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Editorial

Dr. J.S. Arora

Blood Transfusion Services and Role of E-Rakt Kosh:

National Health Mission (NHM) has recently taken numerous steps
towards a comprehensive and total quality management approach for
blood services by providing the technical and financial assistance to the
States/UTs to modernize their blood banks.

Ministry of Health and Family Welfare (MH&FW) has set up a Blood
cell under NHM to ensure the accessibility, adequacy, safety and
quality of blood and prevention & control of Haemoglobinopathies
and initiate stem cell registry.

“E-Rakt Kosh” portal has been developed by NHM along with
National Institute of Biologicals for strengthening of blood services
and to improve the standards of blood services in the country.

“E-Rakt Kosh” a Centralized Blood Bank Management Information
System has been conceptualized and developed as a comprehensive IT
solution for streamlining the workflow of blood banks across the
country as per standard operating procedures.

The major concern of Blood Banks is to ensure efficient and safe
collection and maintenance of quality blood stock. There is a need to
phase out replacement donation and curb the malpractices of
professional/paid donations. '"E-Rakt Kosh' is an attempt to address
these problems by providing means to connect, digitize and streamline
the work flow of blood banks in India. Objective is to revise the existing
systems, to bring some process re-engineering and to automate data
entry, search and accessibility. These electronic processes will help the
public to easily access the blood availability status and can make
requisition of a particular blood group specific blood component in
nearby blood banks (especially rare groups). Online tracking and
trailing system of the blood and blood products (components of blood),
by the state level administrators will also be possible.

Some of the important features of the system are:

®  Realtimeblood stock availability to the service providers and
beneficiaries.

®  Minimize wastage of blood due to expiry.

Restrict professional blood donors and ensure donation of quality
blood by introducing biometrics.

Networking of Blood Banks.

Blood Donor and Camp management.

Enable to create State-wise / District-wise donor repository.

Mobile based application for administrators, service providers
and end users.

Donor registration details, donor counseling, physical

examination, donation details etc.

®  Investigation details of donor sample while maintaining
confidentiality in case the tests results are positive.

®  ERaktKosh captures details of thalassemia patient, raises it's

blood component request and displays blood requirement details

of registered thalassemia patients.

T ST AATY 3R §- Tad I B YfAPT

ST TR R (TTTIUH) - BT 81 H 310 Yo ool b MY IhRul
forg It / Tu s &3 Y dbeiiet 3R faxa Terdr UeH PR Iad
Jaraft & e T aIw SR T orET YeeE P B fomn § w3
FEHIONG |

WY 3R URAR S0 FA (MH&FW) 3 TITIUH & dgd Iad
DIRABT BT WTAT B 8, TG I9d P T[ural, Ugd 3R JR&m Td
A @Y AU 3R g0 qur WA I IR B Iudar
BSIEIEREFIRE

- X B~ Ui Pl AP WA =T (TTTawn) A A ifds TR
& 1Y e AP Yad FaTehl B eI & forg SR o1 H Yo Harelt &
HHD! Bl SgR M & fore fapRrd fararg |

“%- Tq DI TF HAHd a8 §b U ga-1 Jorat § forge! e
AT Ufehanaf & SR SR WR B 5018 Shi & 1 ! JHafRyd dv &
fore U aTges = et qaTe & U § afedd SR fawm i fasar
g

T o Bt T FefdT THTaRITeR SR RIE Yo S SR Tura aTel Xad
HER & WA B! YA BT 8 | WA I G Bl IRUE 51
T AT 3R URER / YT fahd T8 Yo g & GRIAR TR 3HG=T T
DI AMATHAT g | “§- TqA BIV” HURA I 7S Sbl P DY UaTg Bl oile,
fefress B9 3R 3¢ AU B S T IUAH BB 37
TS Bl R B BT Ueh YT § | 2= Hiolel Rieed Bl G=ifrd a3
2, PO ufsparal & bR I O: Tior 8 o1 § R siibet 3! ufafy, @i
3R Ugd B TTId AT ¢ | A - UishaTy SidT 1 ST Iad
1 AT UMY T & Aeg Sl 3R Feed 3ad 9! ([aRy U 4
oY g H e iy e Tvgg, fafRiy Ya Hee o a1 R # Haa R
TIfSd &Y Tl B 1 5T TR & TR gRT 9 3R Iad IdTE! (ad b
) P SATeTZ I 3R ST T st Gua gt

