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Summary

Childhood cataracts have become a leading cause of preventable childhood blindness in many 

areas of the world. Here we summarize regional focus group discussions from the 4th Annual 

International Congenital Cataract Symposium on the current situation, challenges, and 

recommendations for the management of congenital cataracts in sub-Saharan Africa, the Middle 

East and North Africa, South Asia, Central America, South America, and developed nations. 

Strategies for managing congenital cataracts must be adapted and developed according to regional 

conditions. A basic framework for acceptable outcomes must focus on developing systems to 

address the critical components of education, access, quality care, and good follow-up.

© 2015 Published by the American Association for Pediatric Ophthalmology and Strabismus.

Corresponding Author: Phoebe Lenhart, M.D., Emory University School of Medicine, Department of Ophthalmology, 1365B 
Clifton Road N.E., Suite 5420, Atlanta, Georgia 30322 Phone: 404-778-5102 Fax: 404-778-5203 phoebe.lenhart@emory.edu. 

Publisher's Disclaimer: This is a PDF file of an unedited manuscript that has been accepted for publication. As a service to our 
customers we are providing this early version of the manuscript. The manuscript will undergo copyediting, typesetting, and review of 
the resulting proof before it is published in its final citable form. Please note that during the production process errors may be 
discovered which could affect the content, and all legal disclaimers that apply to the journal pertain.

Institution: Emory Eye Center 1365B Clifton Rd., NE, Atlanta, Georgia 30322

Financial Interests: The authors have no financial interests to disclose. This material has not been previously presented or submitted 
for publication.

HHS Public Access
Author manuscript
J AAPOS. Author manuscript; available in PMC 2016 April 01.

Published in final edited form as:
J AAPOS. 2015 April ; 19(2): e1–e8. doi:10.1016/j.jaapos.2015.01.013.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



Introduction

A baby is born with congenital cataracts. Ideally, a pediatrician diagnoses the cataracts soon 

after birth and refers the child to a pediatric ophthalmologist who schedules cataract 

extraction in the first 2 months of life. That child receives timely changes in optical 

correction and amblyopia therapy throughout childhood. Good vision enables the child to 

attend mainstream schools and enter the workforce. In less than ideal settings, a child's white 

pupils are noted in the first years of life but a community health care worker advises the 

child's family to wait until the child is older to seek care. The child presents to an adult eye 

care facility at 6 years of age and the cataracts are removed. Glasses are prescribed 

postoperatively, but the family cannot afford them. The family takes the child home and 

never returns to the eye care facility. The child cannot see well enough to perform chores or 

attend school and requires a lifelong caregiver. Both of these situations exist today (Figures 

1a and 1b), and the outcomes that result from differences in the early management of 

congenital cataract have a tremendous impact on the lives of individuals, their families, 

communities, and the socioeconomics of their countries.

During the past decades, tremendous advances have been made in the fight against 

childhood blindness. Public health initiatives have decreased the number of children going 

blind from measles and Vitamin A deficiency.1-7 As a result, pediatric cataract is now 

emerging as a leading cause of avoidable childhood blindness in many developing 

countries.5,8,9 Of an estimated 19 million visually impaired children in the world, lens 

pathology accounts for a variable percentage based on location in the world. In 2012 Kong 

and colleagues10 estimated the percentage of lens blindness in each of the 6 World Health 

Organization regions: Africa, 22%; Americas, 5.8%; Eastern Mediterranean, 13.2%; Europe, 

15.2%; Southeast Asia, 13.6%; and Western Pacific, 21.3%.10 Although rare, congenital 

cataracts are significant because of the morbidity and mortality associated with early-onset 

visual impairment.9-11 While there is increasing recognition that timely, quality cataract 

surgery with optical rehabilitation and amblyopia treatment may provide affected children 

with functional vision, thereby permitting them access to mainstream educational services 

and reducing the economic burden on families and communities, significant barriers remain 

in many parts of the world.

