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Retinoblastoma has an estimated worldwide 

incidence of 1 in 16,000-18,000 births every year 
although it varies from region to region, with Asia 
having one of the highest incidence rates.1,2 The 
Philippines is listed as one of the six Asian 
countries that will be the source of 43% of the 
estimated world’s retinoblastoma cases in 2023.3 
Local incidence was reported at 237 per 100,000 
new cases from 1997 to 2001.4 This data, together 
with those from Noguera et al., were used by 
Usmanov and Kivela to estimate the 
retinoblastoma incidence in the Philippines at 142 
(128-157) per live births in 2013 and is expected to 
increase to 152 (137-168) per live births in 2023.3,5 
 
 
Available data on Retinoblastoma in the 
Philippines 
 

The data used by Usmanov and Kivela to 
estimate the Philippine retinoblastoma incidence 
were from the epidemiological studies of Espiritu et 
al. and Noguera et al..3-6 Both studies were done in 
the Philippine General Hospital (PGH), a national 
retinoblastoma referral center located in the 

National Capital Region (NCR). The data do not 
reflect regional incidences since the majority of 
PGH’s patients are from NCR and its immediate 
vicinity despite receiving patients from around the 
country.5 Similarly, PGH caters to patients who are 
mostly from socioeconomic classes D and E. The 
absence of data from other medical institutions 
which see retinoblastoma patients including private 
facilities and those that are located in the Southern 
Luzon, Visayas, and Mindanao poses a challenge in 
assessing the diagnostic and treatment capabilities 
of the country as a whole. This makes the 
identification of geographical areas which can 
benefit from expertise acquisition and technology 
development in properly managing retinoblastoma 
challenging. This also makes the creation of an 
effective referral network difficult. Although it is 
likely that there are many areas in the country that 
can benefit from assistance (e.g. funding for 
imaging procedures), both from the government 
and private institutions alike, in diagnosing 
retinoblastoma, an effective response depends on 
grounded and updated data on the capability of 
diagnosing retinoblastoma which the country does 
not have at the moment. Having data from other 
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institutions and regions can also identify 
populations or minority groups that are 
significantly affected by retinoblastoma and may 
benefit from directed screening programs.  
 

The latest available data on retinoblastoma is 
from Baguio General Hospital Medical Center 
(BGHMC) covering years 2005 to 2020.6 Like any 
other diseases, changes in the patterns of clinical 
and treatment profiles for retinoblastoma occur 
and are only caught when a continuous supply of 
complete data is available. Knowledge on these 
changes can help policymakers in creating or 
revising existing management- and finance-related 
policies and programs to address retinoblastoma; 
and can update physicians in the diagnosis and 
management of diseases.7,8 Currently, a study on 
the clinical profile, treatment, and outcomes of 
retinoblastoma patients in the PGH is underway 
which can further provide data for policymakers to 
work on. 
 

Noguera et al., Espiritu et al., and Tan and 
Ballesteros in their studies described clinical 
features of Filipino retinoblastoma patients in 
Luzon.4,5,6 Common and alarming in their results is 
the significant delay in consultation which is 
reflective of data from other low to medium 
income countries.9 This, in turn, delays diagnosis 
and management, which have been associated with 
a high proportion of extraocular disease and high 
mortality.10 Although Espiritu et al. found a 
decreasing trend in extraocular disease in PGH, the 
length of delay in consultation remained the same.4, 
Noguera et al. cited financial difficulties, 
misdiagnosis, and poor access to eye care as 
common causes.5 Tan and Dacuma identified other 
dimensions that affect pediatric eye care utilization 
in BGHMC such as unavailability of 
ophthalmologists in their hometown, steep costs of 
medical consultation including indirect and non-
medical related expenses (e.g. transportation fare, 
food, and accommodation), and adequacy and 
acceptability of eye care.11  
 

