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Independent Expert on the enjoyment of human rights by persons with albinism 
Official visit to the United States
 7 to 18 October 2024

Preliminary findings 

I would like to thank the Government of the United States for inviting me to undertake an official visit from 7 to 18 October 2024, and for facilitating meetings with various executive and state departmental entities.  
I extend my appreciation to the Department of State, who supported and coordinated my visit, including providing introductory letters to facilitate meetings with non-governmental entities. I also extend my gratitude to the National Organization for Albinism and Hypopigmentation (NOAH) and the Heřmanský–Pudlák Syndrome Network who played a pivotal role in providing logistical support and arranging meetings with persons with albinism and members of the Heřmanský–Pudlák Syndrome community. 
[bookmark: _Hlk180015365]Today I conclude my 10-day mission to the United States. During the visit, I held meetings in Washington D.C and Atlanta, Georgia in the mainland, and in San Juan, Arecibo, and Quebradillas in Puerto Rico. In Washington, I met representatives from the Department of State; Department of Commerce and the Census Bureau; Department of Education; Department of Health and Human Services; Whitehouse National Security Council; Domestic Policy Council; the Environmental Protection Agency, and the Equal Employment Opportunity Commission. I also visited the National Institutes of Health and spoke to specialist carrying out research on albinism and HPS in nearby Maryland. In Atlanta, Georgia, I met with persons with albinism and visited the Centre for the Visually Impaired. In Puerto Rico, I visited a local hospital and met with specialist medical practitioners, including an ophthalmologist and oncologist, as well as visited a special needs school where students with albinism have been enrolled. I also met with the Director of the Office for the Protection of Persons with Disabilities (Oficina De Proteccion Y Defensa De Las Personas Con Impedimentos). I visited and held discussions with the Puerto Rico branch of the Equal Employment Opportunity Commission, the Census Bureau, the Puerto Rico Science, Technology and Research Trust (Fideicomiso para Ciencia, Tecnologia e Investigacion de Puerto Rico) and the Puerto Rico Consortium for Clinical Research, and the Independent Living Center in Puerto Rico (Movimiento para el Alcance de Vida Independiente). 
These visits and meetings provided me with firsthand information and valuable interactions with federal and state officials, local activists, research and medical professionals. I am sincerely grateful to all for their exceptional support, time and valuable perspectives, often making themselves available at very short notices. I would also like to extend my appreciation to persons with albinism, Heřmanský–Pudlák Syndrome and their family members, who were most generous with their time to meet and share their inspiring stories and personal experience. 
As I conclude my visit, I am pleased to share some of my preliminary findings and recommendations. A longer report detailing the findings and recommendations of my visit will be presented to the UN Human Rights Council in March 2025. 
Context of the visit
My visit to the United States occurred during a period of heightened political activity due to looming presidential, gubernatorial and congressional elections. This presented some challenges in relation to organizing some of the desired meetings. However, my visit provided an opportunity to engage with authorities and stakeholders, obtain information on legislative and policy developments and review responses to challenges faced by persons with albinism, particularly in relation to employment, education, healthcare, and family life. 
Albinism and Heřmanský–Pudlák Syndrome (HPS) in the USA
Albinism is a rare, non-contagious, genetically inherited condition characterized by a lack of melanin pigment in the hair, skin and eyes. It occurs in all races, ethnicities and genders. Due to a lack of melanin, persons with albinism are susceptible to skin cancer. The condition is also accompanied by visual impairment, including varying degrees of visual acuity, nystagmus, photophobia, and sometimes strabismus. The combination of visual impairment and vulnerability to the sun means that persons with albinism are considered persons with disabilities, including under the American with Disabilities Act. The exact prevalence of albinism in the US is unknown, but it is estimated to range from 1 in 37,000 to 1 in 18,000.
Heřmanský–Pudlák Syndrome (HPS) is a rare form of albinism. In addition to lack of melanin and visual impairment, persons with HPS have a platelet dysfunction leading to prolonged bleeding. Those with certain types of HPS are also known to develop pulmonary fibrosis, eventually requiring a double lung transplant. They may also have inflammatory bowel disease. Based on existing records, Puerto Rico has the highest numbers of persons with HPS in the world with an estimate prevalence rate of 1 in 1,800, and 1 in 22 being carriers of the gene. However, a large number of persons with HPS do not even know they have the condition as it requires a genetic test or a specialized microscopic test to examine the structure of blood platelets (rather than the amount) to establish it and these are not readily available. 