With the above data as a backdrop, a group of experts in congenital cataract met in New 

York City on March 7, 2014, for the 4th International Congenital Cataract Symposium to 

discuss the challenges surrounding this issue in different regions of the world. In addition to 

presentations on various congenital cataract initiatives worldwide, small group discussions 

were held to address the current situation, challenges, and recommendations for the 

management of congenital cataracts in sub-Saharan Africa, the Middle East and North 

Africa, South Asia, Central America, South America, and developed nations. Developed 

nations were included to present barriers to care facing more industrialized nations, in which 

different challenges can still lead to low vision and blindness.
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Results: Regional Challenges

Sub-Saharan Africa

Current Situation—The number of children in Africa is predicted to rise from 411 million 

in 2010 to 839 million in 2050.12 If the prevalence of blindness from congenital cataracts in 

children in developing countries is estimated at 1-4 per 10,000 births,13 then in 2010, 

41,100-164,400 children had congenital cataracts and 83,900-335,600 children will have 

them in 2050. The situation with regard to congenital cataract in sub-Saharan Africa was 

reviewed recently.14 In a recent population-based survey in Nigeria, unoperated cataracts 

were the leading cause of blindness among children.15 In a few settings in sub-Saharan 

Africa, children with cataracts are identified by means of key informants (KI),15-18 respected 

members of a community who are specifically trained to look for and report evidence of 

decreased vision in children in their local population. Research in various settings has shown 

that KIs can be effective in identification and referral of children with vision loss; however 

understanding referral networks, gender roles, and socioeconomic constraints is critical to 

successful implementation.15-19 There is no widespread red reflex screening program for 

infants, and health workers are unfamiliar with congenital cataract. As a result, there is often 

significant delay in presentation of children for cataract surgery, a key factor affecting visual 

outcome after surgery. Children with cataracts often present with nystagmus when they are 

older and the prognosis for visual recovery is often poor.

Although there is no routine data reporting across Africa, it is estimated that most pediatric 

cataract surgeries are performed in 28 child eye health tertiary facilities (CEHTF) that serve 

10 of the 42 countries comprising sub-Saharan Africa.20 While 21 of these CEHTFs serve 

an estimated 197 million people, resources vary, and it was found that the number of 

children receiving services was low.20 All responding CEHTF ophthalmologists (77.8% of 

centers) reported they had received pediatric ophthalmology fellowship training, and a 

dedicated pediatric ophthalmology outpatient department or ward was reported in 48% and 

24% of hospitals, respectively.20 Because contact lenses are not available nor advisable in 

sub-Saharan Africa because of water constraints and poor hygiene in rural areas, intraocular 

lenses (IOLs) are nearly always implanted immediately following lens extraction. Residual 

refractive errors are usually corrected with glasses. In many CEHTF, follow-up after 

cataract surgery remains limited. Children with congenital cataracts in Africa are usually 

clustered in families, and the decision to bring a child for treatment and follow-up is 

complicated within family dynamics, often related to distance from the health center, and the 

level of poverty.19 It has been reported that only 2/3 of children received spectacle 

correction and only 15% received low-vision services.20 Measures reported to improve 

follow-up have included telephone calls, patient tracking, parental counseling, and 

transportation reimbursement.21 There is considerable experience in developing country 

programs to treat childhood cataract in Africa, yet the coverage of these services is still 

limited.22

Challenges and Recommendations—Low pediatric cataract awareness, delay in 

presentation for surgery, poor access to quality surgical care, and inadequate investment in 

follow-up are barriers to care in sub-Saharan Africa.19,23,24 Lack of financial resources, 
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inadequate facilities, and an insufficient number of providers were cited as major challenges 

in this region.

