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Abstract

Background: Knowledge of the utilisation of eye and skin care, and social services among persons with albinism is essential for planning intervention strategies for this group.

Aim: The aim of this study was to determine the utilisation of eye and skin care, and social services among persons with albinism in the Ulundi Municipality of KwaZulu-Natal Province, South Africa.

Setting: The Ulundi Municipality of KwaZulu-Natal, South Africa.

Methods: The cross-sectional survey used a questionnaire to collect data from 21 participants living with albinism. Semi-structured face-to-face interviews were conducted in small peer groups.

Results: The participants (n = 21; males 8 and females 13) were aged 4 to 60 years (mean = 24.5 ± 17.9 years). All participants reported that they had their eyes tested within the last two years by an optometrist and none by an ophthalmologist. Almost half (42.9%) had never used a low vision device, this being because of their non-availability (44.4%), financial constraints (33.3%) and lack of or poor awareness (22.2%). Participants reported wearing a wide-brimmed hat (47.6%), a combination of wide-brimmed-hats and sunglasses (33.3%) for eye protection and 19% reported using neither. All the participants reported that they used sunscreen with sun protection factor and 90.5% reported using long-sleeved shirts for skin protection. The majority (81%) of participants reported receiving the South African Social Security Agency (SASSA) social (visual disability) grant, with 85.7% knowing where the SASSA offices were located.

Conclusion: Despite the poor use of low vision aids, the level of utilisation of eye and skin care, and other social services among participants was good.
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Introduction

Oculocutaneous albinism (OCA) is a congenital condition characterised by a decrease in, or absence of, pigmentation of the hair, skin and eyes.1 This condition is the most prevalent type of albinism in Africa, and its diagnosis in a black population is clear and unequivocal.1 Oculocutaneous albinism presents with typical clinical features of pale, chalky, de-pigmented skin, sandy coloured hair and blue to hazel eyes.1 These phenotypic characteristics are typically responsible for the associated social stigmatisation and discrimination.1 Ocular problems are very common in albinism, and conditions such as photophobia (extreme sensitivity to light), myopia, nystagmus and strabismus develop because of a lack of retinal pigment.2 Hypopigmentation of the fundus occurs because of the reduction of melanin in the choroid and retinal pigment epithelial layer.2

Albinism has been reported3 to be a major cause of childhood visual impairment in the rural region of Limpopo Province, South Africa, where the frequency is 1:1500–1:1900 among the black population.4 Besides the vision impairment, exposure to ultraviolet radiation in this group induces skin damage and increases the risks of cancer.5 They are also highly susceptible to sunburn, blisters, solar elastosis and squamous cell carcinomas.5,6 It has been well documented that squamous cell carcinomas of the head and neck are the most common cutaneous tumours seen in African patients with albinism, while basal cell carcinomas occur less frequently.7 These cancers can significantly increase morbidity, with their treatment regimens generally being expensive.7 It is therefore important for persons with albinism to protect themselves from the sun at a young age to limit the development of skin damage.

Many people living with albinism fall within the low vision category definition of visual acuity (VA) of less than 6/18 but equal to or better than 3/60,8 and are legally entitled to a social grant or visual disability grant from the government of South Africa. The social services disability grants represent a major policy response to issues of poverty among the disabled and children in South Africa. Dealing effectively with the health and social issues surrounding persons with albinism in resource-limited countries, such as South Africa, is a challenge. As there is a need to understand and address health and social factors for persons with albinism, this study aimed to investigate the utilisation of eye and skin care, and social services among persons with the condition in the Ulundi Municipality of KwaZulu-Natal Province, South Africa.

Methods

This was part of a larger study to obtain data on the prevalence and distribution of OCA among household heads from 28 wards of Ulundi, which were selected through a systematic sampling. Every sixth household was included in the study and 500 household heads were interviewed to determine the prevalence and distribution of OCA. Data on socio-demographics and utilisation of eye and skin care, and social services were collected from 21 persons identified with OCA. Personal observation at the researcher’s optometry practice over the last 12 years suggests that there are many people with OCA in the Ulundi area of KwaZulu-Natal. Some families present at the practice with multiple siblings with the condition. It was therefore considered of interest to investigate the utilisation of eye and skin care, and social services among individuals with OCA because anecdotal evidence suggests that many with visual impairment because of albinism were not accessing these services. A survey was conducted of 500 households, with the study population consisting of the 21 persons living with albinism who were residents at the time of the study. For the four participants who were younger than 10 years old, their parents or caregivers responded on their behalf. Where the appropriate respondent was unavailable, an appointment was made to return at a convenient time and followed up three consecutive times. A questionnaire containing both closed and open-ended questions was used to collect data through face-to-face interviews.

