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ABSTRACT

Background: Young women with breast cancer (YWBC) comprise a group of patients with unique biopsychosocial characteristics
with a special perception of needs throughout their disease and survivorship. Contexts marked by restricted allocations and economic
constraints might further aggravate the struggle of these patients living within limited resource settings and can demand added
requirements for them and their families. Objective: To analytically explore the existing knowledge regarding the needs of YWBC
in low- and middle- income countries (LMICs). Methods: We conducted a thorough literature review of scientific journal databases
available in Spanish and English containing information on YWBC in LMICs. Results: We did not find any publications exclusively
assessing this topic in resource-limited settings. We looked for data on the different types of YW need from studies in the region
that assessed the needs of breast cancer (BC) patients in general and described in their findings the particularities of young patients.
Young BC patients described within the literature present a variety of needs. Those reported most frequently as unmet were related
to information needs and psychological counseling, practical and physical assistance, and social and spiritual support. Conclusions:
Published literature on the subject - particularly in Latin America - is extremely scarce. This offers an area of opportunity for conducting
further research in this topic that would help improve health professional training and establish health policies in favor of YWBC.
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BACKGROUND

and assisting young women (YW) who are facing this
disease in resource-limited contexts acquires great
Breast cancer (BC) is the leading cause of cancer-re- relevance.
lated death and disability among women in low- and

middle-income countries (LMICs)*2, where the propor- YWBC is regarded as a special population with dis-

tion of incident and fatal cases among women aged
< 45 years is substantial: 20% versus 12% in high-in-
come countries (HICs) for incidence and 14% versus
7% for mortality, respectively?. In Mexico, for exam-
ple, BC is the second-leading cause of death among
women aged 30-54 vyears®. Hence, understanding
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tinctive requirements based on at least three con-
siderations: (1) Cancer presenting at a young age is
often diagnosed at advanced stages, with a higher fre-
quency of more aggressive subtypes; therefore, it has
been associated with a poor prognosis?47. (2) Young
BC patients often receive aggressive and prolonged
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treatments that can be associated with important
long-term morbidity®?. (3) Finally, YWBC is subject to
significant psychosocial vulnerability resulting from
high levels of emotional distress and depression asso-
ciated with oncological interventions?¢1°. The preced-
ing factors pose complex issues for YWBC, particu-
larly in regard to their family, social, and professional
lives®1l, thereby substantially undermining their qual-
ity of life210.12,

Context: Countries with limited resources

Countries with limited health resources fall under the
category of LMICs and are characterized by insufficient
funds to cover the individual and public healthcare
needs, which include limited access to medicine and
health-related equipment, rudimentary infrastructure,
and deficient or inadequately trained clinical person-
nel'3. These conditions differentiate health outcomes
from patients in HICs compared to those in LMICs. For
instance, the rate of 5-year BC survival in HICs ranges
between 80% and 90%, but falls to 40-60% in LMICs
and even to a staggering 12% in parts of Africat34,

Furthermore, the epidemiology of BC differs greatly
between regions. Compared with BC patients in HICs,
those in LMICs are diagnosed at younger ages’-*>%>. For
instance, a study in Kenya reported that the mean age
of BC diagnosis was 44 years?®, in contrast to 61 years
in the USA. In Latin America, one of every 5 cases is
diagnosed in women aged <45 years, almost twice
as many as in HICs!®. The contrasting ages of onset
among HICs and LMICs have been attributed to the
younger age distribution of LMICs populations com-
pared with developed countries. However, biological
and genetic differences have also been adduced*3.

In addition, BC in LMICs is usually detected at more
advanced stages than in HICs, owing largely to pro-
tracted diagnosis and treatment!’. This has been
explained by various factors, including lack of aware-
ness, limited accesstodiagnostic evaluations and treat-
ment initiation, cultural attitudes among women such
as fatalist outlooks (beliefs and/or taboos), stigma
surrounding cancer, and gender discrimination?”18.

Other significant burdens that BC diagnosis confers
young patients in poor countries are profound and
long-lasting repercussions on the economy of the
families and community, owing largely to the role of
women as labor and sustenance providers, a situation
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which has increased appreciably in recent years'’. This
acquires particular relevance in the case of YW, where
the number of lost years of potential productivity is
critical?.

Given the paucity of research into the requirements
of this young population group*®2°, studies are greatly
needed to characterize this vulnerable population,
particularly those living in socioeconomic disadvan-
tage marked by little access to health care. In this
manuscript, we aim to analytically explore existing
knowledge regarding the needs of YWBC in LMICs to
provide a better understanding of their specific require-
ments and to guide the future targeted strategies for
healthcare providers in limited resource settings.