Ideas presented to forward public awareness of congenital cataract included mass marketing, 

specifically by means of radio and television campaigns, and cell phone pop-up 

advertisements; “white pupil” campaigns showing photographs of the pupil before and after 

cataract extraction; testimonials by patients and/or parent or sibling advocates sharing their 

surgical and visual outcome experience may help. All health care workers should be 

instructed to consider all eye conditions in children an emergency for immediate referral. As 

a large number of children on the African continent receive immunizations at 9 months of 

age, one possible way to improve screening for congenital cataracts might be for healthcare 

workers to examine the eyes of children at that time, however evidence of effectiveness of 

training health workers is limited.17,25,26 Mobile devices that may permit eye examination 

by means of a smartphone27,28 could be implemented by healthcare workers performing 

immunizations. Expanding the role of KI to include counseling and patient and family 

education as well as advocacy, particularly in terms of follow-up may strengthen 

community-based approaches to child eye health.

Recommendations for improving access to quality eye care for children with congenital 

cataracts centered around the current cornerstone for these efforts, the CEHTF. Increasing 

the number and quality of these facilities will require planning, human resources, and 

financing. Identifying appropriate locations so that there is one CEHTF per 10 million 

people will result in less overlap of resources. Another requirement is a local 

ophthalmologist who is motivated to establish a CEHTF and specialize in pediatric 

ophthalmology. Ideally, there would be some financial incentive for doing this. Additional 

eye care personnel including pediatric anesthetists, optometrists, orthoptists, low vision 

technicians, childhood blindness and low vision coordinators must be trained using a 

systematic approach. Also important is the ability to bring in experienced staff to help build 

the capacity of local caregivers. Finally, a CEHTF must be well-equipped to provide quality 

care and for doctors to be able to train.

Overall, governmental and philanthropic support for evidence-informed approaches to 

screening must be sought to promote a comprehensive care package including getting 

children in for appropriate eye care sooner, improving follow-up, and providing appropriate 

educational settings. Currently, funding all of these components involves identifying and 

learning how to obtain donor support; in the immediate future, the cost of tertiary pediatric 

eye care is beyond the capacity of most governments and individuals to support.29 Of note, 

the increasing prevalence of insurance plans in Africa offers potential opportunities for 

financing services.

Summary

• Increase public awareness of childhood cataracts—mass media campaign.

• Explore the possibility of examining red reflexes when administering childhood 

immunizations.

• Use KIs to identify children and to assist in follow-up.
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• Increase the number of CEHTF, provide training, and provide equipment and 

consumables.

Middle East and North Africa

Current Situation—This region according to the United Nations is comprised of countries 

bordered by the Arabian Gulf (Persian Gulf), the Mediterranean, Arabian, and Red Sea, and 

North Africa. Some countries are wealthy and have strong health care systems, whereas 

others, such as Sudan, Yemen, and non-oil-rich countries, lack broad health care services for 

all of their populations. Additionally, the cultural issue of consanguinity in the region 

contributes to high rates of congenital cataract and other ocular anomalies. In the Eastern 

Mediterranean region, lens pathology is responsible for 7%-20% of visual impairment in 

children, according to studies performed in Iran,30,31 Yemen,32 and Sudan.33 Groups 

invested in strengthening eye care services for children with congenital cataracts include the 

Middle East Africa Council of Ophthalmology (MEACO) and its subspecialty organization, 

the Middle East Africa Pediatric Ophthalmology and Strabismus Society (MEAPOSS). 

Some countries, such as Lebanon, have instituted red reflex training for all pediatricians. 

However, the region is not homogenous with regard to how ophthalmology is practiced, and 

the standards of care between urban and rural areas vary greatly. There have been two 

studies of the use of KIs in case finding in the region,30,34 and proactive approaches to case 

finding appear to be few.

Pediatric cataract surgeries are generally performed by highly skilled pediatric 

ophthalmologists with an international background. Most children are optically corrected 

after lensectomy with aphakic spectacles or IOLs,35 because contact lenses are not viable in 

many settings. No data are available regarding patient follow-up after congenital cataract 

surgery in this region. Awareness exists among MEAPOSS members that the treatment of 

congenital cataracts following preferred practice guidelines improves outcomes, but there is 

wide regional variation in eye health programs for children.36 For example, in wealthy Saudi 