JUTTel 1 $© Agaqul fa=iyany-

o IaTyerdrai 3R ArHIRITY & arfae THY H Jad TUE B ST

Sffar A Qg arcl ad &1 effd Hl SH BT

URYeR Yo STaT3f o1 Ifaifid TR SR SRiAfe e Y s Juraar

T XS BT &I AT AT

S SPI Pl e

I 2T 3R RIfaR yee

IAR / TR ST YR &9 H 9§91

RIS, Jar verarsi 3R Sifam Suaiesdtaeit & feg Marge snenfea

SIISRART

® T g Usiiaul faaRul, Yo GTal RTHR], IR usten, Iad e
faaRur 311fe URterur & uRUTH IS RIES g1 &1 fRUfa & Ma-adn
TG §U T T i oI

o % Iad Iy Aot & faarvii ) Sftwgu eI, T8 Iad
P e BT 3RIY R Uuiigpd I A & ad ot
K G A A CERYU AR ARG E G

National Thalassemia Bulletin/Vol.-24, No. 2, May'19




Fertility and Pregnancy in Women with Thalassemia Major and Intermedia

Beta thalassemia is a hemoglobinopathy characterized by decreased
production of beta globin chains causing alpha globin chains to
accumulate and aggregate. This results in inadequate haemoglobin
production. There is microcytic hypochromic anemia, ineffective
erythropoiesis and hemolytic anemia. Diagnosis is made by detecting
low HbA and increased HbA2 and HbF.

Types
® thalassemia minor/ trait: mild or no anemia.

® thalassemia major (BTM): severe form, only HbA2 and F detected.
Severe anemia, transfusion dependent and develop complications of
iron overload.

® thalassemia intermedia (BTI): present late in life, mild anemia, not
transfusion dependent, may develop iron overload.

Fertility

BTM: infertility or subfertility is due to iron deposition in endocrine
organs. Direct iron deposition occurs in hypothalamus and pituitary
and ovaries. Iron deposition leads to organ damage through oxidative
stress.

Majority of patients are infertile due to hypothalmic hypogonadism,
associated with amenorrhoea, anovulation and infertility. Ovarian
functions are usually preserved. These women require ovulation
induction with gonadotropins to conceive Spontaneous pregnancy can
occur in well chelated and transfused patient.

Pregnancy management
Thalassemia intermedia

Spontaneous conception and successful pregnancies occur but
pregnancies are associated with complications.

Chronic anemia leads to abortions, preterm labour and intrauterine
growth restriction. Endocrine complications due to hemosiderosis can
occur, though less common compared to BTM.

In a large study which included 83 pregnancies in 44 women, 20.5%
ended in abortion, 77.1% had live biths and 2 had intrauterine death.
Mean gestational age at delivery was 36.5 weeks and birth weight
2551gms. Cesarean section rate was 72.7%. 79.5% women required
blood transfusions and 27.3% required transfusion for first time. There
was increase in average ferritin levels before and after pregnancy.

Patients with BTT have increased incidence of thrombotic events.
Thalassemia Major

Aggressive transfusion and iron chelation therapy has improved life
expectancy and fertility with decrease in medical disability. Many
cases of successful pregnancy have been reported. These pregnancies
need to be monitored carefully to avoid adverse outcome.

Preconception evaluation

Transfusion needs
Compliance with chelation
Iron load status

Indirect coomb's test Dr. Vatsia Dadhwal
Screen for infections-HIV, Hepatitis B and C

Assess end organ damage from iron overload

Genetic evaluation of partner and need for prenatal testing

Adverse effect on pregnancy depends on

® Presence of alloimmune antibodies
® Cardiac dysfunction

® Secvere diabetes mellitus

® Liverdysfunction

® Active hepatitis/HIV

® Significant enlargement of spleen

Prenatal care

Folicacid

Interdisciplinary team

Ferritin levels and blood counts

Blood transfusions to maintain Hb 10g/dl

Cardiac, endocrine, hepatic function at initial visit and repeat in

each trimester

Screen for diabetes and hypothyroidism

Fetal growth and well being
® [ronchelating agents to be stopped in pregnancy.

In a recent large series of 58 pregnant women with BTM, intrauterine
growth restriction and preterm delivery occurred in 40%, 15%
developed IGT/abnormal GTT, there was increased need for
transfusion, there was 60% increase in baseline ferritin. There were
many twin pregnancies as most women conceived on ovulation
induction using gonadotropins.

Cardiac involvement and arrhythmias are important cause of morbidity
and death.

Delivery: route of delivery as per obstetric indications. Cesarean
section rates are high because of cephalopelvic disproportion due to
short stature or other pregnancy related complications.