A study on retinoblastoma in the Philippines 
included data on outcomes.12 However, Cabrera et 
al. only included retinoblastoma patients with high-
risk histopathological features in their analysis.12 
The study by Tan and Ballesters retinoblastoma on 
treatment and outcomes was limited to experience 
in a single institution.6 Data on treatment and 

outcomes are important in assessing the capability 
of the country as a whole to treat retinoblastoma 
and again, in identifying geographical areas in the 
country that would benefit from technology 
improvement and expertise acquisition, and in 
creating an effective referral network. Similarly, 
these data are important to assess the applicability 
of international retinoblastoma treatment protocols 
to Filipinos or the effectiveness and safety of local 
treatment protocols being used including the Metro 
Manila Retinoblastoma Treatment Protocol. There 
are already many advances in retinoblastoma 
treatment options globally. The Philippines is 
lagging behind in terms of the availability of 
options when compared to neighboring countries 
like Singapore and Thailand that some Filipinos 
even seek treatment in Singapore.13 However, 
recent attempts  on performing intraarterial 
chemotherapy for retinoblastoma were reported in 
three institutions in the NCR, with 2 being 
successful. A case report on the successful use of 
intravitreous chemotherapy in a Filipino patient has 
also been published and another case series is on 
the way.15 Without data on treatment and 
outcomes, it is also difficult to identify treatment 
failures and to try new protocols to address them.15 
Having data on treatment and outcomes can also 
invite research collaborations from international 
groups such as the American Joint Committee on 
Cancer Ophthalmic Oncology Task Force.16  
 

The COVID-19 pandemic provided 
researchers globally extra time to conduct studies, 
COVID-19-related or otherwise, and publish them. 
The presence of a retinoblastoma registry 
significantly assisted retinoblastoma specialists in 
contributing to the global knowledge pool as 
proven by Kaliki et al. in India where the creation 
of a database in LV Prasad Eye Institute resulted to 
numerous vital papers on retinoblastoma diagnosis 
and management.9,16,17 This is not the case in the 
Philippines as there are is no existing 
retinoblastoma registry in the country yet. For a 
country that ranks 11th globally, 6th in Asia, and 2nd 
in Southeast Asia in the incidence of 
retinoblastoma, a complete, updated, and more 
representative data are needed to better diagnose, 
manage the disease and reduce blindness and 
death.3 
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Addressing the need for updated and complete 
data on Retinoblastoma 
 

In response, the authors planned three ways to 
address the need. Firstly, the Division of Ocular 
Oncology of the Department of Ophthalmology 
and Visual Sciences and the Division of the 
Pediatric Hematology-Oncology of the 
Department of Pediatrics of  PGH consolidated 
data on retinoblastoma patients in the hospital seen 
from 1998 to the present which included data on 
treatment and outcomes. If the data will allow, the 
authors aim to determine changes in patterns on 
clinical features, treatment, and outcomes of 
retinoblastoma patients seen at the institution.   

 
Secondly, a multi-center study determining the 

clinical features, treatment and outcomes of 
retinoblastoma patients from 2015 to 2020 is also 
underway. This involves different medical 
institutions, both public and private, in the different 
areas of Luzon, Visayas and Mindanao. We 
received overwhelming support from our 
colleagues around the country who are also 
dedicated in treating retinoblastoma. The study 
aims to provide updated data on retinoblastoma 
that is representative of the Philippines. 

 
Finally, to make the supply of complete and 

updated on retinoblastoma sustainable, a national 
Retinoblastoma registry is being planned. A registry 
can serve as a foundation for the creation of a more 
effective referral network to address concerns on 
accessibility, affordability, and availability of 
ophthalmologists who treat retinoblastoma 
patients. A registry can also help in maintaining 
connections with relatives of retinoblastoma 
patients and assess through institutional review 
board (IRB) approved surveys on the causes of 
delays in consultation and treatment and find ways 
to address them. Similar surveys can be also be 
done to continuously assess factors that affect 
treatment acceptance and to assess the 
psychological, socioeconomic and other effects of 
retinoblastoma to the society as has been done by 
Domingo et al.18  Surveys can also be done to assess 
the overall quality of life of survivors similar to 
what was done in India.19  
 