Open-ended questions were asked to elicit detailed information and follow up their responses for verification. These included face-to-face interviews in addition to field-note observations of the behaviours of participants. The environmental conditions were qualitatively noted to give context and understanding that interviews alone would not have provided. The interviews were conducted at the participants’ homes, which enabled the trained community development workers to observe the participants’ domestic circumstances and compare this with their responses. Besides obtaining the socio-demographic information, questions were asked on their utilisation of eye and skin care, and social services. The questionnaire consisted of four sections: socio-demographic data; utilisation of eye care services; utilisation of skin care and protection; and utilisation of social services. All returned questionnaires were reviewed and checked for accuracy and completeness of all variables. The questionnaires were pre-coded prior to data capturing to reduce errors that may have resulted from incorrect data entry. The data were captured by a trained data capturer onto Epi-info 2000 and analysed using the Statistical Package for the Social Sciences (SPSS Inc., Chicago, IL). The data were analysed by a statistician from the University of KwaZulu-Natal. The data from closed-response questions were analysed descriptively and open-response questions were summarised.

Ethical considerations

Ethics clearance was obtained from the University of KwaZulu-Natal’s Humanities and Social Science Research Ethics Committee. Ethical Clearance number: HSS/0100/012M. The key ethical considerations in this study were voluntary participation, informed consent, avoidance of harm, confidentiality and anonymity. Because we were dealing with a vulnerable group, we also sought the advice of local authorities when pilot-testing the study to minimise cultural sensitivities and difficulties associated with conducting a study of this nature.

Results

Socio-demographic information

There were 21 individuals with albinism, their ages ranging from 4 to 60 years (mean = 24.5 ± 17.95 years), of whom eight were males and 13 were females – the majority of whom were students (Table 1).
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Utilisation of eye care services

All the participants reported that they had eye problems, with all suffering from difficulties seeing objects at distance, photophobia, painful eyes and difficult in walking on steps (Table 2). When asked what other eye problems they experienced, nystagmus was reported as a general problem. For instance, one participant mentioned that ‘My eyes move from side to side (referring to nystagmus) and I have seen these eye movements in other people with albinism’. They had all had their eyes tested at some point in their lives; 19 (90.5%) had been examined by private optometrists and two (9.5%) were tested in government hospitals. Despite the reported difficulties with distance vision, sensitivity to light and difficulty in walking on steps, nine (42.9%) had their eyes tested two years prior to the study (Table 2).
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Of the 21 participants, 19 (90.5%) were wearing spectacles and none had been examined by an ophthalmologist, which is a general recommendation for persons with albinism. Twelve participants (57.1%) reported using or having used low vision devices. Eye protection was reported to be used by 17 (81%) participants, despite 21 (100%) reporting photophobia, with 10 (47.6%) using hats and seven (33.3%) using a combination of wide-brimmed hats and sunglasses.

Utilisation of skin care and protection

Fifteen (71.4%) participants in the study reported having problems with their skin. Although not mutually exclusive, conditions such as blisters, sores and sunburn were the most frequently reported skin problems. If more than one condition occurred simultaneously, the primary cause was determined considering the severity of the condition as to which contributed more. Others (28.6%) indicated not having any problems with their skin. All the participants reported using sunscreens and 19 (90.5%) indicated that they used protective wear such as long-sleeve shirts for protection against sunlight (Table 3). Of the 21 (100%) participants who used sunscreen, 16 (76.2%) participants indicated that they used a sun protection factor (SPF) of over 30, five (23.8%) did not know, despite the fact that they were using sunscreen with SPF.
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Participants indicated that SPF was provided by the hospital free of charge; however, when these suppliers ran out of stock, they had to buy them. Most participants reported ease with the application of sunscreen in terms of acceptability; however, there were some who were not sure about the exact purpose and function of the sunscreen lotion. For instance, some participants indicated that ‘We use sunscreens on our faces, necks and arms but not on our hands and fingers.’