Dr. Vatsla Dadhwal
Professor Division of maternal fetal medicine department of Obs. & Gynaec., AIIMS New
Delhi

Fetal medicine : Diagnostic and therapeutic interventions including intrauterine transfusions,
interventions in complicated twins

High risk pregnancy
Nodal officer for PPTCT programme
Chairperson AOGD Fetal Medicine subcommittee 2017-19
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25th International Thalassemia Day — Fortnight Celebrations

1) NTWS started ITD fortnight celebrations with a visit to Lovely
Professional University, Phagwara Punjab on Thursday 25th April
2019. The activity was organized in collaboration with Thalassemia
Free India & Welfare Association. Over 300 students came to attend the

NTWS team with Mr. TS Bhatia and Dr. Paveen Sobti in
Lovely Professional University

session on thalassemia and blood donation. Dr. JS Arora was invited to
give a lecture on overview of thalassemia. He stressed the need of
thalassemia screening at premarital stage and if missed then
before/early conception. Dr. Praveen Sobti encouraged them to donate
blood so that thalassemics do not have to face shortage of blood. She
highlighted the need and benefits of blood donation. Mr. TS Bhatia
Secretary Thalassemia Welfare Jalandhar thanked Nitish, Pooja & their
team for organizing a seminar on thalassemia and regularly donating
blood.

SeminaTorsihal LM t Faridabad
dignitaries on the dais from left to right Dr. NK Bhatia,
Dr. Rahul Bhargava, Dr. Gaurav Kharya, Dr. Kshitij and Dr. JS Arora

Mrs. Vinita Srivastava receiving memento at Seminar on
Thal ia M t Faridabad

2) On Sunday 28th April'l9 NTWS in association with Mahavir
International Faridabad organized a free ferritin test and free hepatitis
B, C screening. NTWS also supported Mahavir International in

providing free HLA typing of patient with their sibling below 10 years
ofage.

3) On4th May'l9 we organized a Panel Discussion Improving Quality
of Life for Thalassemics at Chelmsford Club Rafi Marg New Delhi. Dr.
SK Arora additional DHS and Programme Officer for thalassemia
Delhi Govt. highlighted the programme and initiatives taken by Govt.
of Delhi. He said Govt of Delhi has issued circular to provide
transfusion services all 7 days including Sundays and holidays at all
day care centres. He said we are planning to introduce thalassemia
screening 10th class students and certificate to be issued with report on

Dr. AP Dubey answering the query raised by Dr. VP Choudhry
on Improving Quality of Life for Thalassemics

back of the certificate. He also informed that free medicines and
leucodepleted blood will be provided at all 13 government hospitals in
Delhi (5 Delhi Govt, 3 MCD & S central Govt hospitals). Dr. Mausumi
Swami Director State Blood Transfusion Council and HOD DDU

Dr. Mausumi Swami highlighting the current status of
blood in Delhi

Hospital Blood Bank highlighted the current status of blood in Delhi.
Dr. VP Choudhry, DrJagdish Chandra, Dr. AP Dubey & Dr VK Khanna
answered the question raised by young doctors from various hospitals.

4) NTWS introduced an altogether new concept and organized a
meeting of adult thalassemics with health professional, Govt. officials
from ministry of health & social welfare and corporate on 5th May'19 at
Constitution Club, New Delhi. This was organized in association with
Youth Thalassemic Alliance (YTA). Ms Sangeeta Wadhwa welcomed
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25th International Thalassemia Day — Fortnight Celebrations

the audience and conducted the programme. The event was inaugurated
by the Chief Guest Mr. TD Dhariyal commissioner disability Govt. of
Delhi. Mr .Dhariyal threw light on Thalassemia and RPWD Act 2016.
The theme of the meeting was - Health, Wealth & Family. The focus
was on treatment facilities in Delhi and other parts of India, disabilities
issues, employment, marriage and family. Around 100 adult
thalassemics participated, Mr. Pankaj Sethi, Mr. Devlin Roy, Ms. Pooja
Gupta, Mr Prateek Arya, Dr. Rimjhim Bakshi, & Mr Hemant Bellani
deliberated on problems faced by them and how they overcame. They
also raised the issues before the authorities which still need to be
addressed.

Dr. JS Arora giving memento to Mr. TD Dhariyal

Mr. TD Dhariyal said that “Thalassemia, Sickle Cell Anaemia and
haemophilia have been included in the RPWD Act 2016. Now
thalassemics come under 5% reservations for higher education under
disability. However they have no reservation in employment but now
they cannot be refused or discriminated on health grounds.
Thalassemics will be entitled to all the benefits under schemes made for
disabled persons except reservations in jobs.”

Dr. VP Choudhry giving memento to Mrs. Vinita Srivastava

Mrs. Vinita Srivastava National Senior consultant & co-ordinator
Blood cell - NHM was Guest of honour for the event. Mrs Vinita
Srivastava apprised the audience that National guidelines on
management and prevention of Haemolobinopathies (Thalassemia &
Sickle Cell anaemia) were published in 2016, Policy draft is ready, may
be notified any time after the elections. Funds have been released to

provide adequate treatment to thalassemics in each state.