Positive initiatives 
I recognize several positive initiatives undertaken by the US which strengthen the enjoyment of rights by persons with albinism in the country. At the international human rights level, it has ratified the ICCPR and CERD. As persons with albinism are recognized as persons with disabilities, their right to non-discrimination based on disability at the national level is protected by the American Disability Act (ADA)--amended in 2008, the foundations of which was largely laid out by the Rehabilitation Act of 1973. Title 7 of the Civil Rights Act, which provides for non-discrimination based on colour (and not just race) is an important instrument in the protection of the rights of persons with albinism since they are often discriminated against on the basis of their light complexion, including in comparison to others of the same race as them. In Puerto Rico, the authorities promulgated Law 109 of 2022 for persons with albinism and HPS. The law, among other things, seeks to ensure persons with albinism and HPS have access to necessary providers and specialist doctors, as well as drugs, treatments. This law is yet to be implemented.
Albinism is recognized as a disability in the country and several federal and state institutions provide support to ensure access to reasonable accommodations and assistive devices for persons with albinism in education and employment. In Georgia, the Georgia Parent Infant Network for Educational Services (PINES)—which is part of the Department of Education—provides support to families of infants up to five years of age with visual impairment. In the area of employment, the Equal Employment Opportunity Commission (EEOC) seeks to support those whose rights have been violated in the workplace, including in relation to accessing reasonable accommodation both at the federal and state level. In Puerto Rico, the the Office for the Protection of Persons with Disabilities (Oficina De Proteccion Y Defensa De Las Personas Con Impedimentos) also provides support to persons with disabilities facing discrimination. I am also encouraged to see that the Job Accommodation Network (JAN) provides complementary online information to help employers with free and confidential workplace accommodations. Access to Medicare and Medicaid also provides support to persons with albinism, particularly HPS, to cover the costs of healthcare services to varying degrees, although this is not always sufficient.
I must also mention the essential research being carried out by specialists at the National Institute of Health on albinism and HPS as a positive initiative. Such research, if carried out in a manner which respects and promotes human rights principles, will go a long way to ensuring the full enjoyment of rights by persons with albinism.
CONCERNS AND CHALLENGES 
· Data and statistics 
According to the Department of Health and Human Services, 1 in 37,000 people in the United States has one of many forms of albinism, with oculocutaneous albinism type 1 and type 2 most common. This is lower than the reported global prevalence of 1 in 20,000, and the national prevalence reported by the National Organization of Albinism and Hypopigmentation (NOAH) of 1 in 18,000 to 1 in 20,000. In the absence of a comprehensive data collection program, it is likely that the existing figures on the prevalence of albinism do not represent the actual number. My interactions revealed that disaggregated data on albinism is not readily available not only in relation to health, but also education, employment, immigration, as well as other areas of life, making it challenging for an informed analysis of the situation of persons with albinism in the country. I note that the authorities have privacy concerns in relation to data collection and urge them to explore and ensure appropriate data protection protocols which will enable appropriate data collection. Without appropriate disaggregated data it is impossible to identify the prevalence of albinism in the country, the distribution of persons with albinism, and ultimately to ensure an appropriate response to the challenges they face, including the allocation of an appropriate budget. 
· Health  
Access to healthcare is a concern for persons with albinism who require specialized health services due to their albinism, including regular visits to an ophthalmologist for their eyes and to a dermatologist due to the vulnerability to skin cancer. Being specialists, the visits are not automatically covered by Medicaid or Medicare. Those with private health insurance through their work or other sources may have this covered under their insurance plan. However, depending on the level of coverage, a visit to these specialists may cost from $50 - $150 per visit. Specialized spectacles range from $300 - $800. In addition, sunscreen is rarely covered by medical insurance and costs $5 - $20 per bottle.  While I recognize and welcome the work by the Department of Health and Human Services in relation to skin cancer, it is important to note that the most prevalent forms of skin cancer impacting persons with albinism - Squamous cell carcinoma and basal cell carcinoma – do not appear to be covered by these initiatives.
In Puerto Rico, the situation for those with HPS is even more dire. In addition to Ophthalmologists and Dermatologists, they require access to Hematologists and may even require visits to Gastroenterologist. Those with HPS1, which appears to be the most common type on the mainland, will require access to Pulmonologists. These services are not only out of the financial reach of most persons with albinism who do not have medical insurance that covers this, but there is a shortage of relevant professionals and the waiting list to see them can be as long as 6 months or more. I was informed in several meetings that the protracted governance crisis in Puerto Rico and the high turnover of specialists doctors leaving the territory for the mainland has led to a serious shortage of medical doctors, with specialists on albinism and HPS regularly moving to more resourced hospitals in the mainland. In this regard, I note and applaud the work of the HPS Network that has regular clinics in Puerto Rico bringing relevant specialist to examine and provide specialist care to those with HPS on the Island every 3 – 6 months. 
