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Health care timeline for patients with retinoblastoma seen in Southern Philippines Medical Center: policy notes

EVIDENCE toc POLICY

FINDINGS FROM MAIN EVIDENCE*

Almost half of the total health care delivery time
(38/79 weeks, 48%) was spent on seeking initial
health care after onset of symptoms.

Athird of the total health care delivery time

(26/79 weeks, 33%) was spent on referring

the patient suspected of having RB from the
primary care to tertiary care.

Almost a fifth of the total health care
delivery time (15/79 weeks, 19%) was spent
on establishing the definitive diagnasis and
preparing for treatment initiation.

Most of the total health care delivery time
(64/79 weeks, B1%) was spent on gaining
access to tertiary care.

5 The time spent on gaining access to tertiary
care was longer for patients from outside

Davao Region than for those from within

Davao Region 72 weeks vs 56 weeks).

POLICY RECOMMENDATIONS

Formulate a coordinated national strategy approach by
broadening the scope of the RB Early Detection Campaign
Program through incorporation into the DOH program on Cancer
in Children, so that the campaign can be replicated in other key
cities nationwide.

Sustain public education campaigns aimed at detection of early
RB signs and symptoms, and awareness of the available RB
health services in the community.

Train community health care workers, including district health
physicians and municipal health officers, on the detection of early
presenting signs of RB, especially the presence of leukocoria.

Strengthen the referral network for RB among the community,
the primary care facilities, and the specialty hospital by
improving and standardizing referral communication methods
(e.g., comprehensive referral notes, physician-to-physician
endorsements, etc.]) and by providing platforms for feedback and
process guality impro among the involved health care
providers.

Provide psychosocial support for patients and their families,
especially on the parental decision on potentially lifesaving
enucleation, by addressing fears and misconceptions that can
cause treatment refusal or treatment abandonment.

Create a PhilHealth insurance benefit package for the financing
of RB health care in order to increase access to treatment and
reduce out-of-pocket expenses.

Ensure the effective use of the patient database that is
accessible to all departments ging the diag
therapeutic interventions of patients with RB.

icand

Facilitate easy access to health care, especially for patients
living in geographically isolated and disadvantaged areas, by
coordinating assistance in the logistical provisions needed by
the patients and their families [e.qg., transportation,
accommodation, etc.) for the diagnostic and therapeutic
processes of RB.

Establish another tertiary referral center outside Davao Region,
where patients with symptoms of RB can seek health care, in
order to increase geographical access to care and avoid delays
in diagnosis and treatment.

*Malabanan-Cabebe CG, Gonzales-Sy JJ. Health care timeline for patients with retinohlastoma seen in Southern
Philippines Medical Center: brief repart. SPMC J Health Care Serv. 2021;7(2):7.

INTRODUCTION

Retinoblastoma (RB), the most common
intraocular malignancy in infants and young
children,! 2 may lead to the loss of one or two
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eyes, central nervous system involvement, or
even death, if treatment is delayed.> However,
if RB is diagnosed and treated early, patients
with the malignancy have a survival rate of
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almost 100%.* Delay in diagnosis of RB
affects treatment outcomes and prognosis of
patients with the disease. With the significant
number of RB referrals that result in delays in
receiving specialized care in low- and middle-
income countries (LMICs)>—where most
cases occur—global disparities in the out-
comes of RB are evident, such that children
with  RB in LMICs often have poor
prognosis.® Difficulty of caregivers and pri-
mary health care providers in recognizing the
carliest presenting signs of RB also con-
tributes to the delay and can increase the risk
of local tumor invasion.’

At present, the Department of Health
(DOH) has included in its Philippine Cancer
Control Program the Cancer in Children
Awareness Month, as one of its health advo-
cacies aimed to increase the public’s knowl-
edge and understanding of  childhood
cancer.® In September 2021, the first ever
DOH-WHO Cancer Control Stakeholders
Virtual Summit was held, with special focus
given on childhood cancer.” The DOH
program has given emphasis on eight
childhood cancers, including RB, that atre
common in Filipino children.!”

In 2011, the Southern Philippines
Medical Center (SPMC) and the National
University Hospital in  Singapore, in
collaboration with the Dana Farber Chil-
dren’s Hospital Cancer Center in Boston and
St. Jude Children’s Research Hospital in
Memphis, joined together to establish the
RB Early Detection Campaign Program.
This collaborative project started to educate
the public on the eatly signs of RB,
established a referral system across Davao
City and other regions in Mindanao (Tagum
City, General Santos City, Zamboanga City,
and Cagayan de Oro City), and developed a
multidisciplinary RB management team at
SPMC.!! With the opening of a dedicated
RB center at SPMC in 2012 as part of the
program, the hospital’s RB census increased,
and the majority of the cases detected were
still at the early (intraocular) stage.!?
However, despite the stringent implemen-
tation of the program in SPMC, the time
interval between onset of symptoms and
initiation of therapy among patients with RB
has remained protracted.!® The aim of this
article is to recommend health care policies
based on the results of a study on the
clinical profile and health care timeline of
patients seen in a tertiary hospital in Davao
City.
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MAIN EVIDENCE

The study of Malabanan-Cabebe and Gon-
zales-Sy in 2021'% was done to determine the
profile and health care timeline of patients
with RB seen at the SPMC's Ophthalmology
Clinic, the only government treatment and
referral center for RB patients in Davao
Region. The study involved a review of the
charts of patients diagnosed as having RB
either clinically by a retina specialist or
histopathologically ~post-enucleation, from
June 2011 to April 2019. A total of 135
patients, 78 males and 57 females, who
consulted at SPMC for diagnostic workup
and/or treatment of RB were included. The
computed fotal health care delivery time (time
from onset of symptoms up to initiation of
therapy) among all the patients in the study
was 78.70 weeks. Similar findings—in terms
of total health care delivery time—were noted
among patients referred from within (79.44
weeks) and among those from outside
Davao Region (78.63 weeks). However, the
time to gain access to tertiary care was
longer among patients referred from outside
Davao Region than among patients referred
from within Davao Region (71.52 weeks
versus 50.41 weeks, respectively). Our policy
recommendations based on specific findings
of the study are outlined in the evidence-to-
policy diagram.

