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WHAT’S NEWS AT UTSS:

This July, over 150 children with albinism will be running and shouting and dancing and laughing and 
playing and learning and praying and growing and and and . . . 

For the second time, UTSS is hosting a summer camp for the kids in our education program. Most of 
them have been abandoned by their families and have no home to go to during the summer break. This 
leaves them living in the residences of the schools they attend all year long, which is no fun for them.

BIG NEWS: Summer Camp 2016 is coming to Tanzania!!

http://www.underthesamesun.com


Summer Camp 2016 says 
LET’S HAVE SOME FUN 

UNDER THE SAME SUN!!!!  

A big THANK YOU to Eliane Kirschbaum 
of FTS for providing all the sun protective 
hats for the kids at camp. Their campaign 
launch is #StayShadyForAChange which 
will donate one +50 UPF hat for every 
#shady hat sold in hopes of reaching their 
goal of 150 hats by July. 

THE FIRST EVER PAN AFRICAN ALBINISM CONFERENCE (PAAC) 
was hosted by UTSS at the Julius Nyerere International Convention Centre in 
Dar es Salaam, Tanzania.



The conference ran from November 19 – 22, 2015, 
and had about 200 people in attendance with 
representatives from the albinism communities 
of 29 African nations as well as 9 non-African 
nations. To maximize the impact, all sessions were 
simultaneously translated into English, Kiswahili 
and French.

THE THEME OF THE CONFERENCE:

OUR SPONSORS:

The PAAC was sponsored by Under The Same 
Sun and several other key partners such as the 
Organisation Internationale de la Francophonie 
(OIF), Standing Voice, UNICEF, the Open Society 
Initiative of East Africa, Holiday Inn, Precision Air, 
the embassies of France and the Netherlands 
and the Canadian High Commission. 



FREE MEDICAL SERVICES:

A medical clinic was run on-site by Standing Voice, an 
international NGO with services in Tanzania, specializing in 
health and advocacy for people with albinism. All conference 
attendees with albinism received free skin and eye exams. 
A significant number already had pre-cancerous lesions 
that were treated with cryotherapy on the spot. A few cases 
were so advanced that they were referred for more invasive 
surgeries. Standing Voice also gave out adaptive low vision 
devices, including glasses and monoculars, at no cost to 
attendees.  All countries in attendance were asked if they 
wanted to bring this clinic to their countries.  Without exception 
every country issued a resounding YES and lamented the 
absence of similar services in their respective countries and 
the frequent deaths to skin cancer that they have witnessed.

CAPTURING STORIES ABOUT ALBINISM FROM ACROSS AFRICA:

An on-site video studio interviewed and documented the testimony and life experience of each African 
with albinism in attendance. These life stories must be heard, honoured, preserved and possibly 
published.

HEAR YEE HEAR YEE!!

A press conference was held at both the start 
and end of the PAAC signaling to the nations this 
unique and essential pan-African phenomenon.



“LET MY PEOPLE GO!!”

The conference began with a kick off banquet 
where Peter Ash welcomed all guests to this 
inaugural event and then opened with an 
impassioned plea to “LET MY PEOPLE GO”. 
This was a deeply moving moment and set the 
stage for things to come.

LET THE GAMES BEGIN

The following morning the conference began in earnest. Since UTSS is unable to set up brick and 
mortar offices in every African nation, the next best thing was to share with them the best practices we 
have discovered. The topics were selected to ensure that the African contingent received a maximum 
amount of the most relevant information related to albinism to take home to their respective albinism 
communities and governments. 

Other government diplomats in attendance were (from left to right): 
•Margareth Singano, Tanzania’s Deputy Commissioner for Social Welfare; 
•Dr. Donan Mmbando, Tanzania’s Permanent Secretary of the Ministry of 
Health; 
•Peter Ash, Founder and CEO of UTSS; 
•Hinke Nauta, Deputy Head of Mission at the Embassy of the 
Netherlands; 
•Olivier Coupleux, Head of Economic and Governance Section in the 
Delegation of the European Union; 
•Nienke Voppen, Diplomat at the Embassy of the Netherlands; 
•Joris Becker, Deputy Ambassador of the Belgian Embassy;  

•David S. Feldman, Deputy Public Affairs Officer of the US Embassy

Several other public figures addressed the conference delegates:

Dr. Donan Mmbando, Tanzania’s  Permanent 
Secretary of the Ministry of Health

Alexandre Lévêque, Canadian High 
Commissioner to Tanzania 

Yasmin Erap, Turkish Ambassador



HOT TOPICS OF THE HOUR:

What is Albinism? American Geneticist Dr. 
Murray Brilliant provided a detailed briefing on 
the genetics, nature and origins of albinism 
including an understanding of the science and 
nature of the skin and appearance of a person 
with albinism.