Most of those with HPS1 will eventually require a double lung transplant. These services are not available in Puerto Rico, and they have to move to the mainland for the procedure. While public health insurance will often cover the cost of the procedure, there are a number of additional costs associated with the transplant, including flights for the individual and family support to the mainland; rentals, food and bills for the duration of the procedure and recovery time since the individual and family support will be unable to work during this time; as well as the cost of a car to get to and from medical appointments since the procedure makes it impossible to travel by public transport. It may take up to three years to get listed for lungs, have a successful transplant and recover. One family I met in Arecibo, Puerto Rico explained how they organised fund raising activities to mobilize funds to pay for a lung transplant for their daughter.
Despite the high prevalence of HPS in Puerto Rico, there is no testing of those with albinism to determine whether they have it. This leads to late detection, and some may never know they have it meaning they do not receive essential medical treatment and may even receive treatment that will likely impact on the success of a much-needed lung transplant in future. I spoke to one individual who stated that her years of receiving blood transfusions meant that she could not find a lung that matched. 
Education
The legislative and policy framework at the federal level appears broad with significant provisions for persons with disabilities to access education and reasonable accommodations. Most states offer a variety of assistive devices for visual impairment, support from Orientation and Mobility Teachers to enable individuals to navigate to and from school or work, extra time in exams, and a variety of other support. However, the level of enforcement of laws and policies markedly differs from state to state, and sometimes from one school district to another. In addition, despite initiatives to from the Department of Education to promote safe inclusive learning environments, including through tackling bullying, this and name-calling at school was raised as a concern by those in Georgia and Puerto Rico.
Persons with albinism I spoke to in Georgia were largely of the view that they had received necessary reasonable accommodations in relation to their visual impairment. All, however, highlighted that receiving the accommodations had largely been due to self-advocacy or strong advocacy on their behalf by their mothers. They all also stated that they had not received any accommodation in relation to their sensitivity to the sun, particularly for their skin. 
In Puerto Rico, I interacted with persons with albinism and their families in San Juan, Arecibo and Quebradillas who recounted experiencing considerable disruptions to their children’s education due to several barriers, including lack of knowledge of albinism by teachers, poor and inconsistent provision of reasonable accommodation measures in schools, inadequate provision of assistive devices, large print documents, and denial of request for extra time in tests. In two cases, persons with albinism had to discontinue their studies due to poor accommodations in schools. 
It is essential that a comprehensive review of the education system, especially in Puerto Rico, be undertaken to update teaching methodologies and introduce modern assistive technologies to bring them at similar levels to those in the mainland United States. However, even in the mainland, persons with albinism and their families are sometimes compelled to move to other States where educational facilities and related services are more accessible.     
Employment 
The ADA imposes obligations to employers to provide reasonable accommodation to individuals with disabilities, including persons with albinism. Where the ADA is violated or its reasonable accommodation threshold not met, individuals could pursue legal action through litigation or file complaints to the Equal Employment Opportunity Commission (EEOC). I was told that provisions of both the ADA and the Civil Rights Act could be used to protect persons with albinism from discrimination and harassment in the workplace. However, a lack of disaggregated data meant that there was no readily available information on cases brought by persons with albinism related to workplace discrimination on the basis of disability or colour.
Despite the ADA’s progressive provisions, I found, during my interactions with persons with albinism, that equal opportunities in employment and workplace accommodations remain challenging across the United States. While overt cases of discrimination on basis of albinism were seemingly rare, many expressed hesitancies at requesting workplace accommodations or disclosing their disability at the time of applying for jobs. In some cases, the process for requesting accommodations and the delay in accessing them has discouraged persons with albinism from requesting further accommodations. Many have also opted to tolerate and ignore microaggressions at work. 
The uneven and sometimes vast disparities in laws and policies, imply that persons with albinism living in certain States may have different experiences of access to employment, public services and workplace accommodation. I urge the U.S Government to undertake a review with the objective of promoting uniformity across both the US.
Accessibility 
Access to public transport remains a major challenge to persons with albinism. In all my interactions with persons with albinism during my visit, there was a consensus that despite major strides in the advancement of the rights of persons with disabilities, access to transportation remains a major barrier for the desire to live independent lives and pursue interests and jobs. In mainland U.S, persons with albinism welcomed the provision of specialised door-to-door transport services offered by local authorities through the public transport system but noted that these services are largely operational in urban settings and require booking well in advance. In Atlanta, MARTA mobility is a public transport service dedicated to persons with disabilities. 
