. Choudhry discussing with
patients about the new oral iron chelating drugs
at Kalawati Hospital Seminar Hall
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Dr. V.P. Choudhry addressing the gathering of Thalassemia

Patients, Parents at Kalawati Hospital Seminar Hall
on 3rd May'08.

ITD observed at Kalawati Saran Hospital 3rd May'08.

Tanu receiving a memento from organizers after giving
a speech during the World Blood Donors Day
at India Habitat Centre.
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National Thalassemia Welfare Society’s Participation

Dr. J.S Arora with

Dr. Yatish Goel,

President IAP Dehradun
and Dr.B.S.Pandhi,
President IMA Blood Bank
Dehradun on 29-3-2008.

"N .
Dr. J.S. Arora addressing the Seminar

at IMA Blood Bank, Dehradun, 29-3-2008
Dr Alok Ahuja putting

up a querry to Dr. J.S.
Arora during the CME
organised at IMA
Blood Bank Dehradun

Audience at clinical meeting at Dehradun

e .
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Dr.J.S. Arora examining patients
at Dehradun on 29th March'08.

1 |

Dr. J.S. Arora interacting with Thalassemia patients
at Dehradun Blood Bank.

Gagan giving medicines and Blood Filters
to Patients at Dehradun Camp

D Dr. Sajid Khan briefing the press at Bhopal.
8 ATIO
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at Dehradun, Agra, Bhopal & Bareilly

Dr. Arora examining patients at Bhopal

Dr. J.S. Arora delivering a lecture
on Thalassemia Prevention
at M.P Thalassemia Society on 17th May'08

Dr. Arora examining one of the best maintained
Thalassemic Chinu at Bareilly

[o

Dr J.S. Arora, Dr V.P. Choudhry
and Dr. Sajid Khan at dias during a
seminar on Thalassemia in Bhopal

4

-

Dr. V.P. Choudhry & Dr. J.S. Arora
visited Samarpan Blood Bank Agra

Dr V.P. Choudhry examining patients
at Bareilly
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Anjali Sardana & Chinu the two stars of Bareilly

Desirox being introduced at Bareilly
by J.S. Tomar, Ex. Mayor of city

Audience at Clinical meeting at Bareilly
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Mrs. Swaran Anil & Thalassemia patients doing
Pranayam at Tilak Nagar Centre

Patiala Thalassemic Children

Welfare Association
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Thalassemia Screening. 150 students were screened of
Thalassemia. The students were aware of Thalassemia
and were very happy to get themselves tested.

13. Members of the Bechtel Employees Club, Bechtel,
Gurgaon, organized a Blood Donation Camp in
association with NTWS on 11" April 2008. It was a
successful camp where 94 units of blood were collected
by the AIIMS Blood bank Team.

14. Bal Bharti Public School Ghaziabad organized a
Thalassemia Screening camp on 16th April 2008.

15. Fluor Daniel, Gurgaon organized a very successful
Blood donation and Thalassemia Screening camp at both
the sites, DLF Square & DLF Cyber City on 17" & 18"
April 2008. AIIMS blood Bank Team collected 264 units
oftblood.

:

16. Sarvodaya Enclave Ladies Club organized a Blood
Donation & Thalassemia Screening Camp on 20" April
2008 at C- Block Mandir , Sarvodaya Enclave. It was
their first attempt. LNJP Blood Bank Team collected 25
units of blood.

17. NTWS in association with Vatika's “Prayas”
organized a Blood Donation Camp at Vatika Towers on
25" June2008. It was a very successful camp and the
AIIMS Blood Bank Team collected 145 units of blood.

18. NTWS organized a Blood Donation camp at “Sarala
Fabric Pvt. Ltd” Ghaziabad on 26" June 2008 . This is
there third Blood Donation camp where 67 units of blood
were collected by the AIIMS blood bank.

19. NTWS in association with Jail road shopkeepers
association is regularly organizing Blood donation
Camp at Hari Nagar, New Delhi. This year it was
organised on 28" June '08, 134 units of blood were
collected by the Red Cross Blood Bank. Mr. Jewesh
Manuja a Thalassemic Parent is the force behind these
camps.

20. NTWS organized a 23 Blood Donation Camp at
Society office on 29" June 2008; 86 units of blood were
collected by the DDU Hospital Blood Bank.

21. HCL Technologies Pvt. Ltd gave us permission to
organize 2 Blood Donation Camp at their 2 sites Section
58 & Sector 59, Noida on one day 16-07-08. AIIMS &
DDUH Blood Bank Teams collected 111 units of blood.
There were number of donors waiting to donate blood
through out. Itwasa very successful Camp.