The event also saw the support of corporates like Soil, Jaquar and RNA
Technology & IP Attorneys who came together and talked about
policies with regard to Thalassemia patients. The corporate reiterated
that they are taking steps and changing policies recruiting Thalassemia
patients.

Dr. JS Arora While thanking Mrs Vinita for taking initiatives to provide
adequate treatment specially recently in Punjab & Karnataka, but
unfortunately in most states still the condition is grim specially in
Haryana, Delhi, UP & Bihar. Medicines availability is inadequate and
irregular. He further said that Guidelines to grade disability was
notified in Jan 2018 were not rational, Criteria for grading disability in
Thalassemia & Sickle cell Anaemia have been simplified by the experts
but have not been notified. He requested Mrs. Vinita to get it notified at
the earliest. Dr. Arora also requested Mr. TD Dhariyal commissioner
disability to direct the disability boards to issue disability certificates
within stipulated time. Dr. J.S Arora shared his concerns on how Delhi
was first state where all the three chelating agents were always
available, but now we see only one or two chelators available. He
requested Dr. SK Arora additional Director Health services and
programme officer for Thalassemia to take effective steps because due
to erratic supply of drugs, iron overload of patients have risen to toxic
level.

Executives from corporates clearing doubts
on pl t of thal .

Mr AN Bhattacharya, Professor & Chair, Marketing & Social
Innovation- SOIL, Mr. Kanwar Shamsher Relan, Head CSR- Jaquar
Foundation and Ms Rachna Bakhru, Partner - RNA Technology & IP
Attorneys were present. Dr. Arora requested the companies to take
special care to adjust their treatment schedule like blood transfusion
dates, investigations, admissions etc. with their work schedule.

On International Thalassemia Day 8th May, 2019 we organized
three activities

1) Awareness camps at DDU Hospital Hari Nagar, Guru Gobind Singh
Hospital Raghubir Nagar & Dada Dev Hospital Dabri in Gynaecology
OPDs. Some parents of Thalassemics and marketing staff of Star
Imaging volunteered and created awareness about thalassemia.
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25th International Thalassemia Day — Fortnight Celebrations

Mrs Suman Thakur and Mrs Sadhana creating awareness
at Gynecology OPD Dada Dev Hospital at Dabri

Mothers of Lovish and Amrit creating awareness
at Gynecology OPD DDUH Hari Nagar

2) Ms Monisha Gogoi went to SOIL and gave a lecture on thalassemia
and created awareness amongst the youth.

Lovish and mother of Arushi Mishra creating awareness
at Gynecology OPD Guru Gobind Singh Hospital Raghubir Nagar

3) National Thalassemia Welfare Society in association with IMA
WEST TOWN organized a CME to observe 25th International
Thalassemia Day on Wednesday 8th May 2019 at Star Imaging & Path
Lab Tilak Nagar from 1PM onwards. Dr. Akshay Mehta Medical
Director Deen Dayal Upadhyay Hospital Govt. of Delhi was Chief
Guest.

Dr Dinesh Bhurani & Dr JS Arora with IMA West Town
Doctors flanked by Star | staff

Dr. Yukti Wadhawan a noted gynaecologist welcomed the audience. It
was followed by Saraswati Vandana. Lamp Lighting was done by the
chief'guestand all the dignitaries.

Dr. JS Arora gave a concept note.

Dr. Dinesh Bhurani giving a talk on Approach to Anemia

Dr. Dinesh Bhurani talked about Approach to Anemia, the
Chairpersons were Dr. M Mani, Dr. Sunita Lamba, Dr. Sudha Agarwal,
Dr. Moonish Aggarwal. Dr. JS Arora enlighten on Prevention of
Thalassemia, Dr. R Dutta, Dr. NV Kamat, Dr. Seema Sehgal chaired
the session. Dr. Dinesh Bhurani once again gave a lecture on ITP,
Chairpersons were Dr. K.S Chadha, Dr. Alok Bhandari, Dr. Anita
Rajorhia, Dr. Shashi Lata Kabra. Last session was Question - Answers.

