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ABSTRACT

Despite the high rates of breast cancer among young Mexican women, their special needs and concerns have not been systematically
addressed. To fulfill these unsatisfied demands, we have developed “Joven & Fuerte: Program for Young Women with Breast Cancer
in Mexico,” the first program dedicated to the care of young breast cancer patients in Latin America, which is taking place at the
National Cancer Institute of Mexico and the two medical facilities of the Instituto Tecnoldgico y de Estudios Superiores de Monterrey.
The program was created to optimize the complex clinical and psychosocial care of these patients, enhance education regarding their
special needs, and promote targeted research, as well as to replicate this program model in other healthcare centers across Mexico
and Latin America. From November 2013 to February 2017, the implementation of the “Joven & Fuerte” program has delivered
specialized care to 265 patients, through the systematic identification of their particular needs and the provision of fertility, genetic,
and psychological supportive services. Patients and families have engaged in pedagogic activities and workshops and have created a
motivated and empowered community. The program developed and adapted the first educational resources in Spanish dedicated for
young Mexican patients, as well as material for healthcare providers. As for research, a prospective cohort of young breast cancer
patients was established to characterize clinicopathological features and psychosocial effects at baseline and during follow-up, as
a guide for the development of specific cultural interventions addressing this vulnerable group. Eventually, it is intended that the
program’s organization and structure can reach national and international interactions and serve as a platform for other countries.
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INTRODUCTION clinical care and address the needs of this particular

population of women, comprehensive programs for
Young women with breast cancer (YWBC) face par- young breast cancer patients have been actively con-
ticularly challenging age-related health issues and ducted, predominantly in developed countries, such as
are recognized to be more vulnerable to emotional the United States and Canadat-3.

distress and psychosocial problems, requiring special

supportive interventions'2, To optimize the complex Unfortunately, in low- and middle-income countries,

initiatives that have been undertaken to address the
particularissues of YWBC are limited because of scarce
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of awareness of the precise needs of young patients
which may vary depending on different sociocultural
backgrounds. Thus, in limited-resource settings, sup-
portive care for YWBC is often neglected, making it
difficult for survivors to rebuild their physical, social,
professional, and personal well-being.

In Mexico, where up to 15% of the total number of new-
ly-diagnosed cases is detected at or before 40 years of
age*s, breast cancer among young women represents
a significant public health burden. Moreover, in this
middle-income country with important socioeconomic
limitations, cancer control efforts are predominantly
directed to improve medical care, while survivorship
issues have not been a priority. Thus, the needs of
young Mexican breast cancer patients are often not
systematically addressed.

To fulfill these unsatisfied demands, we created “Joven
& Fuerte (Young and Strong): Program for YWBC
in Mexico,” the first program dedicated to the care
of YWBC in Latin America. In this article, we aim to
describe the Program’s model and to report its initial
results.

Program setting

In November 2013, the “Joven & Fuerte: Program for
YWBC in Mexico” was established at the National
Cancer Institute (Instituto Nacional de Cancerologia,
INCan) in Mexico City. This initiative expanded in
August 2014 to two academic clinical sites in the
city of Monterrey, Hospital San José and Hospital
Zambrano Hellion from the Tecnoldgico de Monterrey.

This project has been conducted through a joint
effort with three key international collaborators: (1)
The Program for YWBC at the Dana-Farber Cancer
Institute, which has served as a reference and guidance
for the start-up and follow-up of the “Joven & Fuerte”
program; (2) the Global Cancer Institute, which has
assisted in the development and maintenance of an
electronic database for the registry of clinical char-
acteristics and outcome data for research purposes;
(3) the Division of Clinical Cancer Genetics at City of
Hope Hospital, which has served as a major partner to
strengthen the program’s genetic cancer risk assess-
ment component and to expand the knowledge of
genetic mutations and outcomes in Mexican YWBC.
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BASIC PRINCIPLES AND STRUCTURE OF
THE PROGRAM

“Joven & Fuerte” was developed by a team of healthcare
professionals and young breast cancer survivors with
the following goals: (1) To optimize the complex clini-
cal and psychosocial needs of young women and their
families; (2) to enhance education among patients and
healthcare professionals regarding the special needs,
along with raising awareness among the general pub-
lic about timely detection of breast cancer in young
women; (3) to promote targeted research addressing
unique issues of young Mexican women; (4) to repli-
cate the model’s program in other healthcare centers
across Mexico and Latin America to reach more vulner-
able young patients (Fig. 1).