22.0n 1-08-08 NTWS organized a BDC at Alcatel-

Foundation against Thalassemia, Faridabad
celebrated Motivation Day on 6-01-2008. There was
a live coverage by Delhi Aaj Tak. Parents shared
there views, sorrows and pain due to ignorance and
non - awareness of the disease " Thalassemia”, their
children are suffering today. These unfortunate
parents appealed to the people through Media to go
E for Thalassemia test before marriage or if the family
E is not completed.

Lucent, Gurgaon. Thalassemia Screening was also done
along with Blood Donation. 53 units collected by AIIMS
Blood Bank.

23.0On 4" & 7" July 2008 Thalassemia Screening Camp
was organized at Inter Globe Technologies Gurgaon
where 125 volunteers were screened.

24. On 23-08-08 Thalassemia Screening Camp was
organized at NDPL where 77 volunfeers were screened.

25. Bal Bharti School invited NTWS on their Annual
Day function to create awareness of Thalassemia among
the Parents & Children Brochures & Posters were
distributed & Exhibition panels were displayed.

NTWS celebrated Picnic this year on 20" Jan'08, at
Sanjay Gandhi Lake Park, Sarojini Nagar, New Delhi. It
was a sunny day and many Thalassemic Families from
Delhi, Rohtak, Faridabad, Baghpat, Bhiwani etc enjoyed
the Picnic. There were varieties of games for the children
of different age groups. The children showed there
talents in singing and dancing, cracked jokes which
made the gathering laugh aloud. Mr. Gulati made the
children play the funniest games which the children
enjoyed very much. They were making monkey tail,
blowing and tying balloons as fast as they can and
decorating themself with all the glaze papers and
balloons. Km. Surrender Saini welcomed the patients
and parents and listened to their problems. Secretary's
Report was read by Dr. J.S. Arora, (General Secretary,
NTWS) meanwhile children were busy in the painting
competition. The children were given three topics
according to their age groups Holi Festival, Republic
Day and Pollution & Environment. After this, lunch was
served to all the members of the Thalassemic Families.
Then prizes were distributed to the participants who won
the races and the games. The last but not the least time
came for Tambola Game. Tambola Tickets were
distributed and Mr. Manchanda started announcing the
numbers stylishly one after another. The Picnic ended
with a sweet moment where childrens were left with gifts
and chocolates distributed by Mr Kamal. °
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Kalawati Saran Hospital organized a Seminar to
mark International Thalassemia Day on 3" of May
2008. A scientific session was kept for medical and
paramedical staff of LHMC & Kalawati Saran Hospital.
Dr Harish Pemde spoke on diagnosis & management of
Thalassemia, Dr Anju Seth talked on endocrine
problems in Thalassemia, Dr Jagdish Chandra discussed
adult Thalassemics challanges ahead, Dr Bhuriani
elaborated on BMT and Dr J.S. Arora social aspect of
Thalassemia.

The above seminar was followed by a talk by Dr V.P.
Choudhry on new oral iron chelating drug Defrasirox
('Asunra’ and 'Desirox’). All the Thalassemic patients of
Delhi & NCR were invited for the function. The Lecture
Hall was full with Patients, Parents, Doctors and Staff
Then their was question answer session with experts - Dr
V.P. Choudhry, Dr A.P. Dubey, Dr Jagdish Chandra,

IMA Blood Bank Dehradun organized a seminar on
Thalassemia on 29" Mar'08. Dr J.S. Arora examined the
patients and gave an exciting news to Thalassemics that
new oral iron chelator is being launched the next day i.e.
30" March. He apprised them about new drug Defrasirox
in detail. In the evening members of IAP, IMA &
Gynacologist attended the seminar. Dr. Aseem Tiwari
incharge IMA blood bank, Dehradun spoke on rational

use of blood and Dr. Arora elaborated on management of

Thalassemia.

Agra Thalassemia Society organized a Seminar on 8"
May International Thalassemia Day at Samarpan Blood

Bank. Dr. V.P. Choudhry & Dr. J.S. Arora were the chief

invitees. In the morning 70 patients were examined.
Patients took the opportunity of free OPD and blood
samples were taken for Serum ferritin test and HPLC test.
It was followed by a lecture on arrival of new iron
chelators “Defrasirox” by Dr. V.P. Choudhry and
“Prevention and Control of Thalassemia” by Dr. J.S.
Arora in the post lunch session. Doctors from IMA A gra
also attended this session. Samarpan Blood Bank is a
State of Art Blood Bank in Agra providing free of cost
blood to Thalassefnics. Dr. Anil Agarwal a senior
paediatrician provides them free transfusion facility to all
the Thalassemics. Many Thalassemic patients
Started Defrasirox from that day onwards.