Utilisation of social grant for visual disability

Seventeen (81%) of the 21 participants reported that they received the South African Social Security Agency (SASSA) social (visual disability) grant (Table 4). Five (23.8%) participants indicated that they renewed the grant every six months and nine (42.9%) participants every two years (Table 4). The renewals were done as per the stipulation of SASSA and at the discretion of the district surgeon, who had to make recommendations for the grant to be provided. Twelve (57.1%) participants reported receiving good treatment from the government officials when accessing the social grant services, but nine (42.9%) participants indicated the contrary. Eighteen (85.7%) participants knew the locations of their regional SASSA offices and three (14.3%) participants did not know where the SASSA offices were located (Table 4).
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Discussion

The observed age characteristic is similar to the findings of previous African reports by Kromberg et al.6 in Soweto (South Africa), Okoro9 in Nigeria, Hong et al.10 in Tanzania and a European report by Collins and Silver.11 Although pro-male gender distributions have been previously reported,11,12,13,14 the present finding found a higher distribution of albinism among females. For example, the participants in Udeh et al.14 study comprised more males than females, with an age range of 6–60 years.

Many participants reported all the classical ocular clinical presentations of albinism such as reduced vision, nystagmus and photophobia. These ocular features of OCA are caused by a reduction in pigment at the fovea.10 All the participants indicated that they have had their eyes tested at some point in their lives, and 90.5% were wearing spectacle corrections. This suggests that refractive anomalies still play a significant role in most participants, and spectacle correction improved vision and reduced the number of participants with visual impairment. Eye care practitioners and government personnel involved in albino-specific vision care services should be aware of these and provide resources to attend to the correction of refractive anomalies. Jhetam and Mashige15 reported that following optical correction, VA significantly improved from a range of 0.50–1.40 logMAR to a range of 0.5–1.06 logMAR for distance (p < 0.05) and from a range of 0.40–1.30 logMAR to a range of 0.30–1.08 logMAR for near (p < 0.05). Similarly, Udeh et al.14 reported that spectacle correction significantly improved the overall mean distance and near visual acuities of patients with albinism in their study.

None reported having seen an ophthalmologist for their condition, possibly because of the lack of ophthalmological services in the study area. A recent report indicates that the Ulundi area has no ophthalmologist and the nearest ophthalmologist is situated 200 km from the study area.16 In addition, the cost implications of transport and services of the ophthalmologists in the nearest area could have influenced this result. These results suggest the need for ophthalmological services to be made available to these communities particularly those with albinism as management protocols for this condition require a comprehensive multi-disciplinary approach, including ophthalmologists, optometrists, psychologists and so on.

Despite the reported high compliance to the clinical recommendations of an eye test at least once every two years (Table 2), not all participants were using low vision aids. Non-availability, financial constraints and lack of awareness were the participants’ main barriers to accessing low vision devices (Table 2). Udeh et al.14 reported poor awareness (have never heard about low vision assessment or low vision aids) in 136 (89.0%) participants as the main reason for not utilising vision care services. Other reasons reported by the authors14 included ‘no available centre’ in 13 (8.5%) and ‘financial constraints’ in 4 (2.6%) participants. There is a need for the government to make low vision devices available and affordable as well as to create awareness of this service. In addition, when there are resource constraints, non-governmental organisations, such as the Brien Holden Vision Institute, can be alternatives as they can work with government to provide affordable eye care services and low vision devices to this group.