METHODS

A systematic search was conducted in English and
Spanish publications. YW was operationally defined
as < 40 years old at the time of diagnosis. Limited
resource settings included all the countries classified in
low-income (GNI per capita $1,025 or less), lower mid-
dle-income (51,026 and $4,035), and upper middle-in-
come (GNI per capita $4,036 and $12,475) econ-
omies according to the World Bank Group report. To
assess the supportive care needs of young BC patients
in LMIC, the following key words were searched for in
both English and Spanish: BC or breast neoplasm, young
or younger, supportive care needs or supportive care
or psychosocial care or need or unmet need or needs
assessment, limited resource settings, low income
economies, developing countries, emerging economies,
poor countries, as well as with the particular names of
countries belonging to the groups of the low-income
economies, lower-middle income, and upper-middle
income economies. Studies that have assessed unmet
needs of women with BC, including young patients, and
have been conducted in limited resource settings were
considered for review. To determine perceived needs,
we used two conceptual frameworks of supportive
care needs and quality of life, adapted for cancer sur-
vivors?122, Epidemiological studies carried out in HICs,
and data from mixed cancer types were excluded.

Since there are no publications that exclusively
assessed this topic among young BC population in
LMICs, we pursued data on the different types of
needs of YW from studies conducted in the region
which assessed the needs of BC patients in general
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and in their findings described the particularities of
young patients. Fig. 1 shows a flowchart of the selec-
tion process for including manuscripts to be discussed
in this review. Tables 1 and 2 provide further details on
studies’ findings.

Supportive care needs of YWBC

For the purpose of presentation in this manuscript,
we classified supportive care needs into six main clus-
ters according to the two conceptual frameworks of
needs and quality of life adapted to cancer survivors:
(1) Physical, (2) psychological, (3) information and
health system, (4) social, (5) spiritual, and (6) prac-
tical needs. Furthermore, the different stages of
survivorship were also taken into account: Acute or
short-term (immediately after diagnosis), extended
or medium-term (end of the initial cancer treatment),
and permanent or long-term (when cancer treatment
ends and patients must readapt to their daily lives)?-22,

Figure 1. Flowchart of literature review process.

Records identified through database searching
English: OVID, EBSCO, PROQUEST, SCOPUS, PSYCinfo,
CINAHL, Academic Search Complete
n=1,262
Spanish: Scielo, Lilacs, Latindex, Redalyc,
Medline and BVS n = 220

Physical needs

It is well known that YWBC experience treatment-de-
rived side effects, consisting mainly of induced ovarian
failure, premature menopause, infertility, osteoporo-
sis, and weight gain?3. Regarding sexual activity, most
studies report the presence of sexual dysfunction,
impaired sexual desire, and low frequency of sexual
activity?+2>. As for cognitive function, the most fre-
quently affected domains include speed of processing,
attention, and memory, that is, a number of women
have been found to experience difficulty in remember-
ing things, reading the newspaper, and watching tele-
vision?¢2°. The rest of the treatment-related morbidity
associated with systemic and local therapy is similar
to that of the general BC patients, mainly including
headaches, xerostomia, nausea, dysgeusia, alopecia,
lymphedema, alterations in skin integrity (erythema
and desquamation), and radiated area pain, among
others?>30-32,

Duplicate records

Studies screened for relevance

> | English: n =505
Spanish: n =38

English:n=757
Spanish: n =182

Full-text articles assessed for eligibility
English: n =159

Studies from high-income countries (HIC), or marginal population
living in the HIC; studies assessing another psychological variables,
or not directly supportive care needs; data from older
women with breast cancer, or additional mixed cancer population

Studies excluded

Systematic reviews
English: n =598
Spanish: n = 85

Spanish: n =97

Studies included
English: n =12
Spanish:n =9

Total: n =21

Full-text articles excluded
Epidemiologic studies; studies assessing
another psychological variables; systematic reviews
English: n =147
Spanish: n = 88
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Table 1. Variables of interest, population, and design of studies addressing special needs of YWBC in LMICs

References

Variables of interest

Population

Design

Can et al. 2004 (Turkey)*

Cho et al,, 2011 (Korea)#*?

Da Silva and Dos Santos,
2010 (Brasil)3”

Edib et al,, 2016
(Malaysia)3?

Erci and Karabulut, 2007
(Turkey)#?