As for the enrollment of patients into the “Joven &
Fuerte” program, all women aged 40 years or younger
are identified in their first clinic visit and/or during mul-
tidisciplinary sessions and are immediately referred to
an appointment with our program navigator. The navi-
gator meets with the patient, introduces the program,
discusses the issues that might be important to YWBC
and identifies the patient’s special needs (Fig. 2). This
facilitator subsequently assists the patient, making
referrals to fertility specialists, genetic counseling and
emotional supportive services, as appropriate. In addi-
tion, the navigator supplies printed teaching material
and access to online resources, which were specifically
created and adapted for young Mexican patients (see
educational component section below). The patients
and family members are also invited to participate in
educational activities and workshops covering partic-
ular topics relevant to young patients and are given a
schedule of upcoming events.

To deliver specialized care, such as fertility assess-
ment and genetic counseling, several collaborations
have been established to strengthen and accomplish
the objectives of the program, by giving YWBC access
to resources that otherwise would be prohibitive. For
example, the promotion of local alliances between
oncology and assisted reproduction centers has
increased referrals, as well as the possibility to offer
fertility preservation strategies, by partially or totally
covering the procedures’ costs. As for implementing
genetic cancer risk assessment, we have partnered
with national and international collaborative insti-
tutions to offer genetic testing as part of research



Figure 1. Chart describing the main goals of the “Joven & Fuerte” program: Optimization of young women with breast cancer care,
education of patients, health care professionals and general public, replication of the model’s program and promotion of focused
research.
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Figure 2. Flowchart of the “Joven & Fuerte” program integral approach, consisting of five main activities: (1) Patient identification,

(2) needs’ assessment and timely referral to supportive care services, (3) provision of educational material, (4) invitation to
workshops and forums, and (5) invitation to participate in research cohort study.

Identification of young breast cancer patient in first
clinic visit or tumor board presentation and
enrollement to the “Joven y Fuerte” program
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initiatives, which has allowed to overcome barriers
associated with the highly expensive and inaccessi-
ble costs of genetic testing®. In addition, collabora-
tions with nongovernmental organizations are being
established to partially or totally cover reconstruction
surgery, since the public healthcare system does not
include such procedures as a component of breast
cancer treatment.

Progress to date

Up to February 2017, 265 patients had been enrolled
inthe “Joven & Fuerte” program: 18 (7%) patients were
timely referred for fertility preservation (with partially
or totally covered costs), and 236 (89%) received
genetic cancer risk assessment and have been tested
for genetic mutations. All patients completed psy-
chological evaluations and 110 (42%) have received
psychological support. 12 seminars and 16 workshops
related to specific topics of interest for young women
and their families have taken place. Furthermore, eight
focus groups were created for the assessment of
young Mexican patients’ needs to develop educational
materials specifically targeted to address those iden-
tified concerns.

Educational component

The “Joven & Fuerte” program developed and adapted
the first resources written in Spanish exclusively ded-
icated to Mexican young patients by generating an
educational manual (Supplementary Figure 1), fact
sheets, infographics, website, and mobile application
(Supplementary Figure 2). Furthermore, we launched
educational online material dedicated to healthcare
providers featuring subtitled recorded sessions from
national and international experts, checklists, fact
sheets, slide presentations and access to key manu-
scripts and book chapters. The online materials can be
accessed through the web address www.jovenyfuerte.
com.mx.

