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MESSAGE

I compliment the National Thalassemia Welfare Society and
the Department of Haematology, AIIMS who are jointly
organizing the 7th National Thalassemia Conference in New
Delhi on April 19-20, 2014. Dealing with Thalassemia is
going to be a major challenge for health sector in South Asia.
Though no data is maintained at national level, but it is
estimated that 10,000-12,000 new Thalassemia patients are

added every year in India.

Cumulatively it is a huge challenge that government alone
cannot address. Therefore, a greater participation of private
sector and voluntary organization is called for. Thanks to
galloping advances in medical science there is improvement
in Thalassemia care & control. I am sure the 7t National
Thalassemia  Conference  will throw up  better
alternatives/strategies. My best wishes are with the

organizers.

(Arun Jaitley

Residence : A-44, Kailash Colony, New Delhi-110048 Tel. : 29237483, 29244587, 29248212 Fax : 29232358
Website : http://rajyasabha.nic.in http://rajyasabhahindi.nic.in
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MESSAGE

It gives me immense pleasure to know that National Thalassemia
Welfare Society is organizing the 7" National Thalassemia Conference in
association with Department of Haematology, AlIMS, New Delhi on 19 and 20
April, 2014 at AlIMS, New Delhi.

Thalassemia is one of the most common genetic blood disorders in
India. The survival of thalassemics depends upon repeated blood transfusions.
The conference is expected to provide the required platform to professionals in
the field for delivery of better patient care.

I wish the conference all success.
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4" March, 2014

U T 156, T-wwy, i aE, 7E - 110011
Room No. 156, A-Wing, Nirman Bhawan, New Delhi-110011
Tele : (0) 011-23061863. Fax :011-23061252, E-mail : secyhfw@gmail.com
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MESSAGE
<

I am happy to know that National Thalassemia Welfare Society in association
with Department of Hematology, AIIMS is organizing 7" National Thalassemia
Conference on 19t and 20th April, 2014. I understand that in this conference many

faculty from India and abroad will provide state of art information on “Advances in
Thalassemia Care”.

Thalassemia is one of the common genetic disorders and it requires a multi-
specialty approach for management. That ‘Prevention is better than Cure’ is best said for
Thalassemia. All the doctors including Gynecologists, Pediatricians should make all
efforts to prevent this disease and accordingly public awareness about the disease, its
prevention, management is to be nurtured and applied with all sincerity.

~—

I wish the event a grand success.

( Prof. M\C. Misra )




afaa W smyfdem weam Y o All India Institute of Medical Sciences,
A TR, 98 feeei—110029 ’ Ansari Nagar, New Delhi-110029, India
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MESSAGE

I am delighted to note that the National Thalassemia Welfare Society (NTWS) is
organizing their 7" Conference jointly with the All India Institute of Medical Sciences at the
Jawaharlal Auditorium of the AIIMS from April 19-20, 2014. NTWS has been associated with
us since its inception in 1991 and has been doing a splendid job in creating awareness about the
disease both in the society and amongst the experts. It is heartening to note that the society is
dedicated for the care and control of Thalassemia by creating facilities for optimum treatment
of the disease, educating families and the community, and creating awareness amongst doctors
on latest developments in the field.

Survival of a thalassemia major child depends largely upon lifelong blood transfusions,
which are beset with several difficulties and complications. Permanent cure lies in
hematopoietic stem cell transplantation from an HLA identical sibling donor. Unfortunately,
such donors are limited and it is imperative to search for alternate sources by creating voluntary
unrelated donor marrow registries.  Simultaneously, it is important to create centres of
excellence in the country for performing state of the art HLA tissue matching facilities. To that
extent, the Department of transplant immunology and Immunogenetics at the AIIMS has been
successful in establishing various advanced technologies for providing state of the art tissue
typing facilities at the molecular level and make the same available to those who require at the
national level. It is critical to develop expertise for performing successful stem cell
transplantation using unrelated non-family marrow donors and this will go a long way in
providing care to all our Thalassemia patients and in alleviating their suffering. I am confident
that with the support and cooperation of everyone including doctors, scientists, families,
community and policy makers, this will soon become a reality.

I wish the conference a great success and thank the organizers for their efforts.

New Delhi Prof. N.K. Mehra
April 2, 2014 Dean (Research)

qg'am_/ Phones : (+91 11) 26593277, 26588495, BT W0 / Fax :011-26588663, 26588641
-9 / e-mail : deanresearchaiims@gmail.com, researchectionaiims@gmail.com
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Message from the TIF President, Mr. Panos Englezos
7th International Conference on Thalassaemia
Jawaharlal Nehru Auditorium, AIIMS, New Delhi19-20 April 2014

Dear Friends,

On behalf of the Thalassaemia International Federation (TIF), I would like to

say that it is a great honour and a real privilege to address an audience of

friends, patients and parents, scientific and medical collaborators and

distinguished guests. I take this opportunity to congratulate the organisers,
including the President of the National Thalassaemia Welfare Society (NTWS), Dr J. Singh
Arora, for their tremendous effort in the organisation of this important educational event.
What began as a national event in the past, it has now become a significant bi-annual
institution not only nationally, but also regionally. Events of this high calibre serve to spread
the current knowledge on the clinical management and prevention of thalassaemia throughout
the Indian sub-continent, but also to the neighbouring countries. TIF is indeed honoured to
have been invited to participate in this event.
We would like to warmly congratulate the Indian Central and States' health authorities for the
many improvements, we are witnessing in the clinical management of haemoglobinopathies
provided to our patients in India, through the years, p and for their commitment to include
these diseases in the 12th Five Year Plan (FYP).
These observed advances reflect on the improved quality of life of our patients, giving a better

chance to live a full and productive life. Indeed, with optimal treatment, there are now no

restrictions or limits to the type of activities and exercises these patients can participate in.

Patients with thalassaemia prove daily their endurance and their will to strive for the best
quality of life. Optimal treatment will enable them to fulfill their goals and dreams.
However, there are still many and difficult steps to take in achieving full coverage and access

of all patients across India to quality health care. In 2013, TIF embarked on a 3-year project for

www.thalassaemia.org.cy
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India, in collaboration with the Federation of Indian Thalassaemics and the medical and
scientific community of the country, focused on the development of a Charter of Priorities for
the Indian Ministry of Health and Welfare, Government of India and eight individualised State
Charters, for eight (8) states, namely Maharashtra, Gujarat, Madhya Pradesh, Delhi, Punjab,
Haryana, Chandigarh and Uttar Pradesh, included in the project.

The objective of the 'Charters of Priorities' is to identify the needs/gaps in the health care
services provided to these patients, and to highlight essential improvements, both at the
Central and States' level that, based on international recommendations and guidelines, need to
be taken. The compilation/preparation of the 'Charter of Priorities' has been achieved through
a collective effort, involving FIT, relevant NGOs, medical/scientific communities and States'

officials, to whom TIF is greatly indebted.

The next steps of the project will aim to support and lobby for moving forward the

materialisation of the 'Charters of Priorities' to achieve changes, and extend the 'realms of the
project' to support other “heavily affected” states.

In light of this information, we would like to encourage the Central Government of India as
well as the individual Sates' governments to endorse the above-mentioned Charters. This will
serve as the reference starting point towards instigating the implementation of further
improvements to the available services, ensuring that all patients with thalassaemia have
appropriate and regular access to the best possible treatment, and towards establishing
countrywide policies for the prevention of haemoglobin disorders. TIF is ready and very
committed to assist in these efforts in every possible way.

We, the thalassaemia worldwide family, must not rely on our governments, alone. It is the duty
of the medical community, every association, every club, every parent's group, and every
active individual or citizen to do what they can to assist in providing the means to ensure that
all patients with these diseases acquire equitable access to quality care. Only then, we can
proudly say that 'we have contributed towards a brighter future for our Thalassaemia Family'.
In our long-term work with Thalassaemics India, FIT, the NTWS and other about 14-15

www.thalassaemia.org.cy
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Thalassaemia Associations members of TIF, but importantly through the representation of
India on the Board of TIF, through Mrs Shobha Tuli, and currently through our task force
members, including Dr Arora, we have come to evidence the very high level of voluntarism
that and academic resources that are present in this country — elements that on their own have
achieved most of the advances that we, today, see in this highly populous, but culturally and
historically unique country.
TIF has great faith in the sincerity, altruism and competencies of the people of India, its
medical community and official health authorities, and will thus continue to invest for a
brighter future of our patients and their families. Our guarantee:

“The quality of your soul and the strength of your mind!”
In this context, I would like to encourage each and every one of you to rally behind and fully
support the patients associations and FIT, in order to transform them into strong advocates to
lead the fight for securing and protecting your rights as patients and human beings.
In ending, on behalf of TIF, I would like to welcome of all you in this highly anticipated,
extremely constructive educational event, and we are pleased to count you amongst our
members and collaborators. Let us all join our hearts, unite our voices and let us lift our stature
to embrace our patients with thalassaemia. Your collaboration is invaluable to our united goal

of improving the status of thalassaemia in every country of the world. United we will win!

Unity Is Our Strength!

ot

Panos Englezos
President

Thalassaemia International Federation

www.thalassaemia.org.cy




National Thalassemia Welfare Society (Regd.)

ORGANISATION FOR AWARENESS OF THALASSEMIA AND TO HELP THALASSEMICS
KG-1/97, Vikas Puri, New Delhi-110018 Ph. : 25507483, 25511795 Fax :@: 91-11-28543576
(R. No. S/26823. Registered under Societies Registration Act XXI of 1860)

MESSAGE

It's a matter of pride for us that we are holding our 7" National Thalassemia Conference, in
association with Dept of Hematology, AIIMS on Saturday & Sunday 19" & 20" April
2014 at Jawaharlal Nehru Auditorium, AIIMS, New Delhi. We are also organizing a
Workshop at UCMS & GTB Hospital on Monday, 21% April 2014.

National Thalassemia Welfare Society has always been in the forefront in disseminating
the latest development in the field, among Doctors, Thalassemics & Parents.

Thalassemia is a crippling disorder even with best possible care and it becomes difficult for
a Thalassemia patient to compete with the peers. Above all high cost of the treatment also
adversely affects the financial status of the families, so affected. .

We have been struggling for long for inclusion of Thalassemia, in the list of Disability for
the benefit of People by the Disability Act. The Government has recently introduced bill in
Rajya Sabha which includes Thalassemia in the list of Disabilities. We expect this to be
passed in the next parliament session as soon as the new Govt. is formed. It will help in
improving the status & quality of life of Thalassemics.

| appreciate the efforts of my Colleagues, Sponsors, Delegates and distinguished

[nternational & National Guest faculty, for their help in organizing the 7th National
Thalassemia Conference and also making it a success.

(Km. Surrendar Saini)

f Donation to the Society are exempt U/S 80G of Income Tax Act. 1961.
Society is Regd. under Foreign Contribution {Regulation) Act (R.No. 231650969) to accept Foreign donations.