Barboza and Forero, 2011
(Colombia)>*

Fong and Cheah, 2016
(Malaysia)3*
Gardufo et al., 2010

(Mexico)?’

Hubbeling, 2015 (Mexico)®°

Hernandez-Moreno and
Landero-Hernandez, 2014
(Mexico)*®

Iskandarsyah et al., 2013
(Indonesia)**

Karaoz et al., 2010
(Turkey)#

Ornelas-Mejorada et al.,
2011 (Mexico)3!

Salas and Grisales, 2010
(Colombia)3°

Sat-Munoz et al,, 2011
(Mexico)*°

Fatigue level experienced during
adjuvant chemotherapy and
influencing factors

Communication needs with
physicians on the internet

Stressors in BC post-treatment

Prevalence of unmet supportive
care needs and QOL

Range of needs grouped into
seven clusters: Diagnosis,
treatment, support, femininity,
and body imagen, information
and after care
Religiosity/spirituality related
to depression and anxiety

Prevalence of unmet needs and
associated factors

Effects of a cognitive-behavioral
intervention on QoL

Supportive care needs of young
survivors (> 5 years after
diagnosis)

Stress, negative thoughts, and
social support related with QoL

Level of satisfaction regarding
the received information
addressing illness and
treatment, associations with
patients’ illness perceptions,
and QoL

Needed and received
information regarding
contraception, early
menopause, infertility, fertility
preservation, and sexuality
Prevalence of anxiety and
depression among women with
BC from radiotherapy

Qol in women diagnosed with
BC undergoing treatment

Socioeconomic factors,
comorbidities, and process of
care associated with QoL

90 women, aged 30 to > 60
years, 27 YWBC aged 30-39
years (30%)

1355 women, aged 22-65 years,

mean 38 years

16 women, aged 35-75 years,
mean 61 years

133 women, 16 YWBC aged <
40 years (14%)

143 women aged 20-> 54 years,

62 YWBC aged 20-45 years
(43%)

61 women, 19 women aged
30-39 years (31%)

101 women, mean 57.9 years,
57 women < 60 years (56%)

60 women, aged 31-67 years

25 women < 40 years at
diagnosis

50 women, aged 34-73 years,
mean 48.7 years

70 women aged 28-66 years,
mean 45.6 years

20 women, mean 40 years

203 women, women aged 15-44

years (23%)

220 women, aged 28-80 years,
median 53.5 years

314 women, mean 52.2 years

Descriptive study
instruments: Rotterdam
Symptom Checklist; Piper
Fatigue Scale

Qualitative content analytic
approach

Instruments: Online Q and A
board

Qualitative, descriptive, cross-
sectional study

instruments: Semi-structured
interviews

Cross-sectional

instruments: Supportive Care
Needs Survey-SF34; EORTC
QLQ-C30

Descriptive

Instruments: Self-assessed
support needs of women with
BC Questionnaire

Descriptive, cross-sectional
study

Instruments: HADS Hospital
Anxiety and Depression Scale
Cross-sectional study
Instruments: Supportive Care
Needs Survey-SF34
Prospective study (pre-post)
Instruments: InCaViSa QoL
assessment with the inventory
of QoL and health

Descriptive, cross-sectional
study

Intruments: Semi-structured
interviews

Descriptive, cross-sectional
study

Instruments: PSS Perceived
Stress Scale; EORTC QLQ-C30
Correlational-descriptive study
instruments: Demographic
form, satisfaction with cancer
information profile, brief illness
perception questionnaire, and
the World Health Organization
QoL-BREF

Qualitative exploratory
methodology

Structured interviews
Instruments: HADS

Cross-sectional study
Instruments: WHOQOL BREF
QoL

Cross-sectional study
Instruments: EORTC QLQ-C30,
IN-PATSAT32
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Table 1. Variables of interest, population, and design of studies addressing special needs of YWBC in LMICs (Continued)

References Variables of interest Population Design
Hoppenstedt, 2005 Processes of change in self- 12 women,10 aged 38-48 years Qualitative study with
(Mexico)?® concept, emotions, and sense phenomenological analysis

of life in women with BC
Recalde and Samudio, 2012 QoL in women with BC

(Paraguay)?®

Roquebert et al., 2012
(Panama)*®

Barriers and opportunities in the
access and continuum of care

Villarreal-Garza et al., 2016
(Mexico)4°

Describe the specific needs
among young BC patients in
Mexico through focus groups

Villarreal-Garza et al., 2016
(Mexico)*®

Understand the demographic
factors affecting the
information-seeking practices
of BC survivors in Mexico
Evaluate the concerns of YW
with BC toward the risk of
infertility in two referral centers
in Mexico with access to public
health services