Research within the program

A prospective cohort of newly diagnosed YWBC was
established at the three “Joven & Fuerte” sites. Eligible
women answer electronic surveys on relevant topics,
such as sociodemographic characteristics, fertility,
genetics, and psychosocial needs, among others, while
clinicians complete prespecified surveys registering
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Table 1. Clinical characteristics of the research cohort of
“Joven & Fuerte”

Characteristics (n=243) n (%)

Clinical stage at diagnosis
Stage O (in situ) 3(1.2)
Stage | 27 (11.1)
Stage Il 98 (40.3)
Stage Il 92 (37.9)
Stage IV 17 (7.0)
Not classifiable/not available 6(2.5)
Biological subtype
HR+/Her2- (luminal) 126 (51.9)
HR+/Her2+ (luminal Her2+) 38 (15.6)
HR-/Her2+ (Her2 enriched) 18 (7.4)
HR-/Her2~ (triple negative) 56 (23.0)
Not available/unknown 5@2.1)

clinicopathologic features and outcomes. Patients are
evaluated at diagnosis, after 6 months, and annually
for 5 years. Substudies assessing changes in cognition,
sexual function and satisfaction, quality of life, and
depression/anxiety are being carried out, and biologic
samples are obtained and stored frozen for future
research.

Until February 2017, 243 patients have been included
in the cohort, with a median age at diagnosis of
36 years (range 21-40 years). Table 1 enlists the clin-
ical stage at breast cancer diagnosis and the biological
subtype. To date, nine patients (4%) have developed
distant recurrences, and 12 patients (5%) have died
as a consequence of breast cancer, with a median
follow-up of 17 months. The remaining research vari-
ables are still under collection and analysis.

As for research productivity, eight peer-reviewed man-
uscripts have been published and seven international
abstracts presented. During this period, “Joven &
Fuerte” has been awarded with four grants: CONACYT
(National Council for Science and Technology),
Mexico; Fundacion CIMAB, Mexico; Susan G. Komen
for the Cure, USA; and Avon, Mexico.

Several research lines are being developed by clinical
investigators affiliated to the program with particu-
lar interest in YWBC. Supplementary Table 1 contains
in detail the research topics and their corresponding
investigators. It is envisaged that research on these
topics related to breast cancer will enrich our knowl-
edge on the particular demands of YWBC in Mexico
and will help develop culturally specific interventions
to improve overall psychosocial and medical outcomes
of this vulnerable group.



Community

“Welcome, you have reached your shelter” is the catch-
phrase of the “Joven & Fuerte” program that encour-
ages YWBC to become fully involved in the program’s
activities. At present, two large young breast cancer
communities in Mexico City and Monterrey, guided
and supported by healthcare professionals of the pro-
gram, are proudly motivated and empowered not only
to face their own challenges from a more assertive and
forceful standpoint, but also to encourage newly diag-
nosed breast cancer patients to become part of this
strong and hopeful entity.

CHALLENGES AND FUTURE DIRECTIONS

Funding is a constant struggle for continuity of our
program, which currently mostly relies on limited
grants for the financial support of its activities, such
as governmental contributions and donations from
nongovernmental organizations. The latter conveys
two major potential problems: First, lack of sustain-
ability and risk of discontinuity, and second, vulner-
ability to patient saturation because of restricted
human and material resources. Interinstitutional and
international collaborations are taking place to make
the most of available resources, prevent repeating
efforts, and promote fund sharing. Furthermore,
there is a need to ensure the continuity and expan-
sion of research within the program through collab-
orations with national and international research
groups who are deeply motivated and interested in
studying breast cancer in young women and their
needs.

It is intended that the program’s organization and
structure reach national and international interactions
and serve as a model for other Latin American coun-
tries. The Avon-Mexico grant is designated to guaran-
tee that the program is reproduced in five additional
centers across Mexico.

In conclusion, the “Joven & Fuerte” program has
delivered, for the first time in Mexico, standardized
and specialized care for YWBC, through the sys-
tematic identification of their particular needs and
the provision of fertility, genetic, and emotional
supportive services. The program has also pro-
vided patients, and their families with educational
resources in Spanish specifically adapted for their
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easy comprehension and use. From the healthcare
provider’s standpoint, the program has contributed
to continuous medical education through the design
and production of specialized teaching material
focused on young women’s particular needs, with
the ultimate goal of improving patient-centered
care.

In addition, the prospective collection of medical and
psychosocial data will guide culturally directed inter-
ventions to enhance breast cancer survivorship care for
the Latin American region. Remarkably, this motivated
and empowered community of patients and family
members, partnered with their healthcare team, have
found hope on the face of cancer. We will continue to
direct our efforts to accomplish the “Joven & Fuerte”
program goals, targeted to reach more young patients
and their beloved ones.
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