Arabia, school eye health is part of the health system for children, whereas in economically 

diverse Pakistan programs are varied and with little overall coordination.36 Efforts to reduce 

visual disabilities in general in children in the Middle East have centered on reducing 

nutritional and communicable disease, improving health care facilities, and promoting 

equitable distribution of human resources devoted to the control of childhood blindness.37 A 

multidisciplinary approach to diagnosis and treatment is necessary, and involving family 

physicians, pediatricians, parents, and society in these efforts is crucial.37

Challenges and Recommendations—Developing a dialogue within each country in 

this diverse part of the world was cited as critical to understanding the scope of the problem, 

areas of need, and barriers to delivery of care in this region. The focus group recommended 

the development of local and regional algorithms to facilitate early screening, prompt 

referral, quality surgical intervention, and long-term follow-up care. Such algorithms would 

include and channel red reflex screening, the identification of high-risk patients, and the 

development of referrals between primary and tertiary care centers. They would also focus 

on locating and developing skilled surgeons and developing interrelationships among 

surgeons. Evidence of effectiveness is needed prior to promotion of case finding or follow-
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up approaches throughout the region. Partners to assist with implementation of these 

changes include regional ophthalmology organizations (eg, MEAPOSS and MEACO), 

national ophthalmological societies, nonophthalmologic physicians, nongovernmental 

organizations (NGOs), ophthalmologists in other areas of the world, genetics network 

partners, government, and industry sponsors. Funding is needed for IOLs, patient travel, 

medications, and travel for eye care specialists to academic meetings. Annual regional 

meetings of MEAPOSS and MEACO may be an opportunity to raise awareness.

Summary

• Develop algorithms to facilitate early screening, prompt referrals, high quality 

surgery and long-term care and test effectiveness and efficiency.

• Advocate for evidence and financing for congenital cataract programs in regional 

meetings such as MEAPOSS or MEACO and annual national ophthalmological 

society meetings.

South Asia

Current Situation—South Asia comprises the countries of India, Nepal, Sri Lanka, and 

Bangladesh. These countries bear a high percentage of the world's burden of childhood 

blindness. Rubella immunization coverage is estimated to be about 50% to 60%,38,39 and 

there is a relatively high percentage of consanguineous marriages; these two characteristics 

likely increase the prevalence of childhood cataract. The Indian government and NGOs are 

currently creating child eye health centers but large disparities remain between urban and 

rural areas. A large percentage of eye care in South Asia is provided by nongovernmental 

organizations and private hospitals. Routine red reflex screening is not performed. Children 

with congenital cataracts are identified in some areas by KIs; the first setting in which this 

methodology was used was Bangladesh.40 In other settings, primary care trained technicians 

and school screening camps are used; however, delayed presentation is common.9 There are 

excellent surgical training programs in the region, but most pediatric ophthalmologists do 

not live or work in rural areas. Pediatric cataract surgery is generally performed by either a 

pediatric or general ophthalmologist41 in 1 of 30-40 tertiary care centers. It has been noted 

that surgery for girls with congenital cataracts is more often performed in secondary care 

centers lacking the expertise of tertiary care centers. Children may also receive surgery for 

congenital cataracts as part of a rural eye camp. 42 Most children receive primary IOL 

placement or aphakic spectacles for optical rehabilitation because contact lenses often are 

not a viable option. Loss to follow-up at 6 months in one study in Chandigarh, India, ranged 

from 33% to 67%, depending on where the surgery was performed.42 In the setting of a 

clinical research study in Maharashtra, India, long-term outcomes of 258 bilateral congenital 

and developmental cataract surgeries in 129 children were reported with an average duration 

of follow-up of 4.4 years.41

Challenges and Recommendations—Although there has been tremendous progress in 

establishing CEHTFs in South Asia, many gaps in service availability remain. A 2010 study 

of the cost of pediatric cataract surgery in Maharashtra, India, found the surgery to be 

expensive and recommended that pediatric ophthalmologists decide on cost effective 
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standards of care for this service.43 The focus group cited the need for good primary eye 

care facilities with well-trained ancillary personnel, functioning equipment, and appropriate 

funding systems in place. They also recommended training more pediatric cataract surgeons 

because the current number of trained providers is insufficient. Providing transportation 

after screening and counselors to raise awareness about pediatric cataract were components 

of the Aravind model44,45 of adult cataract service delivery that should be carried over to 

pediatric cataract services.