Clinical Meetings at Kalawati Saran & Kasturba Hospital

NTWS Participation at Dehradun, Agra, Jodhpur, Bhopal, Bareilly and Kota

Dr. Gauri and Dr. J.S. Arora. Who explained the querries .
putup by Thalassemia patients:

The Paediatrics Department of Kasturba Hospital
observed the International Thalassemia Day on 7"
May. All the patients, parents, doctors and paramedical
stafT attended enthusisticaly. Dr J.S Arora gave a lecture
on [ron chelation with special emphesis on new drug
Defrasirox. He also answered lot of queries raised by the
participants. A small function was also Organized on 16"
May 2008, where Thalassemia patients performed stage
function and gifts were distributed to all the children
present there. The children enjoyed very much, sang and
danced along with the Doctors on stage. Packed lunch
was given to all the members present in the function. The
Medical Superintendent of Kasturba Hospital assured
safe blood supply to the Thalassemics and every possible
care, guidance and help.

IAP Marwar Thalassemia Society, Jodhpur
organized a Seminar on Thalassemia, Safe Blood Supply
and Iron chelation Therapy on 23" Dec'07, at Umed
Hospital Auditorium, Jodhpur. Dr. V.P. Choudhury and
Dr. Arora were the Chief Guest. They also examined
Thalassemia patients and advised the treatment. Most of
the Thalassemics were not maintaining the adequate Hb
level & giving inadequate iron chelation. Their visit will
stimulate them to adhere to optimum treatments.

Dr. Sajid Khan, Secretary, M.P Thalassemia Kid
Care Society, Bhopal organized a Thalassemia Camp
and CME on 17" May 2008. Dr. V.P. Choudhry and Dr.
J.S. Arora examined 75 thalassemic patients. In the
evening around 200 Patients, Parents, Doctors and
Social Workers attended the Symposium. Dr. V.P.
Choudhry delivered a lecture on the new chelating drug
name “Defrasirox” and a lecture on “Prevention and
Control of Thalassemia” by Dr. J.S. Arora.

Indian Medical Association Bareilly Branch, Indian
Academy of Paediatrics, Bareilly and Society for
Thalassemia Care & Control, Bareilly organized a
Thalassemia Camp & CME on 25" May, 2008 at IMA
Bhawan, Bareilly. Dr.V.P. Choudhry delivered a lecture
on anaemia and interpretation of cell counter report
while  Dr. J.S. Arora highlighted iron chelation in
Thalassemia.
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Thalassemia Symposium - 111

GENERAL INFORMATION

Registration : Registration is open to all.

Registration Fees :
Registration Fees for Participants

Date of Deposit Patient / Pareint Doctors
Single Couple

Upto 15th-Aug-2008 Rs. 150/- Rs. 250/- Rs. 200/-

Upto 25th-Aug-2008  Rs. 200/- Rs. 350/- Rs. 300/-

On the Spot Rs. 300/~ Rs.500/- Rs.400/-

The Registration fee includes: Attendance to all sessions,
literature, conference kit, lunch and tea/coffee.
No kit will be issued to the additional Members.

Accommodation :

Limited accommodation will be made available

on prior intimation and full advance payment before
10th Aug '2008.

Accommodation Charges (without food) :

Class A Rs. 5000/- approx. per day
Class B Rs. 2500/- approx. per day
Guest House Rs. 1000/- approx. per day

Mode of Payment :

Please send registration fee by Demand Draft/Cheque
or Cash along with the registration form in favor of
"Thalassemia Symposium - lIl.” To the Secretariat
address.

Note
Please add Rs.50/- extra for outstation cheques.
Children below 15 are not allowed.

Special offer for Thalassemic Patients above
15 yrs. of age Rs. 50/- per head.

IMPORTANT
Seats are limited,
Last date for concessional
Registration : Upto P8 Aug, 2008

Extended upto 25" Aug, 2008

REGISTRATION FORM

OB} ssssmsssasasnsisatissmsmiibetevigmsinsaed i

Name of Additional Vo= s 5] AR
Age/Sex;----------

Title-Doctor/Parent/Patient/Other
ADIESS -wmmrmmmmemr s s

Accommodation Required : Yes / No

A0 80 [Guesftowe]

No. Of ACCOMPANYING PEISONS: ----msrmmrssmramsanscamrmmmractansanna

Category.

Arival Date & Time: ------

Departure DAte: -----—s--mrrremmmememermremms e s s e s s e

I would like to register for the symposium. Please find enclosed
BB Noesssemenmnmesamesaniasss

DIFOWRN O <-ssesvemmasecmsmssanssismmmssinamsines D o L

NOTE:

1. Registration form can be photostated.

2. No cancellation is allowed once the registrafion
fee/accommodation charges are paid.

3. No refund /adjustment will be entertained under any
circumstances.
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Hon’ble President of India
Smt. Pratibha Pevi Singh Patil
Blesses Thalassemic Children on Children day 14th Nov., 2007

NATIONAL THALASSEMIA WELFARE SOCIETY TEAM HARYANATHALASSEMIA WELFARE SOCIETY TEAM

NATIONAL THALASSEMIA WELFARE SOCIETY (Regd.)