PROGRAMME

Registration : 8AM to 9AM
DAY 1, Saturday 19th April 2014

Session I Diagnosis and Transfusion

1. | Diagnostic Enigma : Clinical Dr. VIP Viprakasit 20 9:30 to 9:50am ) )
Dr. Mausumi Swami
2. | Diagnostic Enigma : Laboratory Dr. H. Pati 20 9:50 to 10:10am
Dr. Neelam Sood
3. [ Dus Ka Dum/Power of Ten Dr. A.P. Dube 20 10:10 to 10:30am .
Y Dr. Kirti Nanal
4. | Alloimmunisation Dr. V.P. Choudhry 20 10:30 to 10:50am

Session II Chelation Sposored by NOVARTIS Oncology
Lo Dr. Amita Mahajan

1. | Monitoring of Iron Overload & Dr. 1.S. Arora 30 12:00 to 12:30pm

Dr. J. M. Khunger
2. |Is Old Still Gold Dr. Praveen Sobti 20 12:30 to 12:50pm

Dr. C.B. Das Gupta

3. |Oral Chelation Dr. Maria D Cappellini 30 12:50 to 1:20 pm

Dr. Alka Mathur
4. | Combination Options Dr. Sunil Gomber 30 1:20 to 1:50 pm

Session III Transfusion transmitted Infections

1. | Narowing the window/ Dr. M. Angastiniotis 20 2:40t0 3:00pm | Dr. Neelam Mohan
How safe blood is secured
IO ——— Dr. S. L. Broor

atural History and Treatment o . . .

2. Hep B and Hep C Dr. S. K. Sarin 30 3:00pm to 3:30pm | - Veena Doda
Session IV Splenectomy
Splenectomy When+ Why Dr. Maria D Cappellini |~ 30 |3:30 pmto 4:00pm| Dr. R.K. Gupta

Dr. Bharat Singh




Session V Entering the Adulthood

Sponsord by SUN Oncology

Cardiac Complications in . . 20 4:00 to 4:20 .
L. | Thalassemia Major and Intermedia Dr. Vikas Kohli A0TSR Dr. D. D. Golani
itori i i 30 4:20 to 4:50pm
2. | Monitoring of Thalassemics Dr. Rajeev Bansal p Dr. Mrs. J. Sardana
3. | Need for multidisciplinary care Dr. M. Angastiniotis 20 4:50 to 5:10pm
pliary g .
Mrs. Shobha Tuli
. . Sangeeta Wadhwa, Mukesh Agarwal . .
4, Sweet 16, Crossing the bridge Sigmhi; Bz;shi, DE SJVS_ ms 40 4:50 to 5:30pm
TEA 05:30pm
Day 2, Sunday 20th April 2014
S. No. Topic Speaker Minutes  Timings Chairperson
Session VI Meet the Expert Session
T . Dr. Cappellini &
Auditorium- Chelation Dr. V. P, Choudhry 60 8.00 to 9.00am
Conference Hall- Diagnostic Dr. Vipraksit &
Challenges TM and TI, Transfusion | Dr. Jagdish Chandra 60 8.00 t0 9.00am
Dr. V. K. Khanna &
LT- BMT, MUD, CBT, HU Dr. Dinesh Bhurani 60 8.00 t0 9.00am
Session VII Roll on to control
1. | Approach to antenatal diagnosis | Dr. Madhulika Kabra 30 9:00 to 9:30am
Dr. Seema Kapoor
2. | Thalassemia Control Programme | Dr. Sujata Sinha 20 9:30 to 9:50am
3. | Carriers Diagnosis Dr. 1. C. Verma 20 [9:5010 10:10 am | D Suman Mendirata
4. Antenatal Diagnosis Dr. Sangeeta Gupta 20 10:10 to 10:30am Dr. N.V. Kamat
5. | Cordocentesis Dr. Renu Saxena 20 [10:30 to 10:50am
Session VIII Intermedia Care, Equal Share
Medical Treatment of Dr. Prantar Chakrabarti . . o
L. | Thalassemia Intermedia 30 ]10:30t0 11:20am) pr. Rahul Naithani
2| Thrombophilic Complications Dr. V. K. Khanna 30 [11:20 tol1:50am | Dr. Anupam Prakash




Session IX Teens to Kings and Queens

1. | Growth and Puberty Dr. Anju Seth 300 ]11:50pm to12:20pm
Dr. Sangeeta Yadav
2. Bone Disease in Thalassemia Dr. Rashid Merchant 20 12:20 .
:20pm to12:40pm .
Dr. Radhika A.G.
3. Diabetes & Thyroid in Thalassemia | Dr. Anju Virmani 30 12:40pm to 1:20pm . .
Dr. Rita Ranjan
Fertility & Pregnancy in Thalassemia 30 1:20 pm to 1:50pm
4. Major & Intermedia Dr. Vatsala Dadhwal p P
Lunch 01: 50 to 02:50pm
Session X Cure
1. Stem Cel} Transplantation Indications Dr Vikram Mathew 30 2:50 pm to 3:20pm
and how it can be supported Dr. Rahul Bhar ova
2. | Life after BMT/ Impact of Transplant |Dr. Ajay Sharma (Brig.) 30 3:20pm to 3:50pm
Dr. Inusha Panigrahi
3. Developments in Gene Therapy Dr. M.B. Aggarwal 30 3:50pm to 4:20 pm
Dr. N. K. Mehra
Question Answer Session / . .
Valedictory Function 4:10pm 0 3:20 pm
Day 2, Sunday 20th April 2014 Doctor's Session 01: 50 to 02:50pm
S. No. Topic Speaker Minutes Timings Chairperson
Doctor Session | NTDT Sposored by NOVARTIS Oncology
1. Natural History/ : . : . .
Molecular Aspect of NTDT Dr. VIP Viprakasit 30 %:30am to 10:00am | Dr. Gauray Kharya
2. | Medical Treatment of NTDT Dr. VK. Khanna 30 10:00am to 10:30am | Dr. Rekha Harish
including BT and Chelation
3. Complication of Thalassemia Dr. M.D. Cappellini 30 10:30am to 11:00am Dr. K.K. Kaul
Intermedia
Doctor Session II Thalassemia Major Sposored by CIPLA
Overview of Thalassemia . .
11:00 am to 11:30
4. Major management Dr. V.P. Choudhry 30 amto an
Switchover - Paediatrician ; .
5. | to Physician Dr. Jagdish Chandra 30 | 10:30amto 12:00pm | Dy, M, Angastiniots
6. | NTDT Indian Scenario Dr. Prantar Chakrabarti 30 12:00 pm to 12:30 pm
Dr. Bhavna Dhingra
7. | Infections in Transplant Dr. Dinesh Bhurani 30 12:30pm to 1:00 pm
8. | Debate Cure vs Care ?zrb[r).h\z;?aChoudhry 30 1:00pm to 1:30pm




The 7th National Thalassaemia Conference
Parallel Workshop for Patients Capacity Building 19th Apr 2014
Conference Hall AIIMS, near Jawahar Lal Auditorium

Session A. The Associations
Chairperson: Dr. Madhuben R. Naik

. The role of national patient support associations in promoting services
Mrs. Shobha Tuli 3:00-3:20pm

. The work of TIF and its role in promoting the rights of patients with
Haemoglobin disorders
Dr. M. Angastiniotis 3:20-3.40 pm

Session B. How competent organisations can contribute to service
Development
Chairperson: Rtn. Pankaj Tanna

1. Strengthening associations, alliances: the need for a united voice;
government advocacy
Vinay Shetty 3:40-4:00pm

2. Challenges faced by thalassemics in education, employment & marriage
Lily Cannon 4:00-4:20pm

Session C: Panel discussion
Coordinator: Lily Cannon
Panel: Dr. Praveen Sobti: Ashok Khatuja: Pankaj Tanna 4:20 - 4:50pm




Workshop on Thalassemia
Monday 21st April 2014
Library Block, UCMS & Guru Teg Bahadur Hospital,
Dilshad Garden, Delhi-32
PROGRAMME

Breakfast 9:00am to 9:30 am
Diagnostic Challenges
(a). Patient has been transfused before the diagnosis is made.
Dr. Satender Sharma 9.30am-9.50am
(b). Late diagnosis of Thalassemia Major (>3 years) vis a vis Thalassemia Intermedia
Dr. Seema Kapoor 9.50am-10.10am
Transfusion & Chelation
(a). Shifting from lower transfusion to hyper transfusion
Dr. S. Sudha 10.10am-10.30am
(b). When to start transfusion and chelation in Thalassemia Intermedia?
Dr. V. K. Khanna 10.30am-10.50am
(c). Combining chelators How and when?
Dr. Sunil Gomber 10.50am-11.10am
TEA 11:10 to 11:30am
Monitoring
(a). Monitoring of Thalassemia Intermedia
Dr. V. P. Choudhry 11.30am-11.50am
(b). Bone deformity (Disease or chelator complication)
Dr. Jagdish Chandra 11.50am-12.10pm
Growth
(a). Optimum Growth with Optimum Chelation 12:10pm-12:30pm
Dr. Rajni Sharma
(b). Arrested Growth and puberty inspite of adequate transfusion & Chelation
Dr. Rajni Sharma 12:30pm-12:50pm
Transplantation
(a). When and How to plan Transplantation (Best age for transplantation and

preparation, pre transplantation)

Dr. Dinesh Bhurani 12:50pm-1:10pm
(b). Post Transplant care

Dr. Rahul Naithani 1:10pm-1:30pm

1:30 pm




BIO-DATA SPEAKERS

Dr. Ajay Sharma (Brig.)
Head, Deptt. of Clinical Haematology and stem cell transplantation, R & R
Hospital, Delhi Cantt. He has special interest in Haematology & Oncology

Dr. Amita Mahajan
Sr. Consultant — Pediatric Hematology-Oncology Indraprastha Apollo
T /‘// Hospital, New Delhi. She is MD (Paediatrics) AIIMS (1992), MRCP (UK)
s ~ (1996), MRCPCH (Founder Member), CCST (Dual Accreditation in Pediatrics
& Pediatric Oncology) (1992), PALS Instructor (1998). She received “Sorel Catherine
Freymann Award” for the Best Postgraduate in Paediatrics for the year 1992.

She is member of Royal College of Paediatrics & Child Health, UK Children's Cancer Study
Group, International Society of Paediatric Oncology and Indian Academy of Pediatrics

At Apollo hospital she has set up a Pediatric Hematology Oncology service and also a
thalassemia unit in association with the Dept of Transfusion Medicine.
She has made numerous presentations at the national and international platforms. She has

been invited for presentations and guest lectures at a wide variety of platforms in the country.