Summary

• Train more ophthalmologists for pediatric cataract surgery.

• Provide transportation for children to urban centers for cataract surgery.

• Establish more CEHTFs.

South America

Current Situation—Among children receiving low-vision services in Brazil and Chile, 

6% to 13% had vision loss due to cataract.46-48 Red reflex screening is mandated by law in 

Brazil but is not consistently performed elsewhere in South America. As a result, congenital 

cataracts are often diagnosed at a later age by a parent who notices leukocoria, strabismus, 

or nystagmus.46 Delayed presentation for management of congenital cataract is still a 

significant problem, affecting 47% of children in one study in Rio de Janeiro, Brazil.46 

Another review of 44 patients with congenital cataracts in Brazil revealed that 43% had 

lensectomy at >1 year of age.49 Leite and Zin46 found that having insurance and being an 

only child were two factors associated with early diagnosis and treatment. Surgery for 

childhood cataract in Brazil is performed in private and public tertiary centers, with varied 

availability and quality. Leite and Zin46 noted regional differences according to 

socioeconomic factors and health status. In one study, only 13.6% of 44 patients undergoing 

congenital cataract surgery in Brazil received IOL implantation, whereas 61.4% received 

glasses.49 Whether or not an IOL is implanted varies greatly in different regions of Brazil 

and from institution to institution. Some surgeons implant IOLs as early as 6-8 weeks of age 

in the majority of patients.50-52 While existing studies have described the causes of visual 

impairment of children in South America47,48 and the need for early diagnosis and treatment 

for congenital cataracts there,46,49 few studies have included information about follow-up 

after congenital cataract surgery in South America.50-52 In addition, in Peru parents are 

required to purchase the surgical supplies needed including an IOL when cataract surgery is 

performed in public hospitals. This is a significant financial burden to the parents of many 

children with cataracts.

Challenges and Recommendations—There is a need for improvement in early 

detection, prompt referral, and appropriate treatment for congenital cataracts.46 Merula and 

Fernandes49 concluded that families and pediatricians need more information about 

congenital cataract and surgery, optical rehabilitation, and timely amblyopia therapy. Ways 

to improve primary care physicians’ knowledge and practice of the basic eye examination, 

including red reflex screening, is recognized as a need throughout the region. This requires 

improved training in medical school and during pediatrics residency. The medical 
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community and parents should be better educated to promote early referral for congenital 

cataract. Proposals included creating a public health initiative for the creation of a national 

database in countries of children with congenital cataracts, an internal network between 

pediatric ophthalmologists nationwide and networks between surgeons and rehabilitation 

centers. Discussion also centered on increasing the number of surgeons as well as improving 

the surgical training of surgeons and ancillary staff, from nurses to anesthesia, with regard to 

caring for children with congenital cataracts. Financial constraints were identified as a 

barrier to creating and maintaining systems for pediatric eye care in South America.

Summary

• Mandate red reflex screening for all newborns in South America.

• Educate the medical community about the importance of early referrals.

• Better networking between pediatric ophthalmologists.

• Create national databases.

Central America

Current Situation—Little information is available about the scope of the problem of 

congenital cataract or the ways in which children with congenital cataracts are identified in 

Central America. A retrospective review performed in Guatemala in 2011 of 328 cases of 

congenital (44.2%) and acquired (55.8%) cataracts in children 0-14 years of age found that 

the mean age of diagnosis for congenital cataract was 34.9 months, and treatment was not 

pursued in 71% of these cases.53 There are no red reflex screening programs for newborns. 