Dr JS Arora enlightening on Prevention of Thalassemia

Mr. Sameer Bhati director operations Star Imaging gave vote of thanks.
Office bearers of IMA West Town were so encouraged that they
promised to organize such more activities on Thalassemia.
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THIArS] Uold &1 IE1 o 91y ITD UEdTs] ¥aRE e [Tl
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Student of Lovely Professional University with NTWS
Team, Dr Praveen Sobti and Mr. TS Bhatia
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Dr SK Arora highlighting the steps taken by Govt. of
Delhi on management and control of thalassemia
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Dr JS Arora requesting Mrs Vinita Srivastava to ensure regular
supply of quality medicines in adequate quantity at all centres

Sfafy off St i Smgad faswaiTd, fieh WHR gRT fowar
7| ot enfead = AoiifEr 3k RPWD 31T 2016 & 3idFTd
AT W YHT STl 3% BT [ Wy, Iusiifded! Td
IRAR R Hisd U7 T 100 996 Jarifiye 3 | feran, ot
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Ms Sangeeta Wadhwa Ms Monisha Gogoi, Shobri Ghosh
and Aarti Yadav after receiving memento of appreciation

R, 3R SHT S = 3P A SiiaT | 3 dTeft Jr=me iR
foarR-famret farar 3iR weT fob 3 2 3mY Fvd Y| iR I Tt
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25 qf SiRigHT YafifEr fiay - vEaret WARYE
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Mr. Shamsher Singh Relan
highlighting association of
Jaquar with NTWS

Dr JS Arora giving memento to
Ms Rachna Narula
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Mr. Anil Thakral and Ms Tanu
Thakral receiving couple lucky
draw from Mr. Relan

Mr. Mohit sharma and Ms Pooja
Chawla Sharma receiving couple
lucky draw from Ms Rachna Narula
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Dr Rimjhim Bakshi iving

token of appreciation

Ms Pooja Gupta receiving
token of appreciation

Mr. Gagan Oberoi and Ms Nupur
Oberoi receiving couple lucky
draw from Prof. AN Bhattacharya

Mr. Pankaj Sethi receiving
token of appreciation
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Dr JS Arora, Ms Monisha
Gogoi & Ms Aarti Yadav
from NTWS participated in a
workshop CSR of People
with Disability at Dwarka
organized by Sarthak.
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4th WOMEN ASTITVA SAMMAN 2019

NTWS Team during 4th Women Astitva Saman Award
function at PHD Chamber of C ce

National Thalassemia Welfare Society was honoured by 4th WOMEN ASTITVA SAMMAN 2019 programme on February 15,2019 at the PHD
House, New Delhi. By PHD Women and Child Development Committee. The “SAMMAN” is given to the organizations which work for the growth
of women within the organization by “Training interventions, women empowerment & gender sensitive workplace”

DrJS Arora General Secretary National Thalassemia Welfare Society was honored with the “SAMMAN” on behalfof NTWS.

Thalassemic Children

Welfare Society

Jalandhar has arranged

a free Medical check

up & distribution of

free medicines camp

e for thalassemic

patients in Thalassemia

ward civil hospital

Jalandhar, on 31st'

march 2019. (Sunday) at 10 a.m. Dr. J.S.Arora (NTWS New

Delhi) & his team examined all the patients & their lab tests (being

got done by TCWS) and prescribed required medicines to them.

S.Inderjeet Singh Ghattaur, Daljeet Singh Sian & Biba Jaswant

Kaur ji of U.K along with Sh. S.S. Khattar (managing director

Help Thalassemics) distributed the prescribed medicines free to
the patients report by Er. T.S. Bhatia Gen. Secy. TCWS Jalandhar.

Dr. JS Arora handing over free
Mr. Raju Berman also seen in picture
Mr. TS Bhatia, Mr. SS Khattar and donor

CME on Thalassemia
organized at Swami
Dayanand Hospital
(SDH), Shahdara on 5-04-
2019 Dr Sonam Upadhaya
give a talk on Transfusion
Therapy, Dr. Nandlal
Chaudhary spoke on
Complication of Transfusion Therapy, Dr. Arora enlightened about
Iron Overload and Chelation, Dr. Richa Maurya stress the need of
Prevention of Thalassemia and Dr. VP Choudhry gave a lecture on ITP.

Dr JS Arora delighting on Iron overload & Chelation Therapy

Dehradun

Dr. JS Arora along with Dr Kiran Juneja, Dr. Sujata
Sinaha & Dr. RNK Bamezai Geneticist and Padma Shri
Awardee at thalassemia checkup camp Dehradun

Dr. JS Arora visited Dehradun and held a thalassemia checkup camp
over there on 11th & 12th April 2019. He along with Mr. Puneet Kaura
visited Shri Mahant Indiresh Hospital Dehradun. Dr. Utkarsh HoD
Pediatrics agreed to start a thalassemia unit in is department.

