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SICKLE CELL DISEASE
CONTRIBUTES 25%
TO THE CHILD MORTALITY

Sickle Cell disease contributes 25% to the Child Mortality Rate
(54%) in Uganda, with 80 % of the children born with the disease
die before their 5" birthday, with one in every 150 people living
with Sickle Cell disease. The trait prevalence stands at 13.5%
meaning that out of every seven people; at least one has the
Sickle Cell-Trait. Unfortunately, the greatest proportion of the
population doesn’t know their status. While, the dilemma of the
person living with Sickle Cell Disease and their immediate family
goes beyond grappling with the overwhelming health effects

of the disease, they are constantly being stigmatized and often

discriminated.
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MESSAGE FROM THE
BOARD CHAIRMAN

Uganda Sickle Cell Rescue Foundation is working
hard to realize Sickle Cell Awareness and
Advocacy in the whole of Uganda, while providing
flexibility to extend its scope to address the
current and future pressing needs of prevention
while ensuring an improvement on the quality
of life of people living with sickle cell disease.
This has stimulated the involvement of the most
appropriate model approaches which call for
the sickle cell community to focus on their lives.
This hence achieved through community-based
engagements through several forms of support
including knowledge sharing on Homecare
Management skills and information, setting
up innovative online platforms to enable us to
connect across the whole country and utilizing
the organization’s expertise to contribute to new
initiatives to lead and champion the fight against
sickle cell disease in Uganda.

In Africa, Uganda has the 5th highest burden of
Sickle cell. This situation is worsened by limited
and hard to access formal support programs to
help patients and families cope with the physical
and psychosocial burden of Sickle Cell, this has
always raised our support and efforts as a team
to fight sickle cell hence eliminating the stigma of
families with sickle cell patients and their entire
families.

In 2016, we were privileged to have a meeting
with the Ministry of Health which included all the
Key Ministers of Health and the whole Technical
Team. This meet resulted into a Memorandum of
Understanding with the Ministry of Health. This
was duly signed and eased our operations.
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Dr.Hajji Bulaimu Muwanga Kibirige
Board Chairman

In the same year, we approached the Katikiro of
Buganda requesting for the Kabaka Birthday Run
Theme for Sickle Cell. This resulted to the three
(3) year Partnership while increasing Awareness
on Sickle Cell as well as getting a local name for
Sickle Cell as NALUBILI.

This year was yet another bundle of joy gathering
with over 8000 people for the cause of sickle
cell at A Conference in Gulu,Boma Grounds.We
educated a lot of people and also donated the
little we had in terms of Medicine and Clothes
supported by our Partners.

The Board and Management of Uganda Sickle
Cell Rescue Foundation remains committed to
helping our community grow as they live pain-
free and wealthier lives through the coming
years. We will continue to give a hand in the
pressing needs of our communities.

“Together We Can Fight sickle cell”
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MESSAGE FROM THE
EXECUTIVE DIRECTOR

Sharif Kiragga Tusuubira
Executive Director

As 2017 begins, there is much to share in this 2016 annual
report. | want to extend a big thank you to our staff and the
team of volunteers that have worked to make this year a
success.

Our ability to remain a small organization with a big mission is
directly related to their good work.

We saw many triumphs. Our organization was able to sign a
memorandum of understanding with Ministry of Health allowing
us unlimited access to care centers across the country. We

were able to hold our annual sickle cell conference in Gulu
district where we screened 1510 people and extended our

services to close to 8500 people from across northern Uganda.

Of course, none of these successes would be possible without
the support of our generous donors. Your philanthropy towards
our sickle cell awareness and advocacy initiatives has ensured
warriors, families and staff have the support needed to stay
focused on the outreach, advocacy and engagement that

continue our tradition of excellence every day

Your steadfast generosity is both inspiring and appreciated.
Thank you.
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The Uganda Sickle Cell Rescue Foundation (USCRF) was established as a not- for profit Organization
with the purpose of having communities aware of sickle cell disease and its social connotations;
improving the economic empowerment of people living and affected by sickle cell disease and

minimizing stigmatization in Uganda.

OURVISION OUR MISSION

To be a regional sustainable center of USCRF is working “To improve the general

excellence for sickle cell awareness and quality of life for people with sickle cell disease

advocacy. through supporting management and treatment;
providing awareness and information on Sickle
Cell disease in Uganda and increasing advocacy
against the stigma associated with Sickle Cell”.