She has innumerable publications in National and International journals and has written many
chapters on haematology and oncology in various books

She has been consultant Pediatric Oncologist (Llandough Hospital, Cardiff).
She is medical advisor to Thalassemics India, Foundation against Thalassemia and Cankids

DrAnju Seth
- I Professor of Pediatrics & In-charge Division, of Pediatric Endocrinology, Lady
" Hardinge Medical College & associated Kalawati Saran Children's Hospital,
New Delhi. She has been providing endocrine care to children & adolescents
with thalassemia for>10 years




Dr. Anju Virmani

Senior Consultant Diabetologist & Endocrinologist, Apollo, Max, Pentamed &
SL Jain Hospitals, Delhi

She did her MD, DNB Endocrinology (AIIMS). She has written 15 chapters in books, several
original & review articles and abstracts. Her special interest is in type 1 diabetes and neonatal
thyroid screening.

She has been chairperson, Pediatric Endocrine Chapter of IAP, founder President of ISPAE
(Indian Society for Pediatric and Adolescent Endocrinology), founder editor of ISPAE
Newsletter, Educational ambassador South Asia, International Society for Pediatric &
Adolescent Diabetes, member editorial board, Italian J of Pediatrics & International J of
Pediatric Endocrinology.

She participates in monthly thalassemia camps at Faridabad since 2003.

Dr. A. P. Dubey has a teaching and research experience of over 35 years after
passing MD (Pediatrics) from Gandhi Medical College, Bhopal,

Dr. A. P. Dubey is presently working as Director-Professor and Head,

Department of Pediatrics at the prestigious MAMC & associated Lok Nayak
Hospital, New Delhi. He is executive editor of Indian Pediatrics, the official journal of IAP
and Chairperson of Nutrition chapter of IAP. He had been President of IAP, Delhi state,
Convener and Chairperson of IAP Committee on Immunization, Executive member of IAP.
He has been awarded Commonwealth Fellowship in Pediatric Hematology at The Children's
Hospital Sheffield (UK) in 1993 and Delhi State Doctor's Award in 2011.

Dr Dubey started the Thalassemia Unit at Lok Nayak Hoapital in 1996. He is also the chief
investigator for Delhi Govt. project on “Antenatal screening of mothers for thalassemia”.
Under his leadership, Department of Pediatrics at LokNayak Hospital has established a
Pediatric Research and Genetics Laboratory, the only such laboratory under Delhi Govt.

Dr. Dubey has published over 75 research papers in various International and National
indexed journals and edited 2 books and written several chapters in various books.




Dr. Dharma Ram Choudhary did his MD Medicine from Dr. SN Medical

College, Jodhpur, Rajasthan and DM clinical haematology from AIIMS. He is

Senior Consultant and Director, Department of Haemato - Oncology & Bone

Marrow Transplantation, Dr. B. L. Kapur Memorial Hospital, New Delhi.

Formerly he was Consultant Clinical Haematology Sir Ganga Ram Hospital,
New Delhi. He got his Clinical Hematology training from CMC Vellore, India and
under Leukemia/BMT program of British Columbia, Vancouver General Hospital and BC
Cancer Agency, Canada.

He started Allogenic Bone Marrow Transplant program at Sir Ganga Ram hospital and Dr. BL
Kapur Memorial Hospital, New Delhi and has done more than 200 Allogenic Bone Marrow
Transplantation and 50 Autologous Stem Cell Transplantation on both pediatric and adult
patients. He has published 21 research papers, 4 chapters in books and presented 18 papers.

Dr. Dinesh Bhurani, Senior Consultant, Haemato-oncologist working as

Chief of Haemat-oncology Services from 2007 in Rajiv Gandhi Cancer

Institute & Research Centre, Delhi. He is the Chief of Bone Marrow Transplant

Unit. He did 67 stem cell transplants in 2012 and completed more than 250
transplants so far.

Dr. Bhurani completed DM Haematology from CMC, Vellore and did FRCPA from Royal
College, Australia He has worked as a Consultant in CMC Vellore and Associate Consultant,

Chairman at Sir Ganga Ram Hospital, New Delhi. He is a part of Indian Society of
Haematology and Blood Transfusion and also The Royal College of Pathologist of Australia.
He has been Principal Investigators for different clinical trials based on Lymphoma, Myeloma
and CLL and has been Co-Investigator into many of the Medical Oncology Trials since 2007.
He devotes his precious time for the welfare of thalassemia by regularly visiting at thalassemia
clinic organised by National Thalassemia Welfare Society.

B .
Dr. H. Pati is Professor of Hematology at AIIMS, New Delhi. He has more than
150 publications to his credit, of which more than 70 are in International
journals. His field of work include platelet functional disorders, splanchnic

vein thrombosis, enzymopathy and flowcytometry. He has been General
Secretary, ISHTM.




Dr. I. C. Verma is currently Director, Center of Medical Genetics at Sir Ganga

.- Ram Hospital, New Delhi. He was earlier Professor of Pediatrics and Genetics

F/. in AIIMS, New Delhi. He trained in genetics in UK, USA & Switzerland. He is

L4 Fellow of Royal College of Physicians, London, American Academy of

Pediatrics and National Academy of Medical Sciences, New Delhi. He has

received a number of national awards - Indian Council of Medical Research, National

Academy of Medical Sciences, and BC Roy Medical Council of India award. He has been an

adviser in genetics to W.H.O. in Geneva, and currently advises the SEARO office regarding

birth defects and thalassemia. The Genetic center offers the most comprehensive molecular
and prenatal diagnostic program in the country.

Dr. Jagdish Chandra MD, FIAP
Director Professor of Paediatric, In-charge, Paediatric Haematology, &
@ Thalassemia Day Care Centre, Programme Director, Paediatric Centre of
5 Excellence (HIV), Kalawati Saran Children's Hospital and Lady Hardinge
Medical College, New Delhi.

He has 44 publications in International Journals and 94 in National

Journals.

Dr. J. S. Arora did his MSc in Haemoglobinopathy from University College

London and Training course on Haemoglobin Disorders at Belgium. He is

Founder President, National Thalassemia Welfare Society (established 1991),

General Secretary, National Thalassemia Welfare Society since 1994, Founder
General Secretary, Federation of Indian Thalassemics since 1994. He has been instrumental
in establishing many new Thalassemia associations in India.

He is PFPS (Patients For Patient Safety) Champion since 2007 under Patients for Patients
Safety programme of SEARO, WHO. Member, Ethics Committee IIT Delhi. He has been Co-
ordinator, Thalassemia Cell, DHS Govt. of Delhi, Member, Hospital Advisory Committee,
DDU Hospital and Member Delhi State VAT Advisory committee, Govt. of Delhi.

He hasreceived “Life Time Service Award” from PHO Chambers of 1AP.

He is Co-Author of the Books “Care & Control of Thalassemia: In the New Millennium” 2000




and “Perspectives in Thalassemia” 1994 and executive editor of the “National Thalassemia
Bulletin”.

e *
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Dr. Michael Angastiniotis — TIF Medical Advisor
| Dr. Michael Angastiniotis graduated in Medicine from the University of
; By Aberdeen (Scotland) in 1966, and obtained his DCH (Diploma in Child Health)
in Paediatrics in 1976 from the Royal College of Physicians of Glasgow. He did
various courses, such as Thalassaemia (Biochemistry — Prenatal-diagnosis),
Genetics, and Haematology/Oncology in UK.

Dr. Angastiniotis has been amember of the Thalassaemia Control Programme.

Dr. Angastiniotis is also Special Advisor and Consultant for the control of
Haemoglobinopathies in the Eastern Mediterranean region. He is member of the Board of
Directors of the Cyprus Institute of Neurology and Genetics, and of the WHO Expert Advisory
Panel on Human Genetics. He has published a great numberof scientific articles, including on
Haemoglobinopathies Until retirement, Dr Angastiniotis was Director of the Paediatric
Department of Archbishop Makarios I11 Hospital and the Thalassaemia Centre. Since 2004, he
has been employed by TIF as Medical Advisor.

Dr. Madhulika Kabra, Professor, Genetics division, Department of
Paediatrics, AIIMS, New Delhi. Her centre has been designated as a WHO
Collaborating Centre and recognized by Government of India Centre of
Excellence for training in Genetics. She has 200 publications in Indexed
Journals and 25 chapters in books.
She is president, Genetics chapter of Indian Academy of Paediatrics, Secretary Indian society
of Inborn Errors of Metabolism, Joint Secretary, Society of Fetal Medicine, Member of the
Board of directors of Asian Society for Inherited Metabolic Diseases, Member Task force for
Anatomy, Anthropology & Haematology — ICMR, Member Task Force Human genetics
ICMR, Member, Editorial Board of Indian Journal of Paediatrics.

Dr. Maria Domenica Cappellini, MD, FACP, FRCP

Dr. M. Cappellini qualified as an MD in 1974 at the University of Milan, Italy.

She is Professor of Internal Medicine at the University of Milan and Chief of the

Internal Medicine Department and of the Regional Rare Disease Centre at the
Policlinico Foundation, Milan Italy.




Dr. M. Cappellini has been active in the fields of thalassaemia, haemoglobinopathies, and the
haem biosynthetic pathway for over 30 years. She has published a large number of peer-
reviewed original articles. She contributed to the characterization of the molecular defects of
thalassemic globin genes in Italy; she defined the genotypes of Italian patients with
thalassaemia intermedia that became nationally important for prenatal diagnosis. Professor
Cappellini focused on the phenotypic expression of thalassaemia major and intermedia and
evaluated the genotype-phenotype relationship.

She identified the mechanisms underlying the thrombotic risks in thalassaemia intermedia.
She isinvolved in clinical trials for new iron chelators.

Professor Cappellini is President of the European Federation of Internal Medicine (EFIM).
She is a member of many International Hematology Associations. She is scientific adviser to
the Thalassaemia International Federation (TIF) and contributes to their meetings to establish
guidelines for the clinical management of thalassaemia.

Mr. Mukesh Agarwal
He is a parent of a Thalassemia Major child. He has been actively involved
inTIF capacity building projectin2013.

Dr. M. B. Agarwal, Head, Department of Haematology, Bombay Hospital

Institute of Medical Sciences, Mumbai. Ex-President - Indian Society of
Haematology (2009-10) President - Mumbai Hematology Group
(2013-14).

Dr. Prantar Chakrabarti did his MD & DNB in General Medicine and DM in

Clinical Haematology from AIIMS, New Delhi. He is the recipient of many

national and international accolades including Royal College of Physicians

International Bursary, Harold Gunson Fellowship, and Marie Curie Action
Fellowship.




Dr. Chakrabarti has received specialised training in Ethics of Human Subject Research,
Biostatistics from Johns Hopkins University Baltimore, and Stem Cell Transplantation from
King's College, London. Dr. Chakrabarti also has many successful research projects
(including multicentric ones) to his credit.

Dr. Chakrabarti has a special interest in Haemopoietic Stem Cell Transplantation,
Thalassaemia, and Translational Research. He is recipient of many awards including “Best
Oral Presentation Award” at the ESO Inside Track Conference on “Leukaemias: Molecular
Insights to Treatment Paradigms” at Mumbai [March 2008].

Dr. Praveen C. Sobti

MD, DCH, Fellow of the International Medical Sciences Academy, Visiting
j fellow, Royal College of Paediatrics & Child Health, London, Diplomate on

Paediatric Environmental Health, Athens.