International Thalassaemia Day 2019, Hindu Rao Hospital

Thalassaemia Day Care Center, Hindu Rao Hospital

Thalassaemia Day Care Center was established 15 years back on 8th
May 2004. Unit celebrates 15 years of providing quality services to
Thalassaemia Major Patients. The unit has been organizing different
activities each year. This year on 4th May to celebrate International
Thalassaemia Day a cultural programme was organized, in which
Thalassaemia Major Patients of the center performed.

Children took active part in doing decoration making Rangoli etc. The
paintings made by children were very attractive and displayed outside
the Hall.
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Dr Alka Mathur, in charge Thalassaemia Day Care Center elaborated
the theme of the International Thalassaemia Day 2019 and how the
center is trying to bridge the facilities for the patients.

Thalassemia patient and staff of thalassemia day care
centre at Hindu Rao Hospital

For all the patients above 10 years T2 * MRI was done free of cost from
AIIMS by coordinating with Hematology and Radiology department of
AIIMS. It has been coordinated to get HCV RNA done from NCDC and
in future free medicines will also be provided. Blood Bank in-charge
has coordinated with Indian Red Cross Society for getting blood from
Red Cross Blood Bank for patients with Auto and Allo antibodies and
testing for the needed patients.

Dr Alka gave report of the last 15 years how the number of 15 in 2004
has increased to 82 since last year. Due to shortage of beds it was
decided in a meeting at DHA office that no new patients will be
registered till beds are increased or there is a vacancy due to any reason.
Till that time either they will be given transfusions in the emergency
ward or efforts will be made to get that patient registered at another
center.

Thalassaemia Major Mr. Aman Arora, who is taking treatment from
HRH Thalassaemia Day Care

center, shared his journey with

thalassaemia Major at Hindu Rao

Hospital.

Master Akhilesh 14-year-old
raised the question of difficulty of
arranging blood donor. On behalf
of Incharge Blood bank it was
declared unless there is acute
shortage no replacement will be
asked from Thalassaemia Major
Patients.

Mr. Aman Arora sharing
his experience

The cultural programme was by patients of thalassaemia major of the
center. They showed their other skills also like painting and decorated
the hall with rangoli etc .

Mrs Kiran mother of two Thalassaemia Major shared her journey and
how Thalassaemia Day Care, Hindu Rao Hospital has made it easier.

Dr. Raju, HOD Paediatrics and Additional MS assured about the
efforts for availability of Medicines and filters. Additional MS. Dr.

Vibha Verma also requested need for more involvement of medicine
department of caring of the adult patients Dr. Raju also stressed the
need of separate ward for Adult children.

NCERT Initiative on newer disabilities

The Rights of Persons with Disabilities Act, 2016 includes
haemophilia, thalassemia, sickle cell disease. Children affected with
these medical conditions are facing difficulties in their day to day life as
well as in receiving quality education. This DEGSN (Department of
Education of Groups with Special Needs) has under taken a research
study entitled “Education of Children with Disabilities due to Chronic
Health Impairments: Case studies” for the year 2018-2020.

Dr. JS Arora along with faculty at NCERT campus

The objectives of this study was to explore the nature and severity of
CHI causing disabilities in children, to identify the difficulties in
learning among these children, to study the existing education
interventions for these children with reference to their clinico-
therapeutic profile and to analyse the efficacy of existing educational
intervention programmes on learning outcomes. A pilot study was
conducted with children having thalassemia at the NTWS Centre Tilak
Nagar, New Delhi on Sept., 9th, 2018.

In this regard, the draft research tools were prepared. The department
organized a three day workshops for finalization of the developed tools
from 13th and 15th February, 2019 at DEGSN-Centre, NCERT
campus, New Delhi. Dr. VP Choudhry and Dr. JS Arora were invited to
the Department of Education of Groups with Special Needs (DEGSN)
at Sri Aurobindo Marg, New Delhi-110016 to give their expert opinion

NCPEDP Meeting, 2019

National Centre for Promotion of Employment for Disabled People
(NCPEDP) an umbrella organization of cross disabilities organized
meeting of the national consultation on the Convention on the Rights of
Persons with Disabilities (CRPD) report on 11th & 12th January 2019
at USI, New Delhi.

Indian Government had submitted the Country Report to the UNCRPD
Committee. NCPEDP had worked on a parallel report in the previous
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years and this year again to have a final consultation on the same,
activists from various disability groups were invited to contribute to
this paradigm change in the disability movement in India.

NCPEDP meeting on UNCRPD in progress

Dr. JS Arora and Ms Monisha Gogoi attended this meeting to share
their views from NTWS.

WHO expert consultation to enhance patient and family engagement
for the provision of safer health care 5th & 6th February 2019, Lisbon,
Portugal.