Skin Cancer Prevention and Skin Care. 
Mafalda Soto, a Spanish pharmacist and 
producer of KiliSun Suncream in Kilimanjaro, 
Tanzania, provided information about skin 
cancer prevention, and skin care.

Low Vision: Facts and Adaptive 
Instruments. Dr. Rebecca Kammer, 
PhD, Optometrist & Low Vision Specialist 
from California, USA, offered specialized 
information relating to low vision and the 
unique characteristics of the albino eye.

Albinism and Disability – Self Identification 
and Legal Framework presented by a panel 
of albinism experts, 4 of whom have albinism 
(from left to right): Dr. Abdallah Possi, Lawyer, 
Advocate & University Lecturer, Tanzania; 
Chitra Massey, UN Senior Human Rights 
Adviser, Tanzania; Peter Ash CEO & Founder 
of UTSS; Justice Mumbi Ngugi, Judge of the 
High Court of Kenya; Alex Munyere, National 
Council for Persons with Disabilities, Kenya.



Documenting Attacks offered specific DO 
& DON’T interview techniques for gathering 
credible attack documentation from victims 
and other related parties. Presented by 
Vicky Ntetema, Executive Director of UTSS, 
Tanzania.

Reporting to the UN presented guidelines for 
reporting attacks against PWA to the UN. 
Responding to questions from conference 
delegates were Safir Syed (left), Human 
Rights Officer, Geneva and Chitra Massey 
(right), UN Senior Human Rights Adviser, 
Tanzania.

IT’S PLAY TIME:

At the midpoint of the conference we took a half day to get to know each other in a more relaxed setting. 
A few hours under the palm trees on the soft sands of the Indian Ocean at the Jangwani Resort did the 
trick. A lot of barriers went down, contacts were established and new friendships were deepened. A live 
African band filled the air with melodies that were performed by Sixmond, a man with albinism who had 
written some music specifically for PAAC. It was “magical” in the very best sense of that word.



MORE HOT TOPICS:

Your Human Rights & Preparing your Case 
for Court was presented by Dr. Abdallah 
Possi, Lawyer, Advocate & University Lecturer 
in Tanzania. Since the conference, Dr. Possi 
has been appointed by the recently elected 
president of Tanzania as a Deputy Minister 
in the Prime Minister’s office responsible for 
policy coordination, parliamentary affairs, 
employment and persons with physical 
disabilities. To read more CLICK HERE 

Engaging Your Government Successfully, 
was presented by a panel of albinism experts 
from Kenya, Nigeria and South Africa, 
moderated by Peter Ash, CEO & Founder of 
UTSS. Left to right: Nomasonto Mazibuko, 
Founder of the Albinism Society of South 
Africa and Commissioner for Gender Equality, 
South Africa; Jake Epelle, Founder & CEO 
of The Albino Foundation, Nigeria; Alex 
Munyere, National Council for Persons with 
Disabilities, Kenya.

Training Teachers and Service Providers 
about Albinism presented by a panel of 
3 UTSS officers from our advocacy and 
education departments. Left to right:
Kondo Seif, Advocacy & Public Awareness 
Officer, UTSS Tanzania; Omary Mfaume, 
Student Recruitment & Placement Officer, 
UTSS Tanzania; Perpetua Senkoro 
(Moderator), Intern, UTSS Tanzania

Bringing the Clinic to Your Country 
presented by Harry Freeland, CEO & founder 
of Standing Voice, who described how to 
provide skin and low vision clinics in your 
country.

http://www.dw.com/en/tanzania-appoints-first-albino-deputy-minister/a-18916274


Meeting with UN Independent Expert on 
Albinism. Ms. Ikponwosa (IK) Ero - born in 
Nigeria - was designated in June 2015 as the 
first UN Independent Expert on the enjoyment 
of human rights by persons with albinism by 
the Human Rights Council. Inspired by her 
experiences as a person with albinism, Ms. 
Ero spent the last seven years working on the 
enjoyment of human rights by persons with 
albinism as International Advocacy and Legal 
Officer for Under The Same Sun. 

Victims of Attack Speak. A very courageous 
and heroic panel of victims from Tanzania 
tell their attack stories. As Mariam Staford, 
Adam Robert and Baraka Rusambo narrated 
their experience to a conference room full of 
people with albinism, the emotion in the room 
was palpable. 

The Independent Experts are part of what is known as the 
Special Procedures of the Human Rights Council. Special 
Procedures, the largest body of independent experts in 
the UN Human Rights system, is the general name of 
the Council’s independent fact-finding and monitoring 
mechanisms that address either specific country situations 
or thematic issues in all parts of the world. Special 
Procedures’ experts work on a voluntary basis; they are not 
UN staff and do not receive a salary for their work. They 
are independent from any government or organization and 
serve in their individual capacity.



