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Summary  

Sickle cell disease is a life-threatening inherited condition designated as a public health priority by WHO. 

Increased longevity of patients with sickle cell disease in high-income, middle-income, and low-income 

countries present unprecedented challenges for all settings; however, a globally standardised solution for 

patient transition from paediatric to adult sickle cell disease health care is unlikely to address the 

challenges. We established a task force of experts from a multicountry (the USA, Europe, Middle East, and 

Africa) consortium. We combined themes from the literature with viewpoints from members of the task 

force and invited experts to provide a global overview of transition care practice, highlighting barriers to 

effective transition care and provide baseline recommendations that can be adapted to local needs. We 

highlighted priorities to consider for any young person with sickle cell disease transitioning from paediatric 

to adult health care: skills transfer, increasing self-efficacy, coordination, knowledge transfer, linking to 

adult services, and evaluating readiness (the SICKLE recommendations). These recommendations aim to 

ensure appropriate benchmarking of transition programming, but multisite prospective studies are needed 

to address this growing public health need.  
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Session 1 
 

24th June 2020, 03:30 PM to 05:30 PM BST 
  

03:30 – Introduction 
 

Prof. Marsha Treadwell - Professor of Psychiatry and Pediatrics, UCSF School of Medicine, California 

 
03:35 – Generic WHO standard tool (5 minutes for Q&A) 

Shamarah Mathurin-Charles, Foundation Interim Year One Doctor in General Medicine  
 

04:00 – High Income setting (5 minutes for Q&A) 

Bethany Singh, Haematology registrar at Guy’s and St Thomas NHS foundation trust 
 

04:25 – Low Income setting (5 minutes for Q&A) 
 

Dr Ijeoma Akinwumi- Consultant Paediatrician and Lead Clinician, Paediatric Haematology–Oncology, 
Lagos State University Teaching Hospital, Ikeja, Lagos, Nigeria 

 

04:50 – Psychological Issues (5 minutes for Q&A) 
 

Dr Jerlym Porter - Assistant Member, Department of Psychology, St. Jude Children’s Research Hospital,    
Memphis 

  
05:15 – Discussion  

All co-authors:  

Prof. Miguel Abboud - Professor of Pediatrics, Hematology-Oncology, Head of Sickle Cell 
Disease Program Chairman of the Department of Pediatrics and Adolescent Medicine, American 
University of Beirut, Lebanon 
 
Dr. Biree Andemariam - Associate Professor of Medicine at the University of Connecticut in the 
division of Hematology/Oncology 

 
Prof. Lewis Hsu - Professor of Pediatrics and Director of Pediatric Sickle Cell at University of Illinois, 
Chicago 
 
Prof. Marsha Treadwell - Professor of Psychiatry and Pediatrics, University of California San Francisco 
School of Medicine, California 
 
Dr Wale Atoyebi, Cancer and Haematology Centre, Churchill Hospital, Oxford, UK 
 
Dr Ijeoma Diaku-Akinwumi, Department of Paediatrics and Child Health, Lagos State University, Ikeja, 
Nigeria 
 
Prof Norah O Akinola, Department of haematology and immunology, Obafemi Awolowo University, Ile-
Ife, Nigeria  
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Panelists Biographies: 
 
Prof. Marsha Treadwell 

Dr. Treadwell holds a degree in clinical child psychology from the University of 
Washington in Seattle, U.S. She is a Clinical Scientist at the University of 
California San Francisco (UCSF) Benioff Children’s Hospital Oakland, California, 
specializing in clinical care, research and community advocacy for individuals 
with sickle cell disease and their families. Dr. Treadwell is the Director of the 
Sickle Cell Care Coordination Initiative in northern California that brings 
together adolescents and adults with sickle cell disease, healthcare providers, 
policymakers and researchers, to improve quality of life and quality of care and 
to address the longstanding sickle cell disease health disparities throughout the 
U.S. Dr. Treadwell is Regional Director for the Pacific Sickle Cell Regional 
Collaborative, a consortium across 13 western U.S. states that seeks to 

improve access to knowledgeable sickle cell care. She is Professor of Psychiatry and Pediatrics in the UCSF 
School of Medicine and has participated in and led numerous multi-site research projects.  
 