OUR GOALS

To provide Awareness and Information on Sickle Cell disease while increasing the advocacy against the
stigma associated with the disease. To offer free sickle cell Screening and Testing services, Guidance on
sickle cell Management and offering Treatment and Strengthening Partnerships.
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ECONOMIC AND BUSINESS
COMMITTE MEETINGS

Every fortnight we hold an EBC meeting where we discuss the daily

operations and activities of the Organization and the budget.

Reports are given about the activities implemented and updates on

what will be done. 30 Meetings were held



CONFERENCE
IN GULU

Uganda Sickle Cell Rescue Foundation
commemorates the Annual Sickle Cell day on
every 19th of June. This year the celebrations
were organized in Kaunda Grounds, Gulu District

There was a very large attendance (over 8000
people) at the conference, mainly families
affected by sickle cell disease, which shows that
the publicity was very successful prior to the
conference.

The sickle cell Awareness Walk through Gulu
town took place at start of the day for purposes
of promoting Awareness in the town.

The ongoing screening process throughout the
day was a great success and seemed fairly well
organized with an orderly queue forming for
people waiting to be screened. The large numbers
(over 1000 people) were screened during the day,
which is a great achievement.

Providing free food, clothing, screening and
medicine was a good incentive for the people
who attended, and certainly benefted many
people affected by sickle cell disease.
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MOTHERS
FORUM

It is a support group for mothers with sickle cell
children where they meet to support each other
and share information about sickle cell disease,
and also share entrepreneurial skills to help
them raise money for their families, through
this they managed to start a Farming Project
in Gayaza with the help of one of our board
member from AGT GROUP who offered banana
stems for them to plant, it is a successful project
and they are looking forward to gain from it.
they meet once every after two months to visit
their garden and also talk about issues affecting

them.

MEETING WITH
THE MINISTRY
OF HEALTH

The board of Directors of Uganda Sickle
cell Rescue Foundation met with the
Ministers together with the Technical Team
of Ministry of Health to see how best we

can operate or work together.

A Memorandum of Understanding was
also signed between the two parties.



MEETING WITH THE
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KATIIKIRO OF BUGANDA

Early 2016, the Organization team of Board
Members led by the Board Chairman,Dr Bulaimu
Muwanga Kibirige met with the Katiikiro of
Buganda Owekitilbbwa Peter Mayiga to discuss
issues concerning sickle cell disease in Uganda

NKESIGA
FUNDARAISING
FUNCTION

among which we asked the Katiikiro of Buganda
that the theme of the next Kabaka run in 2017
should be about sickle cell disease which idea

was welcomed by the Katiikiro.

MEETING WITH
DR GREEN
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MPIGI HEALTH CENTERIV

VISITS

We visit Mpigi health center IV (Sickle cell clinic)
once a month and offer Counseling, Awareness
and Sensitization on sickle cell management
to people who visit the facility for sickle cell

treatment.

We offer them medication and psychosocial
support and also talk about issues that affect
their day to day lives. We also refer them to our

offices for more information.
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MULAGO HOSPITAL
VISITS

We make visits to Mulago hospital (Sickle Cell
Clinic) every Monday of the week to offer sickle
cell information and management skills to sickle
cell patients.

We also offer psychosocial support to these
patients and also refer them to our offices to get
free medication and more information on sickle cell

disease especially those who want private sessions.

NSAMBYA HOSPITAL
VISITS

Every Friday of the week we visit Nsambya hospital

(Sickle Cell Clinic) for counseling and sensitization
on sickle cell disease. They are interactive sessions
and we all learn from each other. We always have
topics to discuss with our patients and caregivers

Annual Report 2016

on day to day lives of sickle cell patients. They are
successful interaction and always refer them to our

offices for more information.
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OUR
OUTREACHES
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NAGULU COMMUNITY CEFOVID COMMUNITY
OUTREACH OUT REEACH HELD AT LUSAAZE VILLAGE

Every year we participate in this Community
Outreach. On September 17th we are invited to
On 10th August 2016 we were invited to Naguru hospital by attend the annual community outreach organized
the Uganda Medical Association for a medical camp, several by CEFOVID a community-based organization
Organizations were invited to offer free health services to the based Lusazze village. It hosts different
surrounding villages. we treated sickle cell patients and offered organizations offering health services to the
them free medication and management skills in sickle cell disease surrounding communities

and also tested for sickle cell, we managed to test over 200people We registered 180 people (39 male, 141 female)
they were given full information about sickle cell by our counsellors in total, counseled all of them, tested 118 (17
were reactive and 101 were non-reactive).

We gave medication for three months to four
parents and also shared with them a lot of

information on how to take care of their children.