AND FINALLY...

THE CONFERENCE CONCLUDED WITH THESE 2 SIGNIFICANT EVENTS:

Presentation of Country Resolutions
Each nation in attendance publically announced 5 resolutions (action plans) derived from the 
conference that they intend to implement in their respective countries to promote the wellbeing of 
people with albinism.  

Bari-Bari Prize
The winner of the first Bari-Bari Prize for outstanding albinism advocacy, 
Mr. Bonface Massah of Malawi, poses with his award on the red carpet of 
the recently concluded Pan African Albinism Conference on November 
22, 2015. 

The Bari Bari Prize was initiated by 
Under The Same Sun in honour of 
Ambassador Yusuf Mohamed Ismail 
Bari-Bari of Somalia to the UN office 
in Geneva, who led several albinism 
resolutions at the UN. Tragically the albinism community lost a beautiful 
ally when his life was taken in a terrorist attack in his homeland on 
March 27, 2015. Yusuf would have been very proud of this winner. 

ANOTHER FIRST IN TANZANIA

In addition to the first ever Pan African Albinism 
Conference, the National Museum and House of 
Culture in Dar es Salaam, Tanzania, hosted its first ever 
albinism exhibit. 

PAAC hosted a highly visible display area where the 
World Bank Art Program from Washington DC set up 
an albinism exhibit titled “A long road: The struggle for 
Social Inclusion of People with Albinism in Africa” by AP 
photo journalist, Jacquelyn Martin (it was first exhibited 
in Washington, DC in June of 2015). 

Four days after PAAC, this photo exhibit was relocated 
and launched at the National Museum and House of 
Culture in Dar es Salaam, Tanzania. There was significant 
fanfare including speeches from representatives of the 
World Bank, the government of Tanzania, Under The 
Same Sun and the Director of the museum. The exhibit 
was the first of its kind at the museum and it was very 
well introduced by the curator. It will remain there for 
public viewing for the next 2 months after which it will 
travel across Tanzania.  



A VISIT TO LAKE VIEW SCHOOL

We spent some time with Daniel, the head teacher, going over the progress reports of the 60 plus 
students in his school. Overall, we received glowing reports of all the children, a good number of who 
are in the top of their classes.

In attendance at this school are two of the 
5 children who went to New York under the 
care of Elissa Montante (GMRF) in 2015 to 
receive new prosthetic limbs. 

As with every trip, one of 
the biggest highlight is to 
visit some of the students 
in our Education Program 
(EP). They certainly saw us 
coming this time - What a 
warm welcome!!

It was most encouraging to see the 
progress they are making with their new 
arms. Both Emmanuel (Emma) Festo and 
Pendo Sengerema are thriving.

Pendo SengeremaEmmanuel Festo



Before saying farewell, Peter gave his traditional inspiration speech to the group of kids saying:

REMEMBER these 3 things and you will be a success:
1. Believe in God
2. Believe in yourself
3. Work hard

They love to shout it back to Peter, letting him know they’ve heard and remember. After the pep 
talk is over, all the kids receive a few treats and a special prayer from Peter. 

A VISIT WITH SURVIVOR AND YOUNG MOTHER, ESTER JONAS

We were fortunate enough to be able to spend some time with Ester 
and hear the story of how she lost her son: 

On Sunday, February 15, 2015, at around 6:45 pm, Ester lost her 
one year old baby boy with albinism, Yohana Bahati, when he 
was wrenched from her arms at their home in the Geita Region 
of Tanzania. His severely mutilated body was found 2 days later. 
During the initial skirmish, while trying in vain to protect her baby, 
one of the assailants slashed Ester’s face and body with a machete 
rendering her unconscious while the second grabbed little Yohana 
and ran away. Ester’s face was virtually removed by the cut, leaving 
her in serious condition with months of recovery in Bugando Referral 
Hospital in Mwanza City.



Visit us at www.underthesamesun.com or 

    www.facebook.com/underthesamesun   

You Can Change a Child’’s Life DONATE
NOW

Ester was unable to attend her 
baby’s funeral and was not even 
able to visit the gravesite until 
months later. Her husband is 
suspected to have partnered in 
this unspeakable crime. Ester 
still has Tabu, a 3 year old 
daughter with albinism and a very 
supportive mother in her life. With 
the assistance of UTSS and the 
UN Voluntary Fund for Victims of 
Torture, she is also receiving post 
trauma counselling, vocational 
training as well as regular medical 
treatments for the ongoing pain in 
her face. 

As you can see, UTSS continues to remain active and true to advocacy and 
education as we address the crisis so many people with albinism are facing in 
Tanzania, Africa and worldwide. Our work cannot continue to expand without 
your alliance and generous financial support. No contribution is too small.

www.underthesamesun.com
www.facebook.com/underthesamesun