The poor visual acuity generally associated with persons with albinism remains a hindrance to their ability to secure driving licence in both the mainland U.S and Puerto Rico. Several persons with albinism recounted stories of their experiences in the mainland where States have different visual acuity requirements. In States with a stricter provision, persons with albinism are often left limited choices, usually depending on friends and relatives to offer rides or use public transport. In some States, persons with albinism with a 20/200 vision or better are provided driving licence and may be permitted to use bioptics, which are vision-enhancing system that combines eyeglasses with a telescopic device to improve distance vision. 
The limitation in access to transportation negatively impacts persons with albinism, especially their freedom to move and choose jobs and areas of residence. Several persons of albinism I interviewed in the mainland shared stories of resigning from jobs, avoiding certain residential areas, or even States, due to poor access to transportation or strict rules preventing them from driving.
In Puerto Rico, persons with albinism cited poor access to transportation as major obstacle to job opportunities, education and even health care. Some recounted struggling to get to a hospital in emergency situations as no public transport is readily available in semi-urban or rural communities. I travelled several miles outside San Juan to meet with families with albinism who informed me of the constant challenges getting their children to school or going to see a doctor. The majority of persons with albinism in Puerto Rico are not permitted to drive as they are automatically considered to have visual acuity below what is required. Some persons with albinism rely on friends to offer them rides while others are driven by their parents. In two cases, persons with albinism had to drop out of school due to frustration with lack of access to transport and their inability to find alternative support. In the towns I visited outside San Juan, no public transportation exists linking the communities with the capital. I urge the local and federal authorities to improve access to transportation, including operationalizing special services linking rural and urban communities. 
Concerns were also raised regarding poor accessibility of public infrastructure. This was a concern to a varying degree in both Georgia and Puerto Rico. In Georgia, some areas are more accessible than others. In general, a lack of tactile paving, audible signals, and appropriate contrast to make public spaces more accessible, as well as obstructions in sidewalks were mentioned in both places. Electric scooters which can be rented in Georgia were mentioned as a particular concern due to these being left haphazardly on sidewalks.
Stigma and discrimination
While my visit has not documented any physical violence against a person with albinism in both the mainland and Puerto Rico, micro aggressions, unpleasant innuendos and unconscious biases do exist. Most of the persons with albinism I met had stories of being degraded through name calling or being the subject of jokes, and being constantly stared at. 
The lack of knowledge of albinism has profound implications on families with children with albinism, particularly mothers, who often disproportionately bear the burden of protecting their children from abuse, discrimination and investing time and emotion to ensure their children have access to services. I have reiterated in all my meetings that mothers with children with albinism are formidable human rights defenders who deserve recognition and support. 
I also heard distressing stories of mothers with children with albinism who were told by medical doctors that their children would not be of much use in life, perhaps showing that the lack of knowledge also applies to some medical professionals. I therefore call on the federal and local authorities to collaborate with the incredible non-profit organizations working with little resources to help raise awareness on albinism. 
Preliminary recommendations
My visit to the United States offered me an opportunity to engage with multiple entities and individuals. Their perspectives will help shape a comprehensive report which I will present to the UN Human Rights Council in March 2025.
In the meantime, the following are preliminary recommendations to the United States Government: 
· Develop a data collection system on albinism and HPS
· Ensure free testing for HPS is offered and recommended for all children born with albinism
· Train teachers, health care workers, and key public services providers on albinism
· Develop and implement a sensitization campaign on albinism and HPS in collaboration with civil society organisations
· Support institutions undertaking research on albinism and HPS, especially in Puerto Rico
· Establish a lung transplant facility in Puerto Rico with adequate resources and expertise 
· Provide funding and capacity development for organisations working on albinism and HPS
· Improve public transport infrastructure, including developing a uniformed signage system across all States and in Puerto Rico
· Build the capacity of health professionals to respond to the needs of persons with albinism and HPS, particularly in Puerto Rico, including through continuing professional development programs and the development of treatment protocols or guidelines on HPS
· Make sunscreen available as a form of essential drug or assistive product for all persons with albinism
· Harmonize the use and availability of bioptics for driving nationwide
· Provide access to a dedicated primary health care nurse to mothers when children are born with albinism
· Address the gaps in the health care system in Puerto Rico by training more dermatologists, oncologists, hematologists, pulmonologists, gastroenterologist, and ophthalmologists with incentives to retain them 
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