We got their information for further follow ups on

A RE PORT their day today lives.
ON COUNSELLING AND HOW MEDICATION

WAS DESTRIBUTED IN BUTAMBALA OUTREACH MAKERERE HEALTH EDUCATION
OUT REACH AT THE FACULTY OF ENGINEERING

Am happy to inform you that Makerere outreach
was a success despite the rainy weather condition
in the morning but with God'’s grace the activity
pushed on and it turned out to be great.

We went with a team of 8(eight) people including
the office team and the lab team. We were able to

Buganda Kingdom held a Health Camp in had sickle cell anemia. For those we found with test and counsel over 339 people and also provide
Butambala where several companies and sickle cell anemia we provided medication for them with sickle cell information and 58 among
organizations were invited to offer free services 6months .We successfully conducted an interactive those were traits and the rest were normal. We
to the surrounding communities. We managed group counseling sessions where we talked to them were able to provide sickle cell information to all
to attend and we were able to educate, about sickle cell disease causes and offered them the students and also answered all their questions
counsel and register over (400) four hundred management skills, health education, and adherence about sickle cell disease.

people and only 194 were found carriers, 50 to drugs.
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DELIVERY OF LETTERS
TO CHURCHES, MOSQUES AND MEDIA

In the struggle to promote sickle cell disease awareness in various communities letters were
delivered to different Churches, Mosques and local leaders that is Kasubi parish priest, Bulange
zone B LC Chairperson, Bulange zone A LC chairperson, All Saints Cathedral, Namirembe Diocese,
Rivers of life ministries church, All Saints in Nakasero, Orthodox Church in Namungona, Rubaga
Cathedral in Rubaga, Adventist church in Kireka, Kibuli mosque and Old Kampala mosque. These
letters were seeking for an appointment for us to meet with their management and discuss on
how best we can reach out to people with this vital information using this avenue.

More so we wrote to Media houses which included Delta TV, CBS Radio, BBS Telefayina, NBS
TV, Salam TV, Pearl FM, Vision group, Suubi FM and Monitor Publications. These letters were
requesting for some free airtime for a talk show and an advert.

TALK SHOW

Pearl FM radio offered us free airtime like we had requested them so that we can promote
more sickle cell awareness in our various communities. Therefore USCRF team together with a
representative from Mulago sickle cell clinic went for this talk show on the 24th. A brief about
USCRF was given, urged people to go for sickle cell testing and then discussed how a person

gets sickle cell disease.

MEETING WITH OTHER
SICKLE CELL ORGANISATIONS

The sickle cell Organizations in Uganda ( NGO'’S and CBO'’s) are doing a recommendable job
in carrying out awareness and sensitization about sickle cell Disease in the communities and
forming support groups to help the families and people battling with this disease.

USCRF together with others organizations dealing with SCD had their first meeting which took
place at USCRF office in October. The purpose of it was to lobby for the Ring Fencing of the
Sickle Cell Drugs. This was after realizing that the number of patients with Sickle Cell in the
country is increasing yet when they reach some health facilities, the drugs are not available and
most health workers don’t know that sickle cell medicine exists. So Medicine to request for was
discussed and it was suggested that we come up with a joint document to be presented to the
Minister of health.
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MALCOM X

SECONDARY SCHOOL VISIT

Our partners Association of Uganda School
Leaving Youth (AUSLEY), a youth led organization
requested us to join them at Malcolm X S.S where
they had organized an awareness session. We
gave a brief about USCRF then we passed on

SPORT CALA

The Uganda Sickle Cell Rescue Foundation
(USCRF) in conjunction with their partner Pemba
Sports Africa together with International Health
Sciences University organized the 1st Inter School
Sickle Cell Awareness Sports gala and quiz. This
event served as a means of empowering schools,
their students and communities to join the fight
against Sickle Cell disease, its associated Stigma
and Discrimination by participating in awareness
efforts, advocacy and edutainment programs
(particularly the quiz , swimming and soccer
competition ). This event was the first of its kind,;

sickle cell information particularly regarding on
how the disease is acquired, its complications
and prevention. It was an interactive session. 181
students were reached 100 female 81male.

we hope to organize it on an annual basis.

Six Schools participated; Seeta High School,
Main Campus, Seeta Hill College, Paul Mukasa
College, Faith High School ,Seeta High School
Green Campus and Seeta High School , Mukono

Campus.

A total of 750 students participated in the event.
Seeta Hill College emerged victors in the quiz
competition while Seeta high school Main campus
emerged as the overall winners in the sports
competition (Soccer and Swimming).
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KIDS
CHRISTMAS PARTY

Pelletier Teenage Mothers’ Foundation (PTMOF) a non-profit organization dealing with teenage mothers'
issues together with Uganda Sickle Cell Rescue Foundation (USCRF) also a non-profit organization
handling sickle cell issues organized a Kids Christmas party with support from Hotel Africana, Kingdom
kids' paradise and Gombe Schools which took place on the 18 December 2016 at Muganzilwaza Kids
Paradise. This was free to all sickle cell children and those from PTMOF. Hotel Africana offered them free
gifts for chrismas.