KG-1/97, Vikas Puri, New Delhi-110018 Tel : 9311166711-712, 25511795
URL : www.thalassaemiaindia.org
E-Mail : ntws08@gmail.com

READILY AVAILABLE

MEMBERSHIP : Filters Single Unit
Any person can become life member of the Society by filling a form & Filters Double Unit
Sending a DD of Rs. 500 in favour of : National Thalassemia Welfare Society. ge'f?r I
eslera

For NRI & Foreigners Life membership fee US$100 Infusion Pump

S.V Set

Special Discount on Desirox &

Asunra

ADVERTISEMENT CHARGES . . . .
- Special Thalassemia Clinic
INLAND FOREIGN N.T.W.S. Organises Thalassemia check up Clinic on 2nd Sunday of every
Sponsership ~ RS. 50,000 US$ 5,000 month at N.T.W.S Thalassemia Centre, 2nd Floor, Community Centre,
CoeEDE Slum & JJ Dept. of MCD, Near Gurudwara Singh Sabha Block
[nside Front  Rs. 15,000 US$ 1,500 o Anpainsment Contasts Drs JuS;ARra Tel : 25507483, 25511795
[nside Back  Rs. 15,000 US$ 1,500 PP PR ' e
Facilities:
Inside : Growth Monitoring
Full page Rs. 5,000 US$ 500 ¢ he'a“g" Thempy . .
Half page Rs. 3,000 _ Serum_ ; erritin A.s,say or Rs.l‘_(} o_nly
* Hepatitis B Vaccine: Rs. 50 for children below 10 years.
Back Rs. 100 for children above |0years.
o) * Thalassemia Screening / Diagnosis with HPLC Rs. 300 only
a0 2

Full page Rs. 20,000 US$ 2,000 * CBC (complete blood count) Rs. 70 only

Published by : National Thalassemia Welfare Society (Regd.) on behalfof Federation of Indian Thalassemics. Any reproduction of
material contained in* National Thalassemia Bulletin” is welcome provided “FIT” isacknowledged.
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FIT EXECUTIVE

PRESIDENT :

Shobha Tuli (Delhi)
Phone: 011-26499666

GENERAL SECRETARY :

Dr.J.S. Arora
Phone:011-25507483,25511795

TREASURER:

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

MEDICALADVISOR:

Dr. VP. Choudhry
Phone : 9811073904

VICE PRESIDENTS :

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

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

JOINT SECRETARIES :

Ved Jhandai (Haryana) Ph: 9416336090
Sajid Khan (MP) Ph. 9826057909
Nisha Yadav (UP) Ph. 0532-211003

MEMBERS :

D.K. Batham (MP)
Satnam Singh (Punjab)
G.M. Pathak (J & K) Ph. 0191-2540210

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 FE Olivieri

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

Cancer Research 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 Assoc, Chandigarh
National Thalassemia Welfare Society, Delhi
Thalassemics India, Delhi

Thalassemia Welfare Society of Hisar

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

J & K Thalassemia Welfare Society, J & K
Thalassemia Society of Jaipur & SDMH, Jaipur
Indian Academy of Paediatric Marwar, Jodhpur
Thalassemia Society of India, Kolkata

The Haematology Foundation Kolkata

West Bengol Voluntry Blood Donors fourm, Kolkata
The Thalassemia Society of Kota

Thalassemia Society of U.P, Luckhnow

Punjab Thalassemia Welfare Society, Ludhiyana
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
Thalassemia Haemophilia Sickle Cell Anaemia
Prevenention, Counselling & BT Centre, Surat
Varanasi Region Thalassemia Welfare Society, Varanasi

NATIONAL CONSULTANTS :

Dr. M.B. Agarwal

Haematologist-Bombay Hospital & M.R.C. Bombay
Dr. VP. Choudhry

Former Prof. & Head of Haematology, A.1L.M.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

Prof.-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.LL.M.S
Dr.1.C. Verma.

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

Articles. News & Views are just guidlines 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 "National Thalassemia Bulletin" The "FIT" & "NTWS reserves its
right to reproduce the articles and other matter contributed in any form. as and when required in any of its official publications,
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Iron chelation goes from

injecting to ingesting

PLOP

@

The first
once-daily oral
iron chelator

Asunra®

deferasirox

Continuous protection for your patients with chronic iron overload due to blood transfusions
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