 
 

 Dr Jerlym Porter 
 
Jerlym Porter, PhD, MPH is an Assistant Member in the Department of 
Psychology at St. Jude Children’s Research Hospital. She obtained a PhD in 
counseling psychology at Virginia Commonwealth University. She completed her 
doctoral internship at Rush University Medical Center and postdoctoral training 
at the Center for Healthcare Studies at Northwestern University, Feinberg School 
of Medicine. During fellowship, she obtained an MPH within the Department of 
Preventive Medicine, Northwestern University. Dr. Porter’s work focuses on 
improving quality of life of youth with SCD through examining psychosocial 
outcomes, with an emphasis on issues relevant to the transition to adult care and 
treatment adherence. She currently has a career development grant through the 
National Heart, Lung, and Blood                                                                                         
Institute (NHLBI) to investigate transition predictors and outcomes in SCD. 
 

 
 
 

 
 
Dr. Baba Inusa  
Baba Inusa graduated MBBS 1984, ABU Zaria. He is a Professor of Paediatric 
Haematology, King’s College London.  Chair, National Haemoglobinopathy 
Panel, England and lead consultant paediatric haemoglobinopathies, Evelina 
London Children’s Hospital, Guy’s and St Thomas NHS Foundation Trust. He 
is the chief investigator African Research innovative initiative for Sickle Cell 
Education (ARISE) www.ariseinitiative.org,  EU  Horizon 2020 Marie 
Sklowdowska –Curie  grant involving institutions in Europe (UK, France, Italy 

and Cyprus), USA, Kenya, Nigeria and Lebanon institutions 2019-2023. Research interest in sickle cell disease include 
newborn screening, stroke, renal disorders, health related quality of life with over 70 publications in high impact 
journals. He edited a book on sickle cell disease –Pain and common chronic complications, 2016. He is a reviewer for 
peer review journals, national and international publications and grant funders. As mentor he is supervising PhD, 
Masters Students at King’s College London. I receive students from Italy, China and the Middle East.  

http://www.ariseinitiative.org/
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He is the founder/Director, Academy for sickle cell and thalassaemia (ASCAT) international conference now in its 15th 
year (2020) and Sickle Cohort Research Foundation (SCORE) www.scorecharity.com 
 

 
 

Dr. Miguel Abboud 

 
Miguel R. Abboud earned his medical degree at the American University of Beirut in 
Lebanon in 1982. In 1984, he completed his residency in the Department of Pediatrics, also 
at the American University of Beirut. In August 2002, he became the first Medical Director 
of the Children’s Cancer Center of Lebanon (CCCL) at the American University of Beirut 
Medical Center in Lebanon as well as and Professor of Pediatrics at AUB. During his tenure, 
he established highly visible and successful bone marrow transplant, limb salvage surgery, 
and sickle cell disease programs as well as an acute lymphoblastic leukemia research 
protocol in collaboration with the Leukemia/Lymphoma Division at St. Jude Children’s 
Research Hospital in Memphis, TN, USA. The sickle cell program at AUBMC has grown and 
now provides comprehensive service to over 300 children and adolescents with this 
disease. The program research focuses now on pulmonary hypertension and the 

vasculopathy in sickle cell disease. In February 2011, he was appointed as Chairman of the Department of Pediatrics 
and Adolescent Medicine at AUBMC.  
 
 
 
 

Dr. Biree Andemariam  
 
Biree Andemariam is a hematologist and founding director of the New England 
Sickle Cell Institute (NESCI) at UCONN Health. NESCI serves over 300 adults with 
SCD. With a staff of 12 individuals, including nurses, social workers, patient 
navigators, and research assistants, NESCI provides comprehensive care, acute 
pain management, apheresis, clinical trials, and a transition destination for 
children. Dr. Andemariam’s primary research focuses on novel therapeutics and 
new pathways of care. She holds an undergraduate degree in molecular biology 
from Princeton University and a medical degree from Tufts and is Chief Medical                                       
Officer of the Sickle Cell Disease Association of America. 

 
 
 
 

 
 
 

Prof. Lewis Hsu   

Lewis Hsu, MD, PhD, is professor of pediatrics and director of pediatric sickle cell 
at University of Illinois at Chicago. He is a pediatric hematologist dedicated to 
finding more cures for sickle cell disease and improving treatment and 
education until more cures can be found. During 24 years of experience in sickle 
cell, his immersion in “team science” led to over 70 scientific publications. He 
works collaboratively to build comprehensive care across the lifespan. He has 
been training community health workers in the CHECK project in Chicago, with 
the Sickle Cell Disease Association of America, and with the SCORE in Kaduna, 
Nigeria. He is a multi-PI in the NIH-funded Sickle Cell Disease Implementation 
Consortium and is applying implementation science to advance sickle cell care in 
the US and Nigeria.  He volunteers as Vice Chief Medical Officer for the Sickle 

Cell Disease Association of America, and on educational projects for the American Society of Hematology (ASH) Sickle 
Cell Initiative. He co-authored the “Hope and Destiny” set of 3 books for education on sickle cell self-care, and 5 sickle 

http://www.scorecharity.com/
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cell websites devoted to patient education.  