Formerly Professor of Paediatrics, In-charge Hemato-Oncology, Dayanand Medical College
& Hospital, Ludhiana Member of various national and international societies and author of 25
chapters.

She developed state-of-the-art medical care centre at DMC Ludhiana. She is recipient of many
awards including Honorary Mayor President of Baton Rouge, Louisiana State, USA

She is founder member of Punjab Thalassemia Welfare Society and Arpita Cancer Society
and member National Advisory Board on Thalassemia, Global Advisory Board on
Thalassemia & Middle East, and  ICET International  group on  Endocrine
Complications in Thalassemia. She is member of the editorial board of Italian Journal of
Adolescent Medicine.

Dr Rahul Naithani has done his MD paediatrics from LHMC and Kalawati
Saran Children Hospital, New Delhi and DM in clinical haematology from
AIIMS. Fellowship in Bone Marrow Transplantation and paediatric
haematology oncology from The Hospital for Sick Children, Toronto, Canada.
Currently he is consultant in charge Haematology and Bone Marrow

Transplantation, Max Hospital Saket and Patpargan;.




He has presented various papers at International and National conferences and contributed in
various articles published in National & International journals Contributed in chapters in three
books

He is member of American Society of Pediatric Hematology Oncology (ASPHO) Children's
Oncology Group (COG), IAP — Pediatric Hematology Oncology Chapter, Indian Society of
Hematology and Transfusion Medicine (ISHTM) and Delhi Society of Hematology.

Dr. Rajiv Kumar Bansal M.D. FIAP is a Consultant in Pediatrics at
Santokba Durlabhji Hospital the largest multispeciality private hospital of
Rajasthan with DNB accreditation.

He has more than 36 publications to his credit and has presented papers and
chaired sessions at various National and International conferences. He is

presently the editor of SDMH Journal, an indexed journal. He is also In-charge of

Thalassemia unit, at SDMH, was trained at Cyprus and has actively worked in organizing the
thalassemics at Jaipur.

He was recently elected President of Rajasthan state branch and also Jaipur branch of NNF.
He was awarded fellowship of Indian Academy of Pediatrics (FIAP) in 2010.

Dr. Rashid Merchant, a well known senior pediatrician in Mumbai, is
passionately involved in the care of children, especially those affected by
HIV/AIDS and thalassemia.

He was previously the dean and professor of pediatrics (Mumbai University) at the B.J. Wadia
Hospital for Children, Mumbai.

He has been Honorary Consultant Pediatrician at the B.L. Nanavati Hospital, Mumbai, where
his special area of interest has been the care of thalassemics.

Dr. Renu Saxena has done her MD from AIIMS and is currently Prof. & Head
Dept. of Hematology, AIIMS. Her major interest has been in Hemostasis,
including coagulation disorders, platelet disorders, Thrombosis, Leukemia,
Molecular Geneticsand quality assurance.




She has more than 300 publications in National and International Journals. She has more that
30 funded research projects and is member of editorial boards of many national and
international journals.

She is recipient of J.B. CHATTERJEE memorial oration by the Calcutta School of Tropical
Medicine, 2011, Kshanika oration award by ICMR, 2009, Life time achievement award in
Hematology by Mumbai Hematology Group, 2009 , BGRC Silver Jubilee Oration Award by
ICMR and many more.

Dr. Rimjhim Bakshi is thalassemia major on regular transfusion with positive
approach, strong will power and ability to handle bouncy situations. she did her
BDS from Institute of Dental Sciences, Jammu. She is polite & soft spoken but
enjoy working under stressful conditions

She has conducted camps in various rural areas on health education programmes and actively
participated in camps organized by J & K Thalassemia Welfare Society.

Dr. Sangeeta Gupta, Professor, In-charge, Fetal Medicine Clinic , Obs &
Gynae, Maulana Azad Medical College, New Delhi

She was awarded Commonwealth Scholarship in 2007 and trained in Fetal Medicine at
St.Georges Hospital, London

She has edited textbooks & contributed chapters in various textbooks of Obs & Gynae & has

publications in national & international journals.

Ms. Sangeeta Haridas Wadhwa has done Bachelor's Degree in Management

Studies from SNDT University, Mumbai and post graduate diploma in

Counseling Psychology from Prafulta Don Bosco Mumbai. She is Public

Relation Officer and counsellor at Shri Hashu Advani Memorial foundation
Healthcare & Thalassemia center, Chembur, Mumbai.

She is founder member of 'YTA' Youth Thalassaemic Alliance, an alliance of young




Thalassaemic founded with the objective of spread awareness among Thalassaemic patients
on various aspects including Healthcare, Medication & Counseling them on Education &
Career, Matrimony, etc. She is Member of Thalassemic India, Mumbai Thalassemia Society,
National Thalassemia Welfare Society.

" Prof.(Dr.)S. K.Sarin, MD, DM, DS¢, FNA, FNASc

Prof. S.K. Sarin, is a Senior Professor of Hepatology and Director, Institute of

Liver and Biliary Sciences (ILBS), New Delhi. He was instrumental in the

establishment of ILBS through the Govt of Delhi, the first Deemed to be
University in the field of Liver and Biliary Diseases globally. He is pioneer in clinical protocol
innovations. He is Adjunct Prof. Molecular Medicine, JNU. New Delhi, Honorary Professor,
Jawaharlal Nehru Centre for Advanced Scientific Research (JNCASR), Bangalore.
He has made outstanding contribution in the pathogenesis and management of bleeding in
liver diseases and helped define new entities; “Acute on Chronic Liver Failure” and “Portal
Biliopathy”. He has published over 360 original articles in prestigious journals and edited 9
books. He led the development of five major global guidelines for the Asian Pacific
Association for the Study of the Liver (APASL). These are widely quoted and practiced.

He was awarded the Padma Bhushan in 2007 and the Most Distinguished Physicians from
India by American Association of Physicians of Indian origin USA and many more.

He is the founding Chief Editor of a prestigious international Journal, Hepatology
International. He was nominated Chairman of the Medical Council of India (MCI), 2010-
2011. He developed the 'Vision 2015' document for Medical Education in India and
introduced far reaching reforms in medical education and health sciences.

——

Dr. Sudha Sreedharan did her MD from MAMC in 1990.
She is working in the Dept of Pediatrics at LokNayak Hospital and has been
associated with the Thalassemia Unit at LN Hospital since it's inception in 1996

#8 Dr Sujata Sinha, is MD (Pathology) from BHU. Currently she is technical

1% | consultant, Action on Birth Defects Project, National Rural Health Mission,




UKHFWS, Directorate, Medical Health & Family Welfare, Dehradun, Uttarakhand and
Associate Adjunct Professor, Centre for Comparative Genomics, Murdoch University, Perth,
Australia.

She has many publications on thalassemia and haemoglobinopathies in International journals

She has been awarded Endeavour Executive Award (2010), Commonwealth Government of
Australia Member, Australia Awards Alumni Network (AAAN), Honorary Visiting Fellow,
PHG Foundation, Cambridge, UK January 2012 - December 2013

She is part of the National RBSK (Rashtriya Bal Swasthya Karyakram) team of resource
persons, contributing in developing guidelines and resource material for RBSK.

Dr. Sunil Gomber
Director, Professor Department of Pediatrics UCMS & Guru Teg Bahadur
Hospital, Delhi. In-charge Paediatric Hemato-oncology division of the

department of Pediatrics.

He is Fellow Indian Academy of Pediatrics (FIAP).,WHO temporary adviser & National
faculty for integrated management of child hood & neonatal illness (IMNCI). He is Author of
various chapters in text books of Pediatrics.

Has around 60 Publications in International & National reputed Journals.

Dr. Vatsla Dadhwal
She is Prof Obs and Gynae AIIMS with special interest in fetal medicines. She
has lot of publication to her credit in National and International Literature.

Dr.Vikas Kohli MD (Pediatrics) practised Pediatric Cardiology in Florida,
USA. He has been Director of Pediatric Cardiology at RTIICS, Kolkata; and In-
charge of Non-Invasive Lab, Sir Ganga Ram Hospital.




He has been awarded Best Research in Pediatrics Award by IAP, 1991 & Best Research Award
in 1996 at the University of Miami; American Heart Association/Genentech Award 1996. Dr.
Kohli is Fellow, American College of Cardiology, Diplomate American Board of Pediatrics,
American Board of Pediatric Cardiology. He has more than 50 publications. He has written
more than 5 chapters. He is currently on the Board of Editors for 3 Journals and reviewer for 5
Journals.

Dr. Vikram Mathews did his M.D. Medicine in 1996 and DM Clinical

Haematology in 2001 from Christian Medical College and Hospital, Vellore.

He is currently working as Professor in the Department of Haematology at the

CMC Hospital, Vellore. He got his fellowship in BMT and Leukemia,
Washington University, USA, 2004. He has received best oral presentation award. Asia
Pacific BMT meeting, Thailand 2010. He is reviewer of Indian Journal of Haematology and
Transfusion, Indian Journal of Medical Research. He is involved in publication of 71
manuscripts and 3 text book chapters. Invited faculty at various national and international
conferences.

He is member of Indian Society of Haematology and Blood Transfusion, American Society of
Hematology and American Society of Blood and Bone Marrow Transplantation.

Dr. Vip Viprakasit

Dr Vip Viprakasit did his paediatric haematology at Mahidol University and D.
Phil in molecular medicine at the University of Oxford, UK, where he was
awarded a doctorate degree.

He did his fellowship in molecular haematology at the Weatherall Institute of Molecular
Medicine, Oxford, UK. He is currently Associate Professor in haematology and has also been
Programme Director for thalassaemia research at Siriraj-Thalassaemia CenterBankok.

He is running a research group focusing on molecular genetics in human diseases, in

particular, thalassaemia.

Dr. V. K. Khanna is a Senior Consultant Pediatrician and Chairman
Department of Pediatrics, Institute of Child Health, Sir Ganga Ram Hospital,
New Delhi. Dr Khanna is also in-charge of the PreetiTuli Thalassemia Unit at
the hospital. He is Vice President of Thalassemics India.




He has organized many national and international conferences, workshops, seminars and
check-up camps for thalassemia.

Dr. Khanna has been invited as speaker and chairperson to international and national
conferences on thalassemia, and has presented many scientific papers. He has also authored
chapters in books on hematology and hemoglobinopathies and published several papers on
thalassemia.

Dr. V. P. Choudhry did his MD (Pediatrics) in 1972 from AIIMS. Dr.
Choudhry is presently working Director, Sunflag Pahuja Centre for Blood
Disorders, Sunflag Hospital Faridabad and hematology division at Paras
Hospital, Gurgaon. Formerly he was Professor and Head Department of
Hematology, AIIMS Delhi, Director- Indira Gandhi Institute of Child Health
Kabul, Afghanistan and Medical Advisor- Armed Forces Medical Services.

He was President — Indian Society of Hematology & Transfusion Medicine, Delhi Society of
Hematology and Chairperson- Pediatric Hemato-Oncology IAP.

