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OVERVIEW
Joanne Chazima Sickle Cell Foundation (JCSCF), named after its co-founder Joanne Chazima, herself living with SCD, is a Kenyan
nonprofit organization seeking to create awareness about the sickle cell disease (SCD), set up sickle cell centres in areas prevalent with
the disease to carry out successful diagnosis and management of the disease. The foundation will form partnerships with medical
associations, corporate companies and medical doctors specialized in sickle cell care. Joanne Chazima Sickle Cell Foundation’s vision is
to see to it that all sickle cell patients lead pain-free and productive lives.
Joanne Chazima Sickle Cell Foundation is established in direct response to the growing number of people, especially children, born with
sickle cell disease but remain unaware of their condition throughout their lives. The foundation’s primary focus is on children born and
living with the disease while its secondary focus is to help sickle cell adults live with the disease by understanding its successful
management to be able to lead productive lives.
Joanne Chazima Sickle Cell Foundation operates in line with the World Health Organization’s approach to sickle cell disease prevention
and control which supports: (i) primary prevention (genetic counseling and general public knowledge); (ii) early detection via screening to
reduce morbidity and clinical care of special groups that is children and pregnant women.
According to United Nations Educational, Scientific and Cultural Organization (UNESCO), Sickle Cell Disease (SCD) is the most frequent
genetic disease worldwide. It is present on four continents: in sub-Saharan Africa and in the Maghrib, in Asia (Middle-East, Arabic
peninsula, India), in the Americas, on the North (USA), centre (Guatemala, Caribbean islands), and on the South (Brazil,Surinam, Guiana),
in Southern Europe (Southern Italy and Sicily, Greece, Turkey). It is estimated that 500.000 are born every year with this severe and
invalidating condition and that 50% of them will die before the age of 5 years. Trans-continental, SCD is also trans-ethnic and affects
black populations from African origin and Arabic, Indian and Caucasian populations from Southern Europe.
Through advocacy of the Sickle Cell Disease International Organisation (SCDIO), the support of the Republic of Congo and the Republic
of Senegal, and the commitment in the scientific world, the African Union (in 2005), the UNESCO (2005), WHO (2006), and the United
Nations (2008) recognized sickle cell disease as a public health priority.
In Kenya alone, two out of every 10 newborns have the disease, with six to eight of them dying before their fifth birthday. "This is indeed
a national shame. This is a major medical concern, as most are never diagnosed. SCA is an unrecognised leading
contributor to high infant deaths," said Prof William Macharia of the Aga Khan
Hospital (Standard Newspaper, 19th June 2015).
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1.1 Objectives
Joanne Chazima Sickle Cell Foundation was established to meet the following
objectives:
- To provide healthcare services to people with SCD
- Set up Sickle Cell Centres in areas prevalent with SCD
- Create awareness about SCD to both those living with the disease and those
taking care of them
- Ensure successful management of SCD

1.2 Vision Statement
Joanne Chazima Sickle Cell Foundation Vision is:
“Pain – Free and Productive Lives For all Sickle Cell Patients”
The vision is based on the following core values or guiding principles:
- Commitment
- Possibility
- Support
- Responsibility

1.3 Mission Statement
“To offer a helping hand in providing knowledge and understanding of sickle cell disease
as a health problem through professional successful administration, diagnosis,
awareness, health care, public relations and fundraising.”

1.4 Keys to Success
- Establish a strong network of support with the medical fraternity and funding
partners
- Launch a series of fundraising activities that will successfully fund the
expanding program.
- Establish an effective training program for family members, nurses and
clinicians that will be providing care to the patients
- Establish an effective monitoring system for the diagnosis and management of
the patients to follow set procedures and standards.
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CONTEXTUAL ANALYSIS
Joanne Chazima Sickle Cell Foundation (JCSCF) intends to contribute towards the Sustainable Development Goals as declared by
the United Nations.

2.1 Policy Frame Work
2.1.1 Ministry of Health
Kenya is experiencing an epidemiological transition in its diseases burden from infectious to non-communicable conditions. Non
communicable diseases are a major public health concern with significant social and economic implications in terms of health
care-needs, lost productivity and premature death and thus a serious setback to our attainment of social, health and economic
targets if no proper interventions are put in place.
The Ministry of Health considers SCD to be a very significant disease that confers long term complications and disabilities.