RELATED EVIDENCE

The effective management of RB hinges on
early diagnosis and treatment. The conse-
quences of late diagnosis and treatment may
result in advanced disease, characterized by
high-risk pathological features, and regional
lymph node and systemic metastasis, leading
to poor chances of globe salvage and high
risk of mortality at the time of presen-
tation.!* Diagnostic and referral delays are
strongly associated with more advanced
disease stages, i.e., tumor growth, invasion,
and/or extraocular extension.?

Early recognition of symptoms, prompt
diagnosis, and timely initiation of treatment
give rise to better visual outcomes among
patients diagnosed with RB. Increasing the
awareness of the possible occurrence of RB—
especially among families with heredofamilial
RB—coupled with adequate screening can
lead to a higher chance of globe salvage in
patients.!® Early symptom recognition can be
achieved through public education, and early
consultation with a primary care practitioner
can be facilitated by awareness campaigns on
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RB health care services available in the locality.

In Kenya, the establishment of the
Kenyan National Retinoblastoma Strategy
(KNRbBS) in 2008 has contributed to the
improvement in survival and quality of life
of patients with RB across Kenya and
Eastern Africa. This international, multi-
isciplinary, and multisectoral partnership,
which includes RB survivors and their
families, was instrumental in reducing the
number of cases that were lost to follow-up
after diagnosis.!>!” By formulating a national
strategy for RB through the DOH program
on Cancer in Children, clinical practice
guidelines can be created and widely
implemented to standardize and improve the
quality of care for patients with RB and
enhance the patients' chance of survival.

The crucial role of primary care
providers in the RB early detection campaign
program should be highly emphasized.
Pediatricians, primary care physicians, as well
as community health workers, need to have
adequate knowledge and skills to detect the
carly symptoms of RB, specifically the
presence of  leukocoria, in  pediatric
patients.!” Workshops and seminars intended
for primary care providers and aimed at
developing an increased understanding of
RB among the participants can be done.
Ophthalmologists, on the other hand, may
undertake international fellowships on RB
Pathology or Clinical RB, which can
introduce new perspectives and up-to-date
approaches in RB management.!’

Delays in referral to specialized centers
can be caused by factors that are physician-
related (e.g, inadequate explanation of
diagnosis), parent-related (e.g, shopping for
a second medical opinion), and/or socio-
economic (e.g,, lack of funds for health care,
geographical location from health care
facilities).?

Building the capacity of strategic tertiary
centers (other than SPMC) by deploying
ophthalmologists who can perform enucle-
ation, and by equipping these centers with
adequate histopathology and chemotherapy
services, may reduce the primary-to-tertiary-
care referral time and decrease the number
of RB referrals to SPMC2’ The ultimate
goal is the comprehensive management of
simple RB cases locally, while complex cases
are managed at SPMC.

Facilitating access to subsidized health
care financing would ecase the financial
burden of RB care. Expensive transportation
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and/or accommodation costs—especially for
patients living in geographically isolated and
disadvantaged areas—and out-of-pocket ex-
penses in health care reduce compliance to
diagnostic procedures, treatment, and follow-
up.!” As of July 31, 2021, only acute lym-
phocytic  leukemia—among  cancers in
children—is included in the PhilHealth Z
insurance benefit package for catastrophic
illnesses.?! By creating an insurance benefit
package for the management of catastrophic
illnesses?? 23 such as RB, families would be
relieved of the financial burden of health
care due to reduction in out-of-pocket
expenses. Resource mobilization—in the
form of non-government organization grant
funds, private donations, and assistance from
political groups—may also help minimize
health care costs.

The absence of reliable and efficient
record-keeping systems for RB in the
presenting centers, and even in referral
centers, can also contribute to the delays in
RB health care utilization. Different prob-
lems in record keeping at the various health
facilities (e.g, inability to record the patient’s
complete address and contact number) can
lead to difficulty in tracking patients after
referral® Designing a registry or database
that would record important details of
patients with RB in real-time and at any
point in the referral process can help
improve patient follow-up, and in turn,
contribute to the general health planning and
monitoring for these patients. The database,
which  should include basic patient
demographic and clinical information, family
history of RB, clinical staging of both
intraocular and extraocular RB, histo-
pathology results, treatment, adverse events,
and outcomes,’® can be used by the co-
managing departments to facilitate collection
of routine patient information, and as data
source for future case reviews and research
projects on RB.

The availability of a reliable health
financing scheme facilitates the decision of
patients and families to seck health care
promptly. On the other hand, compre-
hensive record-keeping and data sharing
among health care providers help expedite
the referrals, the coordination of health care,
and the monitoring of patients throughout
the diagnostic and therapeutic processes.

An effective and multifaceted approach is
required in order to achieve a substantial and
sustainable increase in the survival of pa-
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tients with RB. In general, national strategy is
necessary to address the chalenges in RB
health care delivery, particularly in low-
resource settings. Barriers to the care of
patients with RB pose a threat in the survival
of these patients, hence, a collaborative
effort between the health and public sectors
is imperative in RB care. Limited health-
seeking behavior due to lack of awareness of
the disease may be resolved by public
education about RB, especially on the
recognition of its initial signs. Another issue
is the economic barrier to health care access,
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