Villarreal-Garza et al., 2017
(Mexico)3®

125 women aged 25-90 years,
mean 55 years

21 women in focus groups and
14 were interviewed, overall 7
patients aged < 50 years

29 YW, aged 18-40 years

310 women, aged 19-87 years,
113 YW aged 18-40 years
(27%)

134 YW, aged < 40 years

Descriptive, cross-sectional
study

instruments: EORTC QLQ-C30,
EORTC QLQ-BR23

Qualitative study
methodology: In-depth
individual interviews and focus
groups

Cross-sectional, descriptive,
qualitative

instruments: Focus groups
through semi-structured
interviews

Cross-sectional, descriptive
Instruments: 10-item self-
administered survey

Cross-sectional, descriptive

Instruments: 25-item
in-person paper survey

Qol: quality of life; YW: young women; BC: breast cancer, LMICs: low- and middle- income countries; YWBC: young women breast

cancer

Edib et al. studied Malayan women (38.5% under
50 years of age) who had been diagnosed with BC at
least 2 years before the study. In addition to present-
ing a high prevalence of unmet physical needs, these
women reported, “feeling unwell a lot of the time”
(51.8%), “lack of energy and tiredness” (57.3%), and
pain (55.6%)33. Likewise, during a study on the Malayan
population, Fong and Cheah found a high prevalence of
unmet physical needs among BC patients (median of
8.2 years of follow-up). They found that, on average,
those under 60 years had higher levels of unmet physical
(e.g., pain, lack of energy, work around the home, feeling
unwell, and not being able to do the things they used to
do) and sexual needs in comparison to older patients.
Interestingly, they also found that patients with higher
scholarship and < 5 year-survival reported greater phys-
ical needs®4. A study of the needs of Turkish women
with BC, including mainly women aged <50 years, found
that the majority of those who had undergone adjuvant
chemotherapy reported gradually losing their capacity
to resume their normal daily activities due to fatigue.

Villarreal-Garza et al. conducted the first-ever study
aimed to identify fertility concerns among Mexican
YWBC. The authors found that only 31% of patients
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recalled having received information regarding infer-
tility risk from their physicians despite that 44% of
women expressed some level of concern about infertil-
ity secondary to systemic treatment. They also found
that the only factor significantly correlating with fer-
tility concern in their sample was the previous desire
to have children3e.

In short, the main physical needs of YWBC indicate that
they arise as side effects of oncologic treatment and are
primarily associated to the time of exposure. The most
common physical needs expressed by YWBC concern
fertility and sexuality, whereas fatigue is the symptom
more frequently reported by women with BC in general.

Psychological needs

Women diagnosed with BC undergo profound emo-
tional and psychological distress, regardless of their
age. The first impact is occurring at the moment they
are informed about their diagnosis, at which time
the majority of patients express being devastated.
However, their suffering persists in the form of fear,
anxiety, depression and feeling of mutilation related
to surgery, chemotherapy, and radiotherapy?63%:37.
Reviewed studies demonstrate that, when they find



IN LMICS

SPECIAL NEEDS OF YWBC

ALVEZ-HERNANDEZ, ET AL.:

G

L.

C.

(anunuod)

(Spa3u

[eaisAyd Ajpdwoud 3uipuaire
10U Jye3s [eudsoy ‘sjeudsoy
3|ge|ieAe Jo sa210Yd y3noua
3uiney 1ou) syusined
123unoA Aq payliodau
urewop 1oddns pue aued
uaired 2y ul Spasu 1dWIUN
3u1433UN0dUR JO MSU Jay3iH

S9AI3B[2] JaY30 pue pueqsny
40 1oddns ‘punoJe Ajiwey
1193 pue uoIIedIUNWWO0D

1sauoy pue uado ue 3uirey
“Jauned woly 11oddns
[euoilowsa pue dueldadde
‘9duUeINSSEAL ‘S2I0YD
J13sawop uo uoddng

9SBasIp Y3 Wody
P3ALISP SaNSS| paje[al-yJom
‘Ajiwiey ay1 punoJe 3jino

(%81)

sjuawalels 3uiziwngds|
J0 ‘@dueInsseal ‘[eaosddy
:23UBYDXa |BUOIIOWS0II0S
40 WJoj dwos y3nos

SJaquuaW AjiLuey Ul 4SI pue 24nd
40 9DUBYD ‘DIUBLINI3J ‘JUSWIEDI}
SuipJe3aJ uoljewