
GLOBAL CALL TO ACTION

to End the S�in C�ncer Epidemic  
in Persons with Albinism

The four co-hosting organizations of the Multi-Stake-
holder Summit on Occupational and non-Occupational 
Skin Cancer held in Berlin, Germany on October 12th, 
2023 – in cooperation with patient advocacy groups, 
humanitarian NGOs, scientific societies, occupation-
al safety and health professionals, and UV-protective 
agent manufacturers – call for the implementation of 
a systematic approach to addressing the Skin Cancer 
Epidemic in Persons with Albinism (PWAs) in view of 
the following:

� �In many regions of the world – mostly in the tropics –  
a large proportion of persons with albinism (PWAs) 
develop skin cancer before the age of 30, with some 
even developing in childhood. Due to higly insufficient 
access to timely and effective diagnosis and treat-
ment, skin cancer is the leading cause of excess pre-
mature mortality among PWAs in the affected regions.

� �Despite very limited data and scanty publications, it 
is well known that PWAs develop non-melanoma skin 
cancer (NMSC; basal cell carcinomas [BCC] and 
squamous cell carcinomas [SCC]), which are prevent-
able as well as curable when addressed early.

� �NMSC in PWAs �re gener�lly induced by (sol�r) ul-
tr�violet (UV) r�di�tion �nd lin�ed to the �bsence of 
protective mel�nin pigment th�t is the m�in fe�ture of 
�lbinism. They �re the consequence of even low expo-
sure to the sun while people strive to �ccess educ�tion 
�nd wor�, �nd c�n, therefore, be cl�ssified �s occup�-
tion�l.

� �Prevention schemes for s�in c�ncer �re effective. 
Me�sures c�n include the we�ring of protective cloth-
ing such �s wide-brimmed h�ts, long sleeved cloth-
ing. Applic�tion of UVA and UVB blocking sunscreen 
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on non-cloth covered sites (e.g. the f�ci�l �re�) is �lso 
�dvised. PWAs in tropic�l countries frequently l�c� 
�ccess to these simple me�sures �nd h�ve in p�r-
ticul�r little to no �ccess to sunscreen, either bec�use 
it is not �v�il�ble or it is not �fford�ble. L�c� of educ�-
tion �nd underst�nding (he�lth liter�cy) reg�rding the 
imp�ct of sun exposure on PWA s�in compound these 
dis�dv�nt�ges.

We urge the World He�lth Org�niz�tion (WHO), Minis-
tries of He�lth of n�tion�l governments, policy m��ers, 
scientific societies, doctors �nd other he�lth profes-
sion�ls, p�tient �dvoc�cy groups �nd org�niz�tions of 
persons with �lbinism to t��e 10 �ctions to stop prem�-
ture de�th of persons with �lbinism from s�in c�ncer:

❶ �The WHO should �dd high SPF bro�d-spectrum sun-
screen for PWAs to the model lists of essenti�l med-
icines (EML �nd EML for children) �nd Member 
St�tes should do the s�me in their own n�tion�l lists.

❷ �The World He�lth Assembly (WHA) should recognize 
the long-l�sting crisis of s�in c�ncer in PWAs �nd 
�ddress it through �n �d hoc progr�m simil�r to the 
one dedic�ted to the “Control of Neglected Tropic�l 
Dise�ses” (NTDs).

❸ �Governments, �nd ph�rm� / cosmetic comp�nies 
should �ctively eng�ge with �ll st��eholders in find-
ing �nd implementing solutions to m��e UVA and UVB 
blocking sunscreen �ccessible �t no or �fford�ble 
price to PWAs reg�rdless of where they live.

❹ �Governments �nd Scientific Societies should find 
solutions to fill the g�p left by the l�c� of derm�tolo-
gists in the tropics, so th�t PWAs h�ve �ccess to reg-
ul�r s�in c�ncer screening �nd m�n�gement reg�rd-
less of where they live.

❺ �Ministries of He�lth should implement �dequ�te sur-
veill�nce systems for he�lth pr�ctitioners and estab-
lish patient registries in order to improve monitoring 
of skin cancer in PWAs.

❻ �Rese�rchers �nd clinici�ns should �ctively wor� on 
developing new tre�tments to m��e s�in c�ncer 
m�n�gement in PWAs e�sier, p�rticul�rly in low-re-
source settings.

❼ �Phil�nthropists, found�tions, multil�ter�l fin�nci�l in-
stitutions, �nd bil�ter�l development �gencies should 
provide subst�nti�l support to NGOs �nd n�tion�l 
�lbinism �ssoci�tions to implement s�in c�ncer pro-
gr�ms to �ddress the short-term urgency, includ-
ing �ccess to high-SPF UVA and UVB blocking sun-
screen.

❽ �He�lth pr�ctitioners, supported by their scientific so-
cieties, should coll�bor�te with �ssoci�tions of per-
sons with �lbinism to improve the he�lth educ�tion of 
PWAs on s�in c�ncer prevention.

❾ �Governments, in coll�bor�tion with �lbinism org�niz�-
tions �nd scientific societies, should develop �w�re-
ness-r�ising progr�ms t�rgeting employers �nd 
educ�tors of persons with �lbinism in �ddition to pol-
icies to provide PWAs with re�son�ble �ccommod�-
tion th�t will contribute to reducing their exposure to 
the sun �nd m��e �dequ�te s�in c�ncer prevention 
possible in the school �nd wor� settings.

10  �Governments should develop policies �nd/or support 
�ctions to end the stigm� �nd discrimin�tion PWAs 
suffer in some countries, which ultim�tely create bar-
riers to accessing proper he�lth c�re.
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