2.1.2 Constitution of Kenya – 2010
Article 43 of the Constitution of Kenya – 2010 guarantees that every person has the right to the highest attainable standard of
health, which includes the right to healthcare services
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PROGRAM ACTIVITIES UNDER JCSCF
JCSCF works to achieve its mission through its work in these 5 program areas:

3.1 To Help People Living With SCD Access Quality Healthcare Services
This includes treatment and management of the SCD and providing psychosocial support for people with Sickle Cell Disease, the
family, caregivers and the support community around them

ACTIVITIES
• Medical services

• Hotline case management

• Home visits

• Case follow up

• Hospital visits

• Routine health talks at SCD Centers

3.2 Create Awareness for Sickle Cell Disease
ACTIVITIES
• Outreaches

• Community mobilization

• Media; digital communication, broadcast media, print media,

• Community education

newspaper, magazines

• Dialogue with district officials , community health workers

• Produce documentaries
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3.3 Set Up Sickle Cell Centers in Areas Prevalent With The Disease
Have partnership with government clinics and key stakeholders in the health sector

ACTIVITIES
• Establish functional sickle cell centers
• Maintain partnership with various health organizations
• Dialogue with Ministry of Health, Counties, Districts, and Regional Referral Hospitals

3.4 Advocacy and Networking with Key Stakeholders
This will involve fundraising and creating collaboration with key stakeholders

ACTIVITIES
• Key stakeholder engagements, government and private sector
• Fundraising strategies; Dinners, events, major conferences
• Form key partnerships and collaboration with existing stakeholders

3.5 Capacity Development
ACTIVITIES
• Training professionals in the areas of SCD
• Sensitization workshops
• Establish a sickle cell curriculum as a career path

• Develop Manuals about care, management and support of sickle cell disease
• Develop research papers and be sponsored and presented at conferences
• Partnership with universities to sponsor research in SCD
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4.0 BOARD OF DIRECTORS

Edwin Masivo (Board Chairman)
Edwin Masivo is the Co-founder of Joanne Chazima Sickle Cell
Foundation (JCSCF) and husband to Joanne Chazima who is living with SCD.
In the past 10 years living together, Edwin has borne witness to the
suffering & pain experienced by people living with SCD. Together, they
have made countless hospital visits; sometimes in the dead of the
night punctuated by financial strain due to refusal of Medical
Insurance Companies to fully cover Joanne’s medical condition.
These experiences led Edwin to conduct research on SCD only to
discover that there are many more people living with SCD and
with a sizeable number living in the rural communities with poor
access to proper medical services and unaware of the basic
homecare remedies. This
revelation
highlighted a somber statistic whereby it is estimated that 6 out
of 10 children born with SCD die before reaching 5 years due to
ignorance and lack of basic homecare remedies.
Edwin has dedicated his life to creating awareness about SCD and
reaching out to well wishers globally to join hands with JCSCF in
providing the much needed helping hands to prolong pain-free lives of the
people living with SCD in the impoverished, rural communities of Kenya.
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Dr. Peter Oyiro (Board Member & Consulting Doctor)
Dr. Oyiro is a Fellow in Medical Oncology and Hematology at the University of
Nairobi. He completed his Bachelor of Medicine and Bachelor of Surgery
degrees at the University of Nairobi, Kenya in 2007. He later proceeded to
the same university where he successfully completed a 3-year internal
medicine residency. Between 2012-2013 he proceeded to Marry Babb
Randolph Cancer in West Virginia, USA for a one-year research
fellowship in Hematology-Oncology and Bone Marrow Transplant.
His research focus is on hematological disorders: sickle cell anemia,
hemophilia, multiple myeloma, leukemia,
lymphoma; and solid tumors: breast cancer, prostate cancer, head
and neck cancers and HIV/AIDS-related malignancies. He is also at
the forefront and passionate about establishment of
comprehensive care centers for Sickle cell anemia and cancer
patients in all the counties in Kenya. Dr. Oyiro is also actively
involved in creating the Hematology-oncology curriculum for
cascading skills and competencies to the lower cadres of health
professionals at the counties in order to equip them make prompt
referrals of suspected cancer cases.
In his current position as Medical Oncology Fellow at the university of
Nairobi, he is charged with helping to teach and mentor both the
undergraduate and postgraduate medical students as well as provision of
clinical services at the oncology ward and clinics.
He is very passionate about being part of this noble course (both as a board member & consulting
doctor) aimed at providing a helping hand to people living with SCD in poor communities in Kenya.
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Joanne Chazima (Executive Director)
Joanne Chazima is the Co-founder and Executive Director of Joanne Chazima Sickle Cell Foundation (JCSCF), a non-profit organization based in Kenya whose main objective is to continuously create awareness about SCD and provide a helping hand to the many people
living with it in the rural, impoverished communities.
Joanne was born with SCD but she didn’t know until when she was 22 years old after she fell very ill and was rushed to Nairobi. Growing up
in the small agricultural town of Kitale, Joanne’s parent and medical practitioners who used to attend to her never understood exactly
what her condition was. Most of the time they used to treat her for malaria and other tropical diseases. It is by sheer
grace of the Lord that Joanne grew to age 22 when the condition was discovered! Her childhood was very
disturbed because she never understood why she couldn’t play like other kids or do the things
everyone else around her was doing.
When she was 13 years old, she lost her elder sister to what hitherto, everyone thought was a serious bout
of malaria but looking back now she is more than convinced that the sister succumbed to the effects of
SCD. Many people living with SCD have lost lives like this without having the smallest of clues. Many of those
lives would have been saved if only those people, their families and the medical practitioners were aware.
Many years later Joanne relocated to Kenya’s capital city, Nairobi where she has been able to access
good medical facilities with doctors who fully understand the condition. Joanne has a family that has also
gone to great lengths to understand the condition and supports her fully both emotionally and financially.
However, majority of people living with SCD in Kenya aren’t as lucky as Joanne; they reside in in rural areas
and live in abject poverty. Many are suffering from conditions they don’t understand, and the few who do,
cannot afford the basic medication to manage the condition. The unlucky ones are losing lives everyday.
After visiting many of them and seeing the conditions they are in, Joanne decided to start this foundation and dedicate her
life to helping them. From the Sickle Cell Support Group Network organized by JCSCF we have families who have majority of children born
with the disease dying before the age of 5. Many families have children living with the SCD condition unbeknownst to them. For other
families, children who do survive remain vulnerable to painful complications from severe anemia and sickle cell crisis. They also have an
increased risk of dying from cardiovascular events and infections. Joanne’s hope and prayer is that she can reach out to as many donors,
partners and well-wishers as possible to support this noble course. It is a journey she believes is going to be long & tough, murky &
challenging, costly & scary but as they say, if it doesn’t scare you then it is not Big Enough! She believes together with other board members, partners and donors, she will be able to provide the much needed helping hand to the thousands of people living with SCD in
impoverished communities in rural Kenya.
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Andreas Barth (Board Member)
Andreas Barth is a businessman with many years of experience in international business
development. Andreas is of German origin and has lived in the UK and the Middle East for a
number of years. His key focus has been the logistics and supply chain management sector
as well as the international event industry. Africa and especially Kenya has been a personal
passion for a longtime for him both for business and private visits.
Having had spent much time in Kenya the knowledge and awareness of the suffering of
people with SCD has become a key focal point for him and he is delighted and honored to
become part of a unique platform that is dedicated to raising the awareness of SCD in
addition to finding direct support for those in need.