Pediatric cataract surgeries are performed by ophthalmologists trained in pediatric surgery at 

hospital referral centers or by physicians volunteering for private organizations providing 

mobile eye services to underserved populations in Central America. Unlike adult cataract 

services, which are reaching the more remote areas of Central America, pediatric cataract 

surgery is being performed only in the large cities, long distances from many of the cataract-

blind children. Early detection and referral may not occur in remote areas if the outreach 

efforts are concentrating only on the detection and treatment of adult cataracts. In these 

areas, children could be identified and transported to the pediatric surgery centers. In reality, 

this does not occur consistently in Central America.

Because of an insufficient number of providers, NGOs and philanthropic organizations have 

been partnering with local governments to create or strengthen pediatric ophthalmology 

fellowships in Central America. The governmental approval process to establish a new 

training program can be arduous and time consuming. Even with an increase in the number 

of training opportunities for ophthalmologists wishing to specialize in pediatric eye surgery, 

adequate equipment and anesthesia support to operate on congenital cataracts is often 

lacking in small or medium-sized cities. For those trained pediatric eye surgeons who wish 

to practice in more remote locations, establishing the infrastructure and acquiring the 

necessary equipment to treat childhood cataracts may not be possible, and referral to a 

capital city becomes the default, requires long travel times for patients and families. Even at 

surgical centers, foldable IOLs often require additional out-of-pocket expense for the family. 

Children who receive surgery for congenital cataract in Central America still commonly 
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receive optical correction with a nonfoldable polymethylmethacrylate IOL. Follow-up after 

cataract surgery is limited. The family may not understand that long-term follow-up is 

needed, or they may not have the resources to reach the follow-up location or be reluctant to 

incur additional out-of-pocket expenses.

Challenges and Recommendations—A diversity of governmental health structures 

exists in Central America, and although urban centers are striving to reach international 

standards, pediatric ophthalmologists are few in number and reside mostly in urban centers. 

In many settings facilities, equipment, and consumables are inadequate. Central America is 

easily accessible from the US and therefore receives many visiting surgical teams. However, 

few believe that “mission trips” offer a sustainable solution to capacity building in the 

region and cite the need to build local infrastructure for management of children with 

congenital cataracts and extend the infrastructure beyond the capital cities to reach the 

underserved population. NGO support should be provided to the existing urban pediatric 

ophthalmology fellowship training programs so they can become regional, rather than 

merely national, centers of excellence. In addition, advocacy to local and national decision 

makers is needed so that infrastructure and manpower needs for the management of 

congenital cataracts can be provided in more locations, closer to cataract-blind children that 

reside outside of the major urban centers. This would also promote earlier detection and 

better postoperative follow-up. Optical correction and low-vision rehabilitation could then 

be provided near the family's home and at regular intervals during the growing years.

Summary

• National governments and NGOs must collaborate to improve and expand pediatric 

ophthalmology training programs within Central America.

• When fully trained pediatric eye surgeons return to their home regions outside of 

the capital cities, arrange for them to have the infrastructure to perform the high-

quality surgery they were trained to perform, thus reducing the need for long travel 

times to the capital city when surgery is needed.

• Promote early detection and prompt referral of children with visually significant 

cataracts to the nearest place where appropriate equipment and safe general 

anesthesia are located by screening children in every location where outreach adult 

cataract surgery is performed.

Developed Nations

Current Situation—The birth prevalence of visually significant infantile cataract was 

3.0-4.5/ 10,000 live births in a defined US population in 2003.54 An Israeli center that 

instituted uniform newborn red reflex screening in 2010 reported an incidence of congenital 

cataracts of 1:2300.55 A 2008 joint policy statement from AAP, AAPOS, AAO, and AACO 

identified red reflex examination as a vital component of all neonatal, infant, and child 

pediatric examinations.56 The statement described the importance of red reflex testing, 

provided detailed instructions regarding how to perform red reflex testing, and identified 

indications for referral for children found to have an abnormal red reflex.55 Most pediatric 

cataract surgeries are performed by pediatric ophthalmologists or adult cataract surgeons.57 
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These surgeries are usually performed in hospital operating rooms, where experienced 

pediatric anesthesia services are available. Most children >1 year of age receive primary 

IOL implantation, whereas children <1 year are usually left aphakic and receive contact lens 

correction with later secondary IOL implantation.58 The use of aphakic spectacles is 

generally avoided unless necessary because an IOL cannot be implanted or a family is 

unable to pay for or manage contact lenses. In general, the standard of care is for children to 

return after cataract surgery at postoperative day 1, week 1, month 1, and then at 

postoperative months 3, 6, and 12. In general, children under 2 years of age are followed 

more closely because of the need for frequent optical correction changes and aggressive 

amblyopia therapy.