He is medical advisor to Federation of Indian Thalassemics and National Thalassemia Welfare
Society. Heregularly provides free consultation at NTWS Thalassemia Centre.

Fellowship

Indian Society of Hematology & Transfusion Medicine, Indian Academy of Clinical

Medicine, International Medical Science Academy and Indian Academy of Pediatrics.

He has innumerable awards to his credit including Dr J.G. Parkeh Oration by ISHTM, 2012,
Lifetime achievement award by IAP, 2008, Prof. SK Sood Oration by DSH, 2006 and Dr. B.N.
Dara Award by National Thalassemia Welfare Society, 2001 and many more.




Bio-Data Chairpersons

~ Dr. Alka Mathur graduated from LHMC in 1979 and got training in
Hematology at AIIMS. She established Thalassaemia Day Care Center at
Hindu Rao Hospital in 2004 and is currently in-charge of the Center.

Dr. Anupam Prakash did his M.D (Medicine) in 2000. He is Associate
Professor, Department of Medicine, LHMC & Associated Hospitals, New
[, Delhi. He is In-charge, Thalassemia Unit, Dept. of Medicine, LHMC, since
2007. He is member, Thalassemia Welfare Board, Standing Medical Board and
Scientific Committee, LHMC & associated hospitals.

He has 102 articles in journals and contributed in 50 chapters in books to his credit. He is editor
of API Text book of Medicine 9th Edition.

Dr. Bharat Singh did his MD Pathology from LHMC, Delhi and Certificate
Course in Transfusion Medicine Belfast U. K. 1991.

He is Medical Superintendent DDU Hospital and Honorary Director State
Blood Transfusion Council, Govt. of NCT of Delhi.

Hereceived State award by Govt. of Delhi for meritorious service in Health Care in Delhi 2000.
He has innumerable publications in scientific journals and published a book “Hand book of
Transfusion Medicine”

Dr. Bhavna Dhingra

She is Associate Professor, Department of Pediatrics, AIIMS Bhopal.

She has been a Senior Research Associate in the department of Haematology at
) | AIIMS, New Delhi, and Assistant Professor (Pediatrics) at Kalawati Saran

Children's Hospital, New Delhi.




Dr. C.B. Dass Gupta, MD is senior consulting Pediatrician & Head

Department of Pediatrics Acharya Children Hospital, Kota (Rajasthan). He has

been President IAP Hadoti Branch Kota and founder member Care Of

Thalassemics in Rajasthan. He has been editorial board member Indian
Pediatrics, IJPP, Indian Journal of Pediatrics. He was awarded by Govt. of Rajasthan in 2005
& 2009 for Outstanding Work for Child Health in the State.

Dr. D. D. Golani
He did his M.D. (Medicine) from Safdarjung Hospital, Delhi Univerisity &
Fellow of Indian Academy of Echocardiography

He is senior consultant internal medicine at DDU hospital. He is involved in cardiac check-up
of Thalassemia patients.

Dr. Gaurav Kharya is Pediatric Hemato-Oncologist & transplant physician.
He did his fellowship from Sir Ganga Ram Hospital in Pediatric Haemato-
Oncology & BMT. In 2012 he went to UK to pursue further training in pediatric

BMT with major emphasis on matched unrelated donor and hapolo identical
transplants. Their he worked in prestigious hospital like the The Great North Children's
Hospital, Newcastle upon Tyne & St. Mary's Hospital, Imperial college. NHS trust London. In
march 2014 he joined BLK Hospital in transplant unit.

Dr. Inusha Panigrahi
She is Associate Professor of Paediatrics at PGI Chandigarh and has special
interest in Haemato-Oncology.

Dr. Jitender Mohan Khunger is Consultant Haematologist & Associate

Professor of Haematology at Vardhman Mahavir Medical College & Safdar
Jang Hospital, New Delhi. He has done DM in Haematology from AIIMS, New
¢ Delhi.




He is the Secretary of Delhi Society of Haematology (DSH). He has several publications in

National & International Journals and chapters in Haematology books.

Dr. Kirti Nanal
She is Consultant Pediatrician and in-charge Thalassemia Unit at NDMC
Hospital, New Delhi

Dr. K. K Kaul
Professor & Head, Deptt of Pathology, and Sr. Consultant Haematology Govt.
Medical college, and associated hospitals, JAMMU. He is medical advisor
J&K state Thalassaemia Welfare Society. Chief Nodal Officer Haemophilia
care centre Govt. Medical College Jammu.
He has received Rashtrya Gaurav Award and Honoured by Glory Of India Award with Gold
Medal.

Dr. Mausumi Swami
She is Head of Department of Blood Transfusion Services, DDU Hospital,
Delhi. Accepting challenges of Blood Transfusion in Thalassemia cases are
very close to her heart.

She is NABH assessor for Blood Banks, Chairperson ISBTI Delhi chapter. She has been
Conferred with “Bhagirathi Samman” 2013 and various services award

Dr (Mrs.)J Sardana

She is Mother of Lt. Dr. Anjali Sardana, a thalassemia major. She is an

ophthalmologist by profession. She is founder Secretary of Thalassemic

Children Welfare Society at Bareilly. She has been instrumental in
strengthening the IMA Blood Bank at Bareilly and getting Blood free of cost for thalassemics.
She regularly organises thalassemia awareness rallies and checkup camps.




Dr. Neelam Mohan, DNB (Pediatrics), MNAMS, FPGH(UK), FIMSA,
FACG (USA). She is Director - Department of Pediatric Gastroenterology,
Hepatology and Liver Transplantation Medanta Medicity, Gurgaon. She did
her fellowship in Pediatric Gastroenterology, Hepatology & liver
transplantation in Birmingham Children's Hospital, U.K.

She has represented as faculty in several International conferences. She has 484 presentations,
182 publications, and has edited 2 books on Pediatric Gastroenterology and Hepatology and
has authored 47 chapters in various books in her field. She is presently Secretary of ISPGHAN
and executive member of several international associations in Pediatric gastroenterology and
liver transplantation such as IASGO, CAPGAN, IPTA, ASPGHAN. She has innumerable
awards to her credit.

Dr. Neelam Sood did her MD pathology from MAMC, Delhi. She is consultant
and Head of Department of Pathology and Lab medicine, DDU Hospital, New
Delhi. She has been involved in the Thalassemia control programme from its
inception in Delhi.

She got her training in Lab Management at [IM Ahmedabad -2013 and WHO -FELLOWSHIP
in cytology —ICPO, 2007. She has more than 35 publications in the fields related to pathology,
cytology, mycology and numerous presentations in national and international forums.

Prof. N. K. Mehra is the Dean (Research) and Head of the Department of
Transplant Immunology & Immunogenetics at the AIIMS, New Delhi.

He pioneered this speciality in India and has made fundamental contributions in
various aspects of the HLA system.

He is the 'Founder Secretary General' of the Federation of Immunological Societies of Asia-
Oceania (FIMSA) and is Visiting Professor to several international universities. He is a Fellow
of The World Academy of Sciences (FTWAS), Indian Academy of Sciences (FNASc), Indian

National Science Academy (FNA) and Member Honoris Causa of the prestigious Hungarian

Academy of Sciences (only one from India).

Professor Mehra has several awards and honors to his credit. Including S.S. Bhatnagar Award
of the CSIR, 'Chevalier of the National Order of Merit by the French President, Khwarizmi




International award by the President of Iran (highest award for Science in Iran). He served as a
member of the international jury for the prestigious Else Kroner Frsenius Award in
Immunology. Professor Mehra and his group have published more than 440 original research
papers in leading international journals.

Dr. N.V. Kamatdid his M.S. Orthopedics from Patna University (1986).
Currently he is Director, Directorate of Health Services since March 2011.
Formerly he was Medical Superintendents of Dr. Baba Saheb Ambedkar
Hospital, Maharshi Balmiki Hospital and Sanjay Gandhi Hospital, Delhi.

Dr. Radhika A.G. did her DNB Obs & Gynae UCMS & Guru Teg Bahadur

Hospital, Delhi. She is specialist Gr I (O&G), UCMS & GTB Hospital. She was

observer at Department of Obstetrics & Gynaecology in Wrexham Maelor

Hospital, Wales, UK. She has done WHO Fellowship at KIT institute,
Amsterdam, Netherlands. on “Advance Course on Monitoring and Evaluation: Innovation in
Health Systems Environment”. She has 22 research papers to her credit and contributed in 6
chapters.

Dr. Rahul Bhargva did his MD medicine from Gandhi medical college,
Bhopal and DM Haematology from AIIMS. Currently he is Director and Head
of Stem Cell transplant — Artemis Hospital. He worked as Consultant,
Hematology and Head, Stem cell transplantation, Department of Oncology and
Hematology, Medanta—The Medicity, Gurgaon.
Fellow, Department of Hematology and Stem Cell Transplant Vancouver General Hospital,
British Coloumbia, Canada, May 2009 to June 2010. He Worked in Vancouver, Canada where
he was specifically trained in Voluntary Stem cell transplant and Umbilical cord transplant. He

has various research work publications and chapters in National & International journals.

Dr Rekha Harish, A Graduate & Post graduate from KGMC Lucknow,, is
presently Professor & Head Department of Paediatrics. She is guide for MD
and Examiner to various Universities. Chief-coordinator Thalassemia-Day-
Care Centre at GMC Jammu which has 210 registered patients.




A Reviewer for various National and International Journals viz Indian-Pediatrics, Indian-
Journal of Paediatrics JIMMS;Journal of Ped Surgery; approximately 40 publications in
various Journals.

She been Member National Advisory board for the Journal of JK Sciences. Nominated to
FSSAI Expert Group for laying guidelines for National School Canteen Guidelines.

Dr. Rita Ranjan
She is Head of Department of Obs & Gyne at DDU Hospital

Dr. Sangeeta Yadav, obtained her MD from LHMC and associated Kalavati

Saran Children's Hospital. Currently She is Director Professor, Department of
‘ - " L Pediatrics, Maulana Azad Medical College, University of Delhi. She started the

Division of Pediatric & Adolescent Endocrinology at the Institution. She has
been Executive Member IAP Ped. & Adolescent Endocrinology.

She was awarded WHO Fellowship for Pediatric & Adolescent Endocrinology in 1996. She
has presented >100 Papers & Scientific talks at International & National Conferences and
published >80 Papers in International & National journals, Books.

I'{';?' Dr. Seema Kapoor, Professor, Pediatrics, Maulana Azad Medical College,
i In-chage Division of Genetics & Metabolism Genetic Lab, Lok Nayak Hospital
l N J. & Maulana Azad Medical College, Awarded 25 gold medals during career and
the Presidents Medal for the best Lady Medico in 1982, Initiated a center for

excellence in biochemical genetics Member of ICMR Task Force on inborn metabolic

diseases and newborn screening for Congenial Hypothyroidism.