Dr. JS Arora along with Sir Liam Donaldson World Health Organization's
envoy for patient safety, Chair in Public Health at the London School of Hygiene
and Tropical Medicine, Dr. Neelam Dhingra a Coordinator for the Patient
Safety and Quality Improvement Unit, in the Service Delivery and Safety
Department at the World Health Organization, Mr. Kawal Deep Singh Sehmi
CEO of IAPO and other international delegates at Patient for Patient Safety
advisory group meeting at Portugal.

Dr. JS Arora general secretary National Thalassemia Welfare Society
was invited to the meeting “Strengthening the WHO Patients for
Patient Safety programme to enhance patient and family engagement
for the provision of safer health care” as member advisory group
Patients for Patient Safety on 5th & 6th February 2019 at Lisbon,
Portugal.

The agenda was focused on Creating a global vision, strategic
directions and priority. interventions for strengthening WHO PFPS
programme, including training and capacity building and Taking
Patients for Patient Safety programme forward.

Thalassemia awareness session at school

A special assembly was organised in Kamal Model School Mohan
Garden on 10th May'19 and Dr. JS Arora was invited to sensitize the
senior class students during assembly. Over 500 students were present
during the assembly, though the programme was scheduled at short
notice students prepared a skit on thalassemia and played on the stage.
Dr. JS Arora informed that thalassemia major is genetic disorder,
treatment is very costly but preventable. He apprised audience about
the latest development in the prevention and cure of thalassemia. He
interacted with students and staff members and gave detailed answer in
reply to their doubts. Dr. JS Arora appreciated the sincere effort of Mrs
Vandana Tendon principal and Mrs Pushpa Jindal, academic Advisor
for taking initiative for such anoble cause.

Thalassemia Awareness

Shri Ram Global School, Delhi-West also held a thalassemia awareness
programme with the students during assembly session on Friday,
24th May, 2019 in the school premises. Dr. JS Arora was invited to
sensitize the students and teachers on Thalassemia. Ms. Aarti Yadav
also accompanied to the event.
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News - Across India

Thalassemia awareness and screening camp organized by IRCS Ahemadabad' ITD 2019, Samaroh Akola, Maharashtra

ITD Kerala 8th, May’ 19 Telangana Society

NATIONAL THALASSEMIA WELFARE SOCIETY (Regd.)

KG-1/97, Vikas Puri, New Delhi-110018
www. thalassemiaindia.org, E-mail : ntws2019@gmail.com

Special Subsidised Rates for Poor Thalassemics NTWS Thalassemia Centre
Registered with NTWS Free Thalassemia Clinic, 2" Sunday every month
Medicines & Equipments Registration time : 9am to 12 noon
Asunra  400mg  100mg Oleptiss  360mg  180mg 90mg Address
Desirox  500mg  250mg Leucocyte filters NTWS Thalassemia Centre

Infusion Pumps
Scalp Vein Set

Desferal 0.5g

Deferijet 500mg  250mg
Desifer ~ 400mg 100mg
Kelfer 500mg  250mg

2" Floor, Community Centre, DUSIB,
Above Voter ID & Ration Card office,
Near Gurudwara Singh Sabha,

Medicine Distribution Centre : Block-12, Tilak Nagar, New Delhi-110018
Shop No. 101, First Floor, Gupta Tower-I, Near Mother Dairy, Sonia PVR C ial Area, .
G-Blook, Vikas Puri, New Delli-18 Mob, 9311166710 / 711 / 712, 9811420713, Ph. 01142316079 | [__FD- 9311166710-711-712 & 9811420713
MEMBERSHIP ADVERTISEMENT CHARGES

Any person can become Member of the Society by filling up the

INLAND FOREI
requisite form and sending a DD in favour of : NLAN 0 GN

National Thalassemia Welfare Society Sponsorship Rs. 100,000 US$ 6,000
Form can be download from website : www.thalassemiaindia.org Cover Page
Life Member Indian INR 500 ins?ge o o gg’ggg 322 }ggg
NRI/Foreigner USD 100 neideBae S ’
. Inside
Donor Member Indian INR 5,000 1 | bl page colorety~~ Rs. 15,000 US$ 500
NRI/Foreigner USD 1,000 | | HalfPage (Black&White) Rs. 3,000
Patron Indian INR 50,000 Back
NRI/Foreigner USD 10,000 Full Page Rs. 50,000 US$2,000
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Mrs. Sobha Tuli (Delhi) M. 9810019950
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Dr. Mrs. Praveen Sobti (Punjab) M. 9876130612
Dr. Suman Jain (Telangana) M. 9989706399

Dr. Tarak Nath Mukhopadhaya (W.B.) 9330962379
Dr. Vinky Rughwani (Maharashtra) M. 9373107141