Challenges and Recommendations—Inadequate or delayed screening for the 

abnormal red reflex may still lead to late presentation of children with congenital cataracts. 

Prior to institution of a red reflex screening mandate in 2010, a 2-year study in Israel showed 

that only 12 of 27 neonatology units routinely evaluated the red reflex. Difficulties with 

vision testing in preverbal infants in primary care settings and poor reimbursement for 

pediatric vision screening were noted to be current challenges in the US. Barriers to access 

centered on the need for expedited referrals. In particular, a lack of understanding of 

urgency on the part of referring providers, parents, call center employees, and insurers was 

noted. Public education campaigns and an increased volume of targeted educational material 

including online resources and videos were recommended. The question of whether to 

channel all children with cataracts to tertiary referral centers was raised, but countered by 

the idea that traveling great distances to these centers presents a barrier to follow-up care. 

The ideas of having nonphysician counselors to educate families, support/social media 

groups for parents, and the use of electronic reminders to improve patient follow-up were 

also discussed.

Financial challenges addressed revolved around the burgeoning cost of healthcare in the US. 

Kruger and colleagues59 found that the 5-year treatment cost for children with surgery for 

unilateral cataract was $27,090 for IOLs and $25,331 for contact lens. Numerous questions 

arose about how the Affordable Health Care Act will affect management of congenital 

cataracts. Some facilities may be ill-equipped to manage children with cataracts due to the 

cost or availability of equipment and/or providers. Furthermore, contact lenses for aphakic 

rehabilitation are currently not covered by most insurance plans. In fact, patient cost doubles 

with contact lens versus IOLs.59 Concerns were also raised about coverage and the 

affordability of infant spectacles/frames. Legislation was proposed to rectify this situation. 

Third, an insufficient number of pediatric eye care providers was cited, particularly in more 

rural locations. Finally, improving reimbursement for pediatric cataract management was 

proposed as this is a deterrent for residents choosing to pursue subspecialty training in 

pediatric ophthalmology and strabismus.60

Summary

• Children with cataracts should be referred to high-volume regional centers for 

cataract surgery to reduce surgical complication rates—follow-up care can then be 

provided by local doctors.
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• Contact lenses should be covered by medical insurance.

Conclusions

Strategies for managing congenital cataracts must be adapted and developed according to 

the constraints in different countries. A basic framework for acceptable outcomes must focus 

on developing systems to address the following critical components: education, access, 

quality care, and good follow-up.

CEHTFs operating within high-volume, financially sustainable eye hospitals may be best 

equipped to train staff and provide care for children with cataracts.

There is a shortage of fellowship-trained pediatric ophthalmologists in every part of the 

world. Doctors in training should be encouraged to pursue subspecialty training in pediatric 

ophthalmology as caring for children with cataracts is challenging and not as financially 

rewarding as performing adult cataract surgery. Efforts should also be made to train and 

retain pediatric ophthalmologists in low- and middle-income countries such as Asia and 

Africa, where nearly 30% of health professionals in training anticipate migrating abroad.61
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FIG 1. 
Significant differences exist in age at presentation for cataract extraction and management 

following cataract extraction in many parts of the world. A, 8-year-old boy with exotropia 

presents for bilateral cataract extraction in Subsaharan Africa. B, 1-year-old bilateral aphake 

in a developed nation has worn rigid gas permeable contact lenses since her congenital 

cataracts were removed at 6 weeks of age.
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