MEETING WITH
MUFTI KIBULI MOSQUE
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YOUTH
HEALTH CAMP

MISAGGA Child Support Organisation LTD in partnership with AUSLEY a youth led organisation
and USCRF held a Youth Health camp on 16/Dec/2016 at Posiano church Salama road. Issues
tackled included HIV/AIDS, reproductive health (body changes and Personal hygiene), STls
and Sickle cell disease.

We shared sickle cellinformation particularly about how the disease is acquired, its complications
and prevention.

61 people were reached. They liked the information shared however we were requested to

offer testing services as well in the next camp.

MEDICINE
DISTRIBUTION

Since some of our people find challenges in getting the required medicine for their children,
we do help them with some that is (folic acid and panadol). So we gave out medicine to;
Mpigi health center iv for 66 clients.

Mpigi health center iv for 37 clients/patients again.

Rubirizi district sickle cell association (5580 tabs folic, 4000 panadol extra, 600 panadol junior)
Individuals who came to office total to 60 people.

CONCLUSION

Despite the challenges faced, we managed to attain success in this implementation. Much

appreciation to whoever participated in this and special thanks to our Board members for their

continuous support.
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CONSOLIDATED MONETARY VALUE OF FUNDING

RECEIVED BY SOURCE AND IN KIND
Reporting Period, 15T January 2016 t0 31** December 2016

THE FOUR LARGEST DONORS AND MONETARY
VALUE OF THEIR CONTRIBUTION
Reporting period 1%t January 2016 to 31°* December 2016

REVENUE BY SOURCE AMOUNT(UGX)

REVENUE BY SOURCE AMOUNT (UGX) %
BMK GROUP/HOTEL AFRICANA 60,443,250 BMK GROUP/HOTEL AFRICANA 60,443,250 34.5
JACKSON PEMBA 32,200,000 MR JACKSON PEMBA 32,200,000 18.4
BELGIUM DOCTORS 18,815,000 BELGIUM DOCTORS 18,815,000 10.7
CITY TYRES 10,000,000 . CITY TYRES 10,000,000 5.7
AGT GROUP 9,200,000 TOTAL 92,478,250 69.3
CITI BANK 7,100,000 .
ECO BANK 5,000,000
STONE CRUSHING LTD 5,000,000 REVENUE AND EXPENDITURE AMOUNT (UGX)
ROOFINGS GROUP 4,700,000 TOTAL REVENUE 175,283,250
BETTER GLOBE ASIRO 3,395,000 TOTAL EXPENDITURE 148,670,500
MR KEMAL LALANI TIKU 2,000,000 . EXCESS OF REVENUE(in-kind donations) 26,612,750
MR OLIVER LALANI 2,000,000
MR BOB KABONERO 2,000,000 .
MD ECO BANK 2,000,000 BALANCE SHEET AMOUNT (UGX)
KWAGALANA MEMBERS 1,930,000 TOTAL ASSETS -
HON ELIODA TUMWESIGYE 1,000,000 . TOTAL LIABILITIES -
HARDWARE WORLD 1,000,000 NET ASSETS -
BUILDMAX HARDWARE 1,000,000
CHEAP HARDWARE 1,000,000 .
LIFELINK HOSPITAL 1,000,000 CATEGORY AMOUNT (UGX) %
MRS BARBARA MULWANA 1,000,000 . PROGRAMME
MR EPHRAIM NTAGANDA 1,000,000 Sickle Cell Conference 38,610,000 25.9
MR GODFREY KIRUMIRA 1,000,000 . EBC Planning Meetings 9,982,000 6.7
MR OMAR KALAMA 1,000,000 Medication - -
NAK SHIPPING COMPANY 500,000 . logistics 38,930,000 26.2
Fundraising Dinner 11,000,000 7.4
TOTAL REVENUE 175,283,250
NON - PROGRAMME
Management and Administration 20,148,500 13.6
Office Rent 30,000,000 20.2
TOTAL EXPENDITURE 148,670,500 100
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First Floor, BMK House Plot 4 -5. Nyaboong road, Wampewo Avenue.
P.O. Box 71887 Clock tower. Kampala

+256 779 109 410 | +256 750 956 008
info@uscrfuganda.org

www.uscrfuganda.org