GENERAL SECRETARY :
Dr. J.S. Arora (Delhi) M. 9311166711

JOINT SECRETARY :

Mr. N.N. Vidhyarthi (Bihar) M. 9431067142

Dr. Ravindra Kumar Chhabra (M.P.) M. 9098722936
Mr. Sudhir Sethi (J&K) M. 9419148991

Mr. Vinay Shetty (Maharashtra) M. 9820146448

TREASURER :
Neelam Khurana (Delhi) M. 9811083717

MEDICAL ADVISOR :

Dr. Jagdish Chandra (Delhi)
Dr. Sunil Gomber (Delhi)
Dr. Rajiv Bansal (Jaipur)
Dr. V.P. Choudhry (Delhi)
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Mr. Praful Joshi (Gujarat) M. 9426756265

Mr. Surrender Kumar Sitani (Pune) M. 9766511371

INTERNATIONAL CONSULTANTS :

Dr. Calogero Vullo
Div. of Paed. Centro della Micocitemia, Italy

Dr. George J. Dover
Prof. of Pead Med & Onco USA

Prof. Bernadette Modell
Prof. of Community Fenerics, London

Dr. Nancy F. Olivieri
Director-Thalassemia Program Toronto

Dr. Susan P. Perrine
Cancer Research Centre, Boston USA

Dr. Vincenzo De Sanctis
Day Hospital of Endocrinology, Italy

Published by:National Thalassemia Welfare Society (Regd.) on
behalf of Federation of Indian Thalassemics. Any Reproduction of
material contained in “National Thalassemia Bulletin” is welcome
provided “FIT” is acknowledged. 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
“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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Member Societies :

Thalassemia & Sickle 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 Association, 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
Thalassemia & Child Welfare Group, Indore

J & K Thalassemia Welfare Society, Jammu
Thalassemia Society of Jaipur & SDMH, Jaipur
Marwar Thalassemia Society, Jodhpur
Thalassemia Society of India, Kolkata

The Haematology Foundation, Kolkata

West Bengal Voluntary Blood Donors Forum, Kolkata
The Thalassemia Society of Kota, Kota
Thalassemia Society of U.P., Lucknow

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

We care Trust, Mumbai

Citizen NGO, Mumbai

Thalassemia & Sickle Cell Anaemia Welfare Society, Odisha

Patiala Thalassemic Children Welfare Society, Patiala
Thalassemia Society of Pune, Pune

Thalassemic Children Welfare Society, Ulhasnagar
Haryana Thalassemic Welfare Society, Rohtak
Thalassemia Haemophilia Sickle Cell Anaemia
Prevention, Counselling & BT Centre, Surat

Varanasi Region Thalassemia Welfare Society, Varanasi

NATIONAL CONSULTANTS

Dr. Deepika Deka

Prof.-Dept. Of Obs. & Gynae, A.11M.S.

Dr. David Dennison

Former Assoc. Prof.--C.M.C. & Hospital, Vellore
Dr. I.C. Verma

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

Dr. M. B. Agarwal

Prof of Haematology-Bombay Hospital & M.R.C. Bombay

Dr. N.K. Mehra

Former Dean (Research), A.1.1.M.S., New Delhi
Dr. Nishi Madan

Former Prof. & Head — Deptt of Path., G.T.B., Hospital
Dr. Nita Munshi

Director Laboratory at Ruby Hall Clinic

Dr Prantar Chakrabarti

Professor of Haematology at IHTM, Kolkata
Dr. Renu Saxena

Prof. & Head of Haematology, A.1.I. M.S.

Dr. Reena Das

Prof. & Head Dept. of Hematology, PGIMER Chandigarh

Dr. Revathi Raj
Consultant Haematologist, Apollo, Chennai
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NTWS Blood Donation Camps, January to May, 2019

Haryana Roadways Association Gurgaon,
Blood donation Camp

DGM & Senior Managers of OBC Gurgaon
donating blood

Blood donation Camp organised
at DLF Promanade, Vasant Kunj

Blood donation Camp organised
at Bechtel India, Gurgaon

Blood donation Camp organised
at Soil, Gurgaon

Blood donation Camp organised
at Axis Bank, Noida

Blood donation Camp organised
at WNS Global Services, Noida

Blood donation Camp organised
at Tata Capital, Lajpat Nagar

Blood donation Camp organised
at Tata Capital, Jhandewalan

Blood donation Camp organised
at HSBC, Gurgaon

Dr. Monica, Monisha Gogoi & the Studends
of IITM Janakpuri after donating blood

During Blood donation Camp organised
at DLF Promenade, Vasant Kunj
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