Hillary Akoto (Board Member)
Hillary is a graduate of Swiss Hospitality touch with a solid 10 years experience in hospitality
marketing & sales. He is a customer centric individual predisposed to strategy formulation and
implementation with strong analytical and planning skills. He is a lifelong friend to Edwin and
has at times shared in his experiences while caring for Joanne.
As a board member, he will utilize his particular skill set and in consultation with the board
formulate and implement programs that are in league with JCSCF Vision, Mission, Values
and Goals. It is envisaged that this journey will foster Hillary with a deeper understanding of
SCD and help him to bring care and hope to people living with SCD.
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Jimmy Shiganga (Board Member)
Jimmy is a Kenyan entrepreneur based in Johannesburg and with specific interest in
promoting strategic partnerships between Kenyan and South African enterprises. He is
currently developing a biometric and identity management solutions cloud platform geared
for the financial sector in Kenya. Jimmy has extensive corporate experience as a senior
executive having managed and grown a leading multinational’s industrial footprint
across Sub Sahara Africa. He has served on various boards of non profit organisations
notably as treasurer of the Association for the Physically Disabled (APDK Mombasa);
founding council member of the HIV/AIDS Private Sector Council Nigeria, founding
council member of the Uganda Business Council on Aids and founding corporate
member of an Education Trust for the visually impaired in South Africa.
Jimmy readily accepted the invitation to join the board of JCSCF having been touched
by Joanne’s testimonial and in particular her courage, resilience and caring attitude.
Whilst he brings to the foundation access to an extensive business network he is both
humbled and excited by the opportunity to be actively involved with a team dedicated to
bring normalcy and joy to the lives of many young Kenyans afflicted with SCD.

Evans Meyo (Board Member)
Evans is a technology professional straddling the space at the technology and risk nexus. He has
spent the last decade evangelizing on cyber related risks to the technology industry. He is also a
strategic communications consultant. He has accomplished both simple and complex assignments
in both fields across Africa and Europe. Evans is currently involved in the strategic
communications efforts against Al Shabab for the AMISOM and the UN in Somalia. Evans is a
Certified Information Security Manager (CISM), and a certified Project Management
Professional (PMP). He holds an Msc degree (IT System Security & Audit) from Strathmore
University and a Bsc Computer Science from Moi University . He is a member of the
Information Systems and Audit Controls Association (ISACA), the Systems and Network
Security (SANS) association, and the Project Management Institute (PMI). Evans has known
Edwin and Joanne for the last 15 years and has seen first hand how sickle cell affects the daily
lives of those affected, both caregivers and those with the condition. “By joining the board of
JCSCF, I hope to be at the fore front of amplifying the impact through awareness creation by
levaraging my experience in technology and digital media”
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SUPPORTING PARTNERS
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