Professor Mariane de Montalembert  

Professor Mariane de Montalembert received her MD from the Paris Descartes Medical 
School in 1982 and her PhD in Ethics in 1994. She specialized in pediatrics, statistics 
(option clinical research), and transfusion. She is at the head of the Hemoglobin Diseases 
Unit at the Necker University Hospital, which follows 600 children and the «ROFSED» 
healthcare network for SCD children in the Parisian area (Therapeutic Education Unit for 
700 children and families). Prof de Montalembert is a member of the French Society of 
Pediatrics, in which she chairs the Ethic Committee, of the French Society of Hematology, 
the European Network for rare and Congenital Anaemias (ENERCA) the European 
Reference Network in rare Haematological Diseases (EuroBloodNet), the European 
Association (EHA), and the American Society of Hematology (ASH). She coordinates 
clinical research programs, notably on hydroxyurea in children with SCD, transfusion, and 
iron overload.  

 
 

Dr. Ijeoma N. Diaku-Akinwumi  

M.BB.S – University of Ibadan , FMCPaed – Postgraduate Fellowship in 
Paediatrics – Nigeria , MSc in Haemoglobinopathy, University College, London. I 
have practiced medicine in Nigeria for 30 years and general Paediatrics for 21 
years.  In the past 12 years my attention has been given to Paediatric 
Haematology – Oncology, with special interest in sickle cell disease. I have been 
responsible for training candidates in undergraduate and postgraduate in these 
fields for past decade. For the past 9 years, I have also, represented our college 
of Medicine, on Lagos State Ministry of Health’s Technical Working Groups 
responsible for formulating several health policy documents currently in use in 
the State. Indelible personal and patient care experiences with adolescent and 

young adults who died of complications of sickle cell disease have led me to voluntary work with children and 
adolescents living with SCD and more recently, into related ongoing research in transition from Paediatric to adult 
centred SCD care. 

 
 

 
Prof Norah Akinola  
 
I have been a consultant haematologist and physician for over 30 years and became a 
professor of haematology in 2007 at the Obafemi Awolowo University, Ile-Ife, Osun 
State, Nigeria. I have been teaching and conducting research in the areas of 
communicable and non-communicable diseases (NCD). The communicable diseases are 
HIV and tuberculosis and the NCDs are sickle cell disease (SCD), haemto-oncology, 
haematopoietic stem cell transplantation. Recently, I have collaborated with some 
scientists in the Drug Research and Develpoment Unit, Faculty of Pharmacy, OAU, Ile-Ife. 
I have been involved in clinical trials for new antimalarial, antiretroviral agents and 
herbals that have antisickling properties. In addition to the above major thrusts I also 

have interest in the use of the apheresis technique in the reduction of percentage Hb S in patients with SCD who have 
complications and severe disease and also for the provision of single donor platelets for patients receiving 
chemotherapy. I have published many scientific papers in national and international peer review journals of repute. I 
am the SW Coordinator for the Sickle Cell Support Society of Nigeria (SCSSN), an organisation that is coordinating 
research activities in the prevention and management of sickle cell disease in Nigeria.  I am presently the Co-PI on a 
TETFund NRF supported study to characterise breast, prostate and lymphoproliferative cancers in south west Nigeria. 
I have supervised or co-supervised many candidates at the postgraduate level (PhD, MSc, Fellowships) successfully 
and three (3) candidates are currently under my supervision. I am the maiden and current Editor-in-Chief of the 
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Nigerian Journal of Haematology. In the area of service to the community, I have an NGO that provides Prevention, 
Care and Support in all the areas of my research interest above. 

 
Bethany Singh 

 
Bethany is currently a haematology registrar at GSTT. Her primary training is in 
paediatrics and she is currently an ST5 Paediatric registrar with an interest in 
haematology, particularly sickle cell.  
 
 
 
 
 
 

 
 
 
Dr. Shamarah Mathurin-Charles 
 

Interim Foundation Year 1 doctor at King's College Hospital, South East London. Graduate of the recent 
"CoViD Cohort" at King's College London, GKT School of Medicine. Completed a special interest module in 
Sickle Cell in 3rd year of university and interest has grown ever since.  
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