Shobha Tuli is the Secretary of Thalassemics India since 1993. She supported

the establishment of a thalassemia unit at Sir Ganga Ram Hospital, in New

Delhi, known as the 'PreetiTuli Thalassaemia Unit', after her daughter's name
1 Preeti.




Mrs.Tuli has been member of the Board of Directors of TIF from India since 1996 and is
currently holding the position of Vice President on TIF's Board. Since 2000, she has been
President of the Federation of Indian Thalassemics. She was advisor to Indian Red Cross
Society from 2003-2006. She is advisor & coordinator to the Bone Marrow Transplant Centre
at B. L. Kapur Memorial Hospital, New Delhi. She received the 'George Englezos award' from
TIF in 1999.

Dr.S.L. Broor

Dr Broor is Director and Head, Department of Gastro-entrology Apollo
Hospital New Delhi. Formerly he was Director, professor and Head
Department of Gastro-entrology GB Pant Hospital, Delhi. He has innumerable

publications in national and International journals and written many chapters in books.

Dr Suman Mendiratta did her MD (obs & Gynae) from AIIMS, FMAS
(WALS). She is Consultant Gynaecologist, Hindu Rao Hospital, Delhi and
Project Coordinator, Thalassemia Control Programme, Thalassemia Control
Cell, Hindu Rao Hospital, North Delhi Municipal Corporation

She has taken a lead role in initiating Thalassemia Control Programme in MCD and its
implementation in municipal hospitals, maternity homes and SHS. Her paper on “Cost

Effective Screening for Thalassemia in Pregnancy” was adjudged the best paper in AICOG

2006 (FOGSI). She has compiled a booklet on Thalassemia awareness “An insight into
Thalassemia”. She prepared a Documentary on Thalassemia awareness “Jagmag Rahen
Taare” in association with P&I Deptt MCD.

Dr. Veena Doda
Dr Veena Doda is head Department of Transfusion Medicine at RML Hospital.




Awards

National Thalassemia Welfare Society has initiated “Dr B.N. Dara” Award since 1997. This
award is given to an Indian doctor who has dedicated his services for thalassemics for long time.
Dr. B.N. Dara was a leading pediatrician of Jaipur with a special interest and sympathy towards

thalassemics. This time NTWS has decided to bestow this award to Dr. I.C. Verma

Dr. I. C. Vermais a former Professor of Pediatrics and Head of Genetics at
AIIMS. He established prenatal diagnosis of Thalassemia in India at AIIMS.

Currently he is Director of Center of Medical Genetics,Sir Ganga Ram Hospital.

- NTWS also initiated “Best Social Worker Award” in 1997. This award is given to
a social worker who selflessly devotes his time and energy for the welfare of thalassemia. This
time NTWS has decided to confer this award to Dr Madhben R Naik

Dr. MadhubenRamesh bhai Naik,M.D. (Gynecology) is Honorary Chairman, Indian Red
Cross Society, Gujarat State Branch.

She is the Honorary Founder President of Red Cross Society, Navsari branch, established in
1974 and held this position till 2000. She established voluntary blood bank under Red Cross
Society.

Thalassemia Prevention Program initiated by Dr. MadhubenNaikwas taken up by Gujarat Red
Cross in 2004. More than12 lacs college students have been screened under this program.Under
Pre-natal Diagnosis Test which was started as a Model Project in 2010, in cooperation with State
Health Department and Ahmedabad Municipal Corporation, 93,949 pregnant women were

screened. Thereby, 72 Thalassemic children birth were prevented.
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From Secretary's Desk

-Dr. J. S. Arora

National Thalassemia Welfare Society (NTWS) was established in 1991 by patients, parents,
doctors and well wishers in this (AIIMS) prestigious institute under the guidance of Dr V.P.
Choudhry. NTWS is the largest represented society of India, dedicated for the care & control
of Thalassemia. Primary objectives of the Society are to upgrade the facilities for optimum

treatment and to educate the thalassemic families & update the medical professionals.

During long 22 years we have achieved many milestones. From 2 Thalassemia units in 1991
now we have 20 (12 Govt.) Thalassemia units in Delhi & NCR. The most remarkable
achievement of NTWS has been in getting cooperation from all the concerned doctors
(Haematologists, Paediatricians, Blood Banks & Heads of the Institutes) and the blessings of
Delhi Govt.

To achieve our objective of creating optimum facilities at minimum cost we liaison with the
Govt. of Delhi. Under Bhagidari scheme Directorate of Health Services in consultation with
National Thalassemia Welfare Society formed a “Thalassemia Cell” to monitor the
various initiatives taken by the Govt. I have been privileged coordinator of the Thalassemia
Cell since its inception. I am proud to say that our major achievements have been FREE
all three chelating agents for every patient registered in Delhi Govt. Hospitals, VAT (sales
tax) exemption on blood filters and all chelating agents and the latest is FREE pre-natal
diagnostic facility for all at LN hospital.

Following other major activities have been undertaken under this venture:
e Massive Thalassemia campaign. Advertisements were put in various newspapers.

Publishing of brochures and posters on Thalassemia awareness. Hoardings have

been put at different prominent places in the capital.
Thalassemia screening of pregnant women in antenatal clinics of all major hospitals

Hospitals.
Separate Thalassemia units have been opened up at five major hospitals of Delhi.

Thalassemics are provided free packed RBCs and chelating agents at these centres.
Directorate of Health Services in association with National Thalassemia Welfare

Society produced two 27 minute Docudrama “Chetna” and “Jagriti” on

Thalassemia awareness. It was released by Dr. Ashok Walia the then Hon'ble




Minister of Health during our 4" National Thalassemia Conference.
A five-day mega event “Thalassemia Chetna Yath Yatra”from 22" Nov to 26" Nov

2001 was flagged off by the then Hon'ble Chief Minister of Delhi, Mrs. Shiela Dixit.
A health parade with a Tableau on Thalassemia marked the World Health Day

observed by Directorate of Health Services, Govt. of Delhi in 2003.
A protocol on thalassemia was published in both English and Hindi languages.

It was launched by the then Hon'ble Health Minister Sh. Yoganand Shastriin 2005.
A genetic lab at Lok Nayak Hospital has been established to provide antenatal

diagnosis of thalassemia to needy thalassemia couples. Free antenatal diagnostic

facility is available for all.

National Thalassemia Welfare Society (NTWS) organises free Thalassemia monitoring and
check-up camps at its NTWS centre atTilak Nagar, New Delhi. Experts from various premier
institutes give free of cost consultancy at this centre. Subsidized medicines and investigations

are provided to poor and needy thalassemics.

We regularly organize Blood Donation Camps in association with Red Cross and Govt. Blood
Banks. We organise approx. 50 Blood Donation Camps in a year and collect 3000-4000 units
of blood every year.

Besides care and control of Thalassemia, National Thalassemia Welfare Society also has a
dispensary at C 2 Block, Palam Vihar, Gurgaon which is dedicated for the primary healthcare

of poor and under privileged people in slums and villages in and around Palam Vihar. There we

provide free consultation and medicine & other facilities at subsidised rates to poor patients.

The teamwork of general allopathic and homeopathic, Gynae, orthopaedic and well equipped
dental and physiotherapy departments. The centre also provides free computer education,
personality development and English communication skills to semi illiterate people of the
community. Yoga classes and Library for elders are also prime department of this centre.

Dispensary is also a good source of Thalassemia Awareness in Gurgaon.

I associated with disability moment since Jan 1996 when first “People With Disability” act
was passed, which did not have any mention of Thalassemia. Our president Km Surrendar
Saini Ji supported our cause in bringing thalassemia in the first amendment list. We had

written countless letters, had innumerable meetings with the authorities & activists of other




disabilities and participated in various “dharnas” to strongly put our demand for inclusion of

Thalassemia in the list of disabilities for the purpose of disability act. We are delighted to say

that at last we have reached a stage where Thalassemia has been included in the “Disability

Bill 2013” which has been approved by the cabinet and introduced in the Rajaya Sabha in last

parliament session. There is every possible chance that this bill will be passed before the year

end. It will help in improving the status & quality of life of Thalassemics.

To fulfill our objective to enrich power of knowledge amongst thalassemia families and

doctors, we in association with Department of Haematology A.I.L.M.S. organized

1™ National Thalassemia Conference, Feb. 1994, which was inaugurated by DGHS'
2" National Thalassemia Conference, Dec.1997 inaugurated by Director AIIMS.

3" National Thalassemia Conference, Apr. 2001, inaugurated by Mrs. Shiela Dixit

the then Hon'ble Chief Minister of Delhi

4" National Thalassemia Conference, May. 2003 inaugurated by Dr. Ashok Walia,
the then Hon'ble Minister of Health, Govt. of NCT, Delhi.

6" National Thalassemia Conference, Nov 2010 inaugurated by Dr. V. M. Katoch,
Director General ICMR and Secretary Ministry of Health, Govt. of India.
Symposium on Thalassemia & Deferiprone in March 1995 to launch the world's first
oral iron chelator, inaugurated by the Dean AIIMS

Workshop on Prenatal Diagnosis of Thalassemia in Pregnancy Nov' 2010.
Workshop on Challenges in Diagnosis of Thalassemia Nov2010.

NTWS in association with Department of Paediatrics, LHMC and Kalawati Saran Children's

Hospital organized

Training Program on Thalassemia Care, Apr. 2004 inaugurated by MS & Principal
of LHMC & KSC Hospital

5" National Thalassemia Conference, Nov. 2006 inaugurated by Dr. Ashok Walia,
the then Hon'ble Minister of Finance, Govt. of NCT, Delhi.

“Thalassemia Symposium II1”, Aug'08

NTWS inassociation with Directorate of Health Services Govt. of Delhiand
MAMC & LN Hospital organized

Symposium on Thalassemia. May 2005, the then Hon'ble Minister of Health
Dr.Yoganand Shastri was chief guest & Hon'ble Minister of Finance Dr. Ashok Walia
was guest of Honour and in association with Department of Paediatrics, UCMS &
GTB Hospital organized

Workshop on Thalassemia in Nov 2006 inaugurated by the secretary health Mr. Wahi




Now NTWS is organizing “7" National Thalassemia Conference” in association with

Department of Haematology, A.LL.M.S on 19"& 20" April, 2014 at Jawahar Lal Auditorium,
AIIMS, New Delhi followed by Workshop on Thalassemia on Monday, 21" April 2014 at
UCMS and GTB hospital.

In these academic meetings International & National faculty of repute have been invited and
over 400-600 patients, parents and doctors benefited every time. 7" National Thalassemia
Conference is going to be largest attended thalassemia meeting so far in our country.
Participation is expected to be over 1000 persons and the most exciting feature is over 300
thalassemia patients will be gathering to strengthen their knowledge and share their views and
feelings. This will be the largest congregation of Thalassemia patients in India so far. .

Thalassemia International Federation (TIF) delegation will be part of this great event.

We hope we will be able to provide you a good academic feast, ample opportunity to interact

and share your experiences with faculty and peers.