However, there are challenges. The success 
and sustainability of a disease registry rely heavily 
on data encoding. Many cancer registries which 

relied on passive notifications have failed, from the 
National Cancer Registry in 1959 to the 
Department of Health (DOH) Rizal Cancer 
Registry in 1974.20 Thus, active methods were 
employed afterward including retrospective review 
of death certificates. Other methods employed to 
promote data submission include incentives, 
monetary or otherwise. However, most did not last. 
The registry will also require infrastructure in the 
participating institutions and in the institution 
where it will be housed. It has to be maintained by 
a dedicated administrator and staff. Regular quality 
assessment should be carried out. Encryption and 
other measures should be observed to ensure the 
security of the database. Since data privacy has to 
be maintained, access to the database has to be 
controlled. All of these will require constant 
funding.  

 
Articles on retinoblastoma from India, China, 

and other countries often used different 
classification and staging systems.21,22 As such, 
standardization of reporting has to be observed. 
This will require training for the data encoders to 
the ophthalmologists who will classify and stage the 
disease. However, proper staging may prove 
challenging to physicians who do not have access 
to necessary technology such as computed 
topography scan, magnetic resonance imaging, and 
ocular ultrasound, and the necessary expertise (i.e. 
ocular pathologists). Similarly, existing protocols 
may not be followed due to the unavailability of 
either technology (such as radiotherapy machines) 
or chemotherapeutic agents (e.g. vincristine, 
etoposide, carboplatin). 
 

Nonetheless, there are opportunities too. Due 
to the intensified campaigns by the World Health 
Organization (WHO) and the DOH to address the 
growing global burden of non-communicable 
diseases including cancer, numerous registries have 
been created and more are on the way, even by the 
subspecialty societies of the Philippine Academy of 
Ophthalmology.23 Organizations like the Cancer 
Registry and Research were also established to 
optimize cancer databases of hospitals and clinics 
mandated by the Republic Act No. 11215 or the 
“National Integrated Cancer Control Act''.24 
Partnering with these organizations or learning 
from them can assist us to successfully launch a 
registry for retinoblastoma, the most common 
malignancy of the eye and ocular adnexae in the 
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Philippines.18 If achieved, this can be a great 
platform to build additional registries for other 
ophthalmic and orbital cancers which are similarly 
underreported  and can push for the involvement 
of ophthalmologists in the expert panel of the 
National Cancer Control Committee.23,25 
Considering that the ongoing COVID-19 
pandemic, most hospitals and medical practitioners 
were forced to conduct telemedicine and, in turn, 
adapt to electronic medical records (EMR), this is 
the perfect time to integrate the registry to EMR. 
Data encoding does not need to be done separately 
for the registry with the proper provision in the 
maintenance of data privacy. There are also 
dedicated companies that can be hired for medical 
transcription. However, encoding options shall still 
be made widely available. Although, an online data 
encoding is highly preferred over the pen and paper 
process, paper submission shall still be included as 
an option since internet connectivity in the country 
is still not available everywhere and quality is 
unreliable. The process needs to be short and 
simple to increase acceptability among participating 
physicians as it can be perceived as additional work. 
Regular data quality assessment for completeness 
and accuracy is also needed to provide constructive 
feedback for those who are submitting data.  

The authors considered partnering with 
organizations running cancer registry databases 
which already have existing infrastructures 
(including database software and encryption and 
Information Technology staff) and which have 
partnerships with other hospitals. However, after 
attending a workshop on establishing registries, the 
authors decided to start small and do a pilot 
retinoblastoma registry using the existing 
retinoblastoma databases of PGH. PGH is to 
establish partnerships with hospitals with the 
necessary infrastructures to diagnose and manage 
retinoblastoma and to run a database that can be 
deidentified and merged in a common registry for 
now. The COVID-19 pandemic has limited travel 
in the Philippines. This highlighted the significant 
role of local physicians in retinoblastoma 
management since patients who still travel to 
consult at tertiary institutions, especially in NCR, 
can no longer do so. The registry can help with the 
continuity of care as it can be used in the future as 
a platform for a better referral network and 
effective telemedicine. Follow-ups can be carried 
out by local physicians, a set-up that is ideal in the 
implementation of the Universal Health Care 
program. 
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