Wearing sunglasses, hats, long-sleeve clothing and using sunscreen lotions are simple and effective photo-protective measures. This study found that a significant proportion of participants used eye and skin protective measures. This is good as persons living with albinism are sensitive to the sun and are prone to skin disease – secondary to exposure to ultraviolet from sunlight. Gaigher et al.17 also reported that the use of protective measures (such as umbrellas) against sunlight were important for persons living with albinism. In South Africa, persons living with albinism are provided with generic SPF-15 sunscreens free of charge by the government. They are taught how to apply sunscreen regularly and to wear sun protective clothing. SPF-15 cream is effective in blocking ultraviolet B (UVB) radiation, and research suggests that a SPF-30 increases the effectiveness in blocking UVB only marginally from 93% to 96%.18 However, participants raised concerns about sometimes having to buy their own sunscreens when there was insufficient supply of sunscreen lotions from the hospital. This concern possibly emanates from the prohibitive cost and access to sunscreen lotions when the hospitals had run out of stock. Lund and Taylor19 also reported that ‘government sponsored sunscreen preparations were only provided if actively sought, involving time consuming trips to regional hospitals, with inadequate availability and insufficient supply’.

Although most participants used sun protective clothing, it is still important to apply sunscreen to the parts of the body that may not be adequately covered and left exposed to the sun. In OCA, the consequent reduction in cutaneous melanin increases the risk of non-melanoma skin cancer.20,21,22 Participants in this study took measures to reduce their sun exposure and wore hats, yet some did not fully understand the purpose of applying sunscreen. McBride and Leppard23 also concluded in a study conducted in Tanzania that some patients did not understand the purpose of applying sunscreen, with 10% also applying it at night. The authors suggested that these findings highlighted the importance of evaluating health promotional messages.

Most of the participants were on the visual disability grant. However, they reported inconsistencies with regard to the renewal of the disability grant that varied from six months up to five years. These inconsistencies could be an indication of the reported challenges (including corruption) that the SASSA faces. The Department of Women, Children and People with Disabilities (DWCPD) in partnership with the Albinism Society of South Africa (ASSA) have also acknowledged these challenges.24 In addition, other challenges acknowledged by DWCPD and ASSA include the backlog of non-recognition, discrimination, stigmatisation, prejudice and their isolation even within government departments.

Conclusion

Participants in this study tested their eyes regularly and many were wearing spectacle correction. Participants wore sunglasses, hats and long-sleeved shirts and used sunscreens to protect their eyes and skin. However, the quantity and reliability of supply of sunscreens from the government hospitals should be improved. Besides the low utilisation of low vision aids, many medical (eye and skin care) and social services needs of persons with albinism in the Ulundi area were met.
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TABLE 4: Utilisation of social grants for visual disability.

Variable Options No %
Social grant recipient for visual disability ~ Yes 17 81
No 4 19
Renewal time for social grants Every 6 months 5 2338
Every year 1 48
Every 2 years 9 429
Every 3 years 2 95
Every 5 years 4 19
Location of SASSA offices known Yes 18 85.7
No 3 143

SASSA, South African Social Security Agency.
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TABLE 1: Socio-demographic profile of the participants.

Variable Options No. %
Gender Male 8 38.1
Female 13 61.9
Age categories (years) <5 1 48
5-10 3 143
10-20 4 19.0
20-30 10 476
30-40 48
>40 2 95
Employment and Students 1 524
occupation status e — 3 .
Employed 2 95
Créche/Kindergarden il 48
Pensioner 1 4.8

No., number.
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TABLE 3: Utilisation of skin protection.

Variable Options No. %
Skin problems Yes 15 714
No 6 286
Types of skin conditions ~ Blisters 7 333
sores 5 238
Sunburn 3 143
Skin protection methods  Long sleeves 19 90.5
Sunscreen with SPF 21 100
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TABLE 2: Utilisation of eye care services.

Variable Options No. %
Eye problems Distance difficulties 21 100
Painful eyes 21 100
Photophobia 21 100
Step walking 21 100
Time of last eye 6 months ago 4 19
Sraminaton 1 year ago 8 38.1
2 years ago 9 429
Examined by an Yes 0 0
ophthalmologist . ) -
Spectacles worn Yes 19 905
No 2 95
Use of low vision Yes 12 57.1
devices s . e
Reasons for not using ~ Financial constraints 3 333
visual aids Have not heard about it 2 22
No available eye centre 4 4.4
Use of eye care Wide-brimmed hats 10 4756
bttt oot e 33
Neither wide-brimmed hats nor 4 19

sunglasses