Challenges in Managing Thalassemia
- Dr. VIP Viprakasit

Thalassemia is the most commonly inherited hemolytic anemia worldwide and due to the

large population and high prevalence of thalassemia carriers, Asia populations account for the

majority of overall thalassemia births. In Thailand alone, the frequency of [ thalassemia is

25%, and the World Health Organisation estimates that, without effective prevention and
control programs, over 250,000 symptomatic patients will be diagnosed in this country over
the next few decades. A similar scenario is predicted to occur in India, Sri Lanka, Indonesia,
the Philippines and Malaysia. Hb E is the most common haemoglobin variant found in this
region with a very high prevalence in the area adjoining Cambodia, Laos and Thailand known
as Hb E Triangle with carrier prevalence up to 50%. Hb S causing Sickle cell anemia or [
thalassemia /Sickel cell disease was commonly found in some region of Indian subcontinent,
although only few indigenous individuals with Hb S trait has been identified in the main land
of SoutheastAsia.

In patients with severe thalassemia syndrome, although stem cell transplantation might be the
treatment of choice in patients who have HLA-matched donors, however, such treatment has
several drawbacks including limited availability of matched donors, cost of treatment,
treatment related mortalities and morbidity and long-term consequences due to exposure of
chemotherapy for patients' conditioning. Therefore, the mainstay of management for most
patients consists of regular blood transfusions supplemented with iron chelation therapy to
prevent the effects of iron accumulation. However such treatment modalities can be a major
burden to annual healthcare budget in many developing countries. Therefore, it is important
that a prevention and control program for severe thalassemia syndromes must be implemented
to reduce the number of new cases and allocate limited health care budget to improve standard
of care in existing patients. Understand the epidemiology of this common inherited globin
gene disorder in a micro-mapping fashion from an appropriate population survey in all
different regions will be important for any given Asian country to tailor their screening

strategy to develop a national prevention and control program for thalassemia.

At the beginning, a naked eye single tube osmotic fragility (NESTOF) test using 0.36%NaCl
solution has been recommended since 1970s. However such screening tool has several

limitations due to quality control, result interpretation and reproducibility making a number of




screening failure from false positive and false negative. This simple tool might remain
beneficial only in a remote area or field study. At present, several screening algorithms use
microcytosis determined by mean corpuscular volume (MCV) lower than 78 fL as a first
screening tool. Alternatively, mean corpuscular hemoglobin (MCH) <25 pg/dL can be used as
another screening cut-off. These two parameters could now be easily detected using
automated red blood cell counter that is widely available in many countries in Asia and can

now be validated with a high quality control. These two cut-off values are sensitive enough for

. 0 . . .. .
detection of 0 and [3 thalassemia traits. However there are few limitation for these parameter

to detect individuals with Hb E carrier; approximately 65% of Hb E trait has MCV and MCH
lower than these cut-off. Therefore, in the countries that have a high prevalence of Hb E
alleles, it is important to include a test to screen for Hb E using instable property of Hb E such
as dichlorophenolindophenol (DCIP) test or by antibody to detect Hb E by ELISA technique.
In Thailand, a combination of two screening tools; MCV/OF with Hb E screening has been
recommended in our prevention and control program for severe thalassemia since 1990s. This
screening algorithm has been proven to be effective in preventing new cases of thalassemia
syndromes and might be applicable for other countries in the region where share similar
genetic heterogeneity. However, there are several limitations in the clinical setting by this
screening algorithm; only common, but not all, significant globin gene defects such as Hb E.
homozygous Hb E, o and 3-thalassemia trait and all thalassemia disease forms including Hb
E/B thalassemia, [3 thalassemia major and Hb H disease can readily be detected. However
several other globin disorders including hereditary persistent of fetal haemoglobin (HPFH)
and other abnormal haemoglobin variants such as Hb S, Hb Tak or Hb Constant Spring might
have been missed or under-diagnosed and these conditions can also give rise to clinical
significant thalassemia syndromes. Therefore it is important to be reminded on the limitation
of such recommended tool and warrant a further research study to continuously search for a
better and new screening algorithm to help improving the coverage and effectiveness of

prevention and control program for severe thalassemia syndrome in any given country.




Diagnostic Challenges in Hemoglobinopathies

- Dr. H. Pati
Haemoglobinopathies are inherited disorders of globin chain synthesis. The term is usually

used to include both disorders with reduced rate of globin chain synthesis (thalassaemia) and
those disorders in which a structurally abnormal globin chain and thus a structurally
abnormal haemoglobin molecule are synthesised (variant haemoglobin). Diagnosis of
haemoglobinopathies, including thalassaemias, can result from either a clinical suspicion of a
disorder of globin chain synthesis or from follow-up of an abnormality detected during
screening. Screening in the setting of haemoglobinopathies may be directed at optimizing
management of a disorder by early diagnosis, or preventing a serious disorder by offering
termination of pregnancy. Diagnostic methods and algorithms will differ according to the
setting. As the primary test, high performance liquid chromatography is increasingly used and
haemoglobin electrophoresis less so with isoelectric focussing is being largely confined to
screening programmes and referral centres, particularly in newborns.  All these methods
permit only a presumptive diagnosis with definitive diagnosis requiring either DNA analysis

or protein analysis, for example by tandem mass spectrometry.

Indications for testing or screening for a haemoglobinopathy
v Clinical suspicion of sickle cell disease, B thalassaemia major or intermedia,

haemoglobin H disease or haemoglobin Bart's hydrops fetalis

Unexplained microcytosis, or haemolytic anaemia

Unexplained cyanosis or polycythemia

Suspicion of a variant haemoglobin when HPLC is used to quantitate haemoglobin

A1C for the management of diabetes
In aneonate or in relation to pregnancy or a potential future conception
Although DNA diagnostics have made a major impact on our understanding and detection of

the haemoglobinopathies, DNA mutation testing should never be considered a short cut or the
test of first choice in the workup of a haemoglobinopathy. The detection and characterisation
of a haemoglobinopathy involves a 3 tier work up. (1) Full blood count (2) Special
haematological tests such as HPLC and (3) DNA Mutation Testing. Just as important as the
laboratory investigations is the family work up. DNA analysis for globin gene disorders is
generally performed in referral laboratories. It is important that such laboratories are given
accurate information on ethnic origin and all relevant haematological details so that
appropriate tests are performed. Technical and interpretive problems can lead to misdiagnosis,

that are unique to this field.




Techniques must be appropriate; for example, haemoglobin A2 can be satisfactorily
quantified using HPLC, microcolumn chromatography or cellulose acetate electrophoresis
followed by elution but IEF and scanning densitometry on electrophoretic strips are not
satisfactory. The graphical output of HPLC instruments (the chromatogram) must always be
inspected by an experienced person since the software algorithms of the instrument may lead
to peaks being mis-labelled. In addition, with some HPLC programmes, haemoglobin Bart's
and haemoglobin H are not identified or quantitated and inspection of the chromatograms is
needed for their recognition. The laboratory interpreting HPLC chromatograms must be
aware that glycated haemoglobin S is likely to appear in the haemoglobin A0 window and
those interpreting IEF must be aware of the positions of a considerable array of bands

representing glycated and acetylated adducts of normal and variant haemoglobins.

The HPLC results must always be assessed in relation to the haemoglobin concentration and
red cell indices if a distinction is to be made between homozygosity for a variant haemoglobin
and compound heterozygosity with B0 thalassaemia, and between Of thalassaemia and
hereditary persistence of fetal haemoglobin. For example,when there is a double
heterozygosity for hereditary persistence of fetal hemoglobin (HPFH) and b thalassemia, the
clinical picture is that of beta thalassemia intermedia in spite of finding very high (more than

80%) HDbF levels. Such cases can be identified by family studies and molecular studies of

mutations in beta genes If screening for thalassaemia is selective, on the basis of red cell

indices, then occasional patients with 3 thalassaemia trait will be missed because liver disease,
vitamin B12 and folic acid deficiency or zidovudine therapy has raised the MCH and MCV
into the normal range. Laboratories using the MCV for selecting individuals who require
screening must be aware that with some instruments the MCV rises with storage of the blood,
e.g. for more than 24 hours. p thalassaemia trait may be mis diagnosed if a laboratory does not
interpret the results of haemoglobin A2 estimation in relation to red cell indices and does not
appreciate that there are other causes of an elevated haemoglobin A2 such as HIV infectionor

the presence of an unstable haemoglobin.

Another dilemma for the DNA laboratory is the equivocally-raised HbA2 result because it
means that normal HbA2 [ thalassaemia cannot be excluded. In this circumstance, the HbA2
test should be repeated. Further ,the possibility of haemoglobin Bart's hydrops fetalis may also
be missed if one partner has B thalassaemia heterozygosity and the other a possible a0
thalassaemia heterozygosity; in this circumstance both partners must be tested for

aOthalassaemia since a diagnosis of [ thalassaemia heterozygosity does not exclude co-




existing a0 thalassaemia heterozygosity.Failure to find HbH inclusions when they are present
is an important error that produces a lot of unnecessary DNA testing. In these circumstances,
the DNA testing laboratory may be unsure of whether to test for o or B thalassaemia. Prior to
ordering expensive and time consuming DNA tests, it is often beneficial to check again for

HbH inclusions.

An interesting challenge when working with the haemoglobinopathies is the heterogeneity of
mutations and gene-gene interactions possible in these disorders. Thus, the finding of an o or
globin gene mutation in one member of a family does not exclude the possibility that the other
side of the family may have a completely different mutation affecting the same or another

globin gene. Therefore, itis importantto always keep this in mind when interpreting results.

Detection of increasing numbers of different Hb variants, and their effects per se, or in

combination with the thalassemias can further add to the confusion.

The majority of Hb variants fortuitously discovered are of minimal clinical interest.
Conversely, those found during the course of a haematological disorder bring frequently the
aetiological answer for the disease. Often unusual clinical presentations may be explained by
the interaction of several Hb abnormalities and their identification may require further
investigations. The double heterozygosity for o and B chain variants leads to formation of
abnormal hetero-dimer hybrids, which can lead to diagnostic dilemmas.The hybrids of

abnormal o and B chains have unpredictable elution times on HPLC and uncharacterized

bands on Hb electrophoresis. Itis important to identify and characterize these abnormal peaks
onHb HPLC.

Very rarely mutations in either the HS-40 or the § LCR have been reported, and their effect is to
inhibit the related downstream globin gene complex. In the case of the § LCR this produces a
normal HbA?2 thalassaemia since down-regulation of the  globin gene would occur. Because
these types of mutation are very rare, they are not normally sought by conventional mutation
analysis strategies or even DNA sequencing. Hence, irrespective of how much DNA mutation

testing is undertaken, failure to find a mutation does not exclude an underlying thalassaemia.




Diagnosis and Transfusion

- Dr. A. P. Dubey
Thalassemia is one of the most common genetic disorders resulting from an inherited
abnormality of globin chain production. According to an estimate about 10000 thalassemic
children are born in India every year. Now it has been established that thalassemia is not a
single disease entity but a group of disorders known as hemoglobinopathies. The basic defect
lies in the rate of synthesis of one or more globin chains. This leads to imbalanced globin
chain production, ineffective erythropoiesis, increased hemolysis and variable degree of
anemia. If these children are not treated properly, all of them invariably die in the first decade
of life following severe anemia, congestive heart failure and other complications. Therefore,
the only and most important management to prevent death and other complications is to give
red blood cell transfusions at regular intervals to maintain a near normal hemoglobin around
10gm% (Das Ka Dam) which will permit normal growth and development and improve the
survival of these children.
Regular Blood Transfusion (BT) Therapy
Regular Blood Transfusion (packed red blood cells) therapy has remained the main stay of the
management of thalassemia. Blood transfusion should be started without delay once the
diagnosis of thalassemia major is confirmed. The results of transfusion therapy regularly and
methodically repeated are absolutely superior to those achievable with transfusions given
irregularly and only when the child appears anemic. Thus a regimen of chronic BT to eliminate
hypoxia and its side effects should be followed in all the cases. In majority of the cases such
children require 15-20 mL /Kg packed red blood cells at an interval of every 3-4 weeks. This
transfusion regimen should not allow the hemoglobin to fall below 9.5-10g/dL to prevent
cardiomegaly and cardiac failure and to arrest abnormal extra medullary hematopoiesis,
prevent hepato-splenomegaly and facial changes which are the hallmark of a poorly managed
or noncompliant child. This also prevents iron absorption from the intestines and thus reduces

overall iron load in the body.

Type of blood

In the present era, it is necessary to give only blood components (not the whole blood) in all
cases. For thalassemic patients, only packed RBC's are required. Preferably fresh packed red
blood cells (not more than 4-5 days old) should be transfused. Filtration of blood to remove
WBCs and plasma will prevent unnecessary infusion of plasma proteins and white cells thus
preventing transfusion reactions and other allergic reactions.




Frequency of Blood Transfusion: -

For all practical purposes, majority of the thalessmic children (without hypersplenism)
require B.T. at an interval of 3 - 4 weeks. Our aim should be to maintain a pre-transfusion Hb of
around 10g/dL in such a thalassemic child. In an individual patient, the pre-transfusion Hb
level required to maintain the recommended mean Hb of 12g/dL will vary with the transfusion
interval. However, the post transfusion Hb should not exceed 16g/dL, since higher Hb levels
increase blood viscosity, reduce tissue oxygenation and increase the risk of thrombosis.

Amount of blood:

In principle, it is easy to calculate the amount of blood to be given to a thalassemic patient to
raise the desired Hb. As a general guideline for packed cells to raise the Hb by 1g/dL, the blood
volume required is 3 ml/kg body weight. Thus patients on monthly transfusions, would require
approximately 12 ml/kg of packed cells which is equivalent to 20 ml/kg of whole blood. Older
children may require 1-2 units of packed res blood cells depending upon their body weight.

If there is no cardiac problem, a child can be given 5 — 7 ml of blood or packed cells/kg body
weight per hour. When cardiac failure is present or Hb is < 5g/dL, small BT at frequent
intervals (1 — 2 weekly) can be given along with a diuretic (mostly frusemide). On a single
occasion not more than Sml/kg of blood should be transfused at an infusion rate of not
exceeding 2 ml/kg/hour.

Evaluation of transfusion treatment:

The following data should be regularly recorded at each transfusion:

Date of transfusion

Bag number of the blood transfused

Amount of blood transfused

Height

Weight

Hepato-splenomagaly

Transfusion reactions (details)
Thalassemia Unit/Day care Centre
Ideally blood transfusion should be done in a separate thalassemia unit during the day time,
where all the facilities of a trained doctor & nurse are also available. This unit should also have
facilities for Hb estimation, growth recording, ferritin estimation, dispensing of drugs like iron
chelators and some recreation facilities. It should keep all the patient records, a copy of which

can be given to the patient as well. In Delhi almost all the major Govt./Private Hospitals have

this kind of facility available for such children.




Leukodepletion:

Now, it is well recognized that WBC's present in the blood could sensitize the recipient
following a blood transfusion. Therefore any subsequent B.T. could cause a non hemolytic
febrile transfusion reaction (NHFTR) in these patients.

Main consequences of transfusion of allogenic leucocytes

Adverse consequences:

e Non — hemolytic febrile transfusion reactions

e Platelet refractoriness

e Immunosuppression

e Graft versus host disease (caused by transfusion of live lymphocytes to immuno
deficient patients)

e Transmission of viruses (CMV, HTLV —1)

Beneficial consequences:

e Immuno tolerance (prolonged survival of renal transplants)

e Immuno modulation (beneficial effect in women with spontaneous abortions)

e QGraftvs. leukemia effect (inpatients with leukemia following bone marrow
transplantation)

To prevent the deleterious effects of the leucocytes, one can use micro filtration techniques

which are designed for removal of micro aggregates or one can use leucocyte depleting filters

(LDF) meant for removing leucocytes from red cell preparations or platelet concentrates.
High cost of these filters is the only deterrent in their regular use by majority of these patients
in our country.




Alloimmunization in Thalassemia
- Dr. V. P. Choudhry

Alloimmunization is defined as immune disorder caused by incompatibility between recipient
and donor antigens. Alloimmunization to red cell antigens is the major complication following
blood transfusion. The factors for alloimmunization are complex and are dependent on three
major factors viz.

a. Redcell antigenic difference between the donor & the recipient

b. Recipientimmune status

c. Immunomodulatory effect of red cell antigens on recipient immune system.
The donor antigens induce an immune response in the recipient resulting in production of
specific antibiotics against the donor antigens. These anti RBC antibodies (allo-antibiodies or
autoantibodies) complicate the transfusion therapy. Some allo-antibodies are hemolytic in
nature and results in hemolytic reactions of varying severity,while others are clinically
insignificant and do not cause any minor reactions.
Based upon the red cell antigens, red cells have been divided into major blood group antigens
such as A,B,AB and O. Incompatibility of these blood antigens during transfusion results in
severe hemolysis which may be fatal if not detected early and treated actively . Most blood
banks in our country match blood against A, B, AB and O along with Rh-D matching. Besides

these major antigens these are host of red cell antigens of Rh system ( most common C&E) and
while other common antigens comprise kell (V,hr",C", Js *) kidd (Jk*> Jk*) dufty (Fy">Fy")
lewis (Le">L2") and MNS (M,S) systems. Anti lewis antibodies are usually clinically

insignificant. Most blood banks in India do not cross match blood against these minor blood
groups. Thalassemic children requiring multiple blood transfusions develop allo-antibodies
on repeated exposure to these minor red cell antigens. Based upon the level and type of allo-
antibodies the following reaction may develop following blood transfusions:

a. Severehemolyticreactions.

b. Delayed hemolytic reaction.

c. Increased frequency ofblood transfusion requirements action.
Prevalance
Rate of alloimmunization are highly variable. Its prevanlance in general population varies
between 1-4% while among thalassemic children is varies from 4 to 37%. Data from our
country is limited . In a study from Chandigarh 3.4% of multi transfused patients were found to
have allo antibodies. While in study from Maharashtra 50% of thalassemic children were
found to have allo antibodies but majority of them did not develop any hemolysis.




RISK FACTORS FOR ALLOIMMUNIZATION
- Dr. V. P. Choudhry

Donor Factors:

Differences in alloimmunization have been obsereved to ethmic or racial disparity of donor &
recipient population. In one study from USA Asian patients with thalassemia had
alloimmunization rate of 20% while only 5% of local blood donors were Asians. Extended
RBC antigen matching to include C, E and Kell has been recommended to reduce the
alloimmunization.

Host Factors: Duration of transfusion support (more number of transfusions) and older age is
associated with increased risk of alloimmunization. Children with thalassemia intermedia
have been found to have higher risk of developing antibodies. Spleenectomy also increases the
risk of alloimmunization. Spleenectomy continuous to play an important role in immune
function. It has been postulated that post spleenectomy changes in RBC membrane enchances
immunomoduation resulting in alloimmunization. Allogenic white blood cells within RBC
also cause allergic febrile reactions and results in alloimmunization through reduced activity
of CD 4+ cells.

Strategies for prevention of alloimmunization

The major cause of alloimmunization is exposure to foreign RBC antigens. Thus it is logical
that alloimmunization can be early prevented by not exposing the recipient to foreign RBC
antigens.

This is possible by doing the extended RBC phenotype before starting blood for thalassemic
children to determine blood groups A,B,AB,O Rh system D.C.E.e K, Fy*, Fy’, JK*, M,N,S s,

Le*, Le’, and P1 status . The extended phenotype is useful in guiding the serological work up of

new RBC antibody and for prospective matching.

Extended RBC matching :

It has been observed that limited (c,E,Kell) phenotyped matched blood reduces the risk of
alloimmunization significantly. Thus in the consensus recommendations of US & UK it is
stated that limited cross matching(C,E,Kell) in addition to A,B, AB ,O,Rh D is justified.
However in some countries it is practice to provide antigen matching to Fufty,Kidd and /or
MNS in additionto matching as suggested above. Further extended phenotype matching can
be undertaken on individual case who have developed positive coomb's test or have
development alloantibodies.

Leucocyte Reduction

Some studies have shown that leucoreduction reduces the risk of alloimmunization
significantly . In addition leucoreduction also reduces risk of febrile reactions and
cytomegalovirus virus transmission.




Treatment

Once the patient has developed all- antibodies should be managed by immunomodulation.
Immuno-modulation treatment has been undertaken with conventional or high dose steroids.
IV IgG alone or in combination with steroids have been used in small case studies. In

refractory cases ritxumab has been used with beneficial results.

Such children in future should receive only blood which has no foreign RBC antigens. In
addition it is desirable that leucoreduced RBC should be given always.




Monitoring of Chelation/Iron Overload in Thalassemia
- Dr. Amita Mahajan
Monitoring of iron overload is one of the most important and crucial aspects of management in
thalassemia. The overall outcome of individual patients is dependent on optimal monitoring
and management of iron overload. The tools available for monitoring iron overload are:

S.Ferritin

Serum Ferritin continues to be the commonest test used for monitoring of iron overload in
patients. It is readily available, relatively inexpensive and non-invasive. There is extensive
data that demonstrates significantly increased risk of cardiac and hepatic toxicity if S.ferritin
is consistently above 2500. Current guidelines recommend for chelation to commence once
S.Ferritin is > 1000. The aim has been to maintain S.Ferritin< 1500 but increasingly, with the
availability of efficacious chelators, more and more physicians are aiming for values of 500-
1000. Rather than a single value, it is the trend that is important. The S.ferritin should be
measured every 3 to 6 months.

However, the problem with S.Ferritin is that it is an acute phase reactant and is frequently
elevated in acute infection, inflammation and hepatitis.

Liver biopsy

Till the establishment of standardized MRI evaluation to measure tissue iron concentration,
liver biopsy and the estimation of liver iron concentration (LIC) was considered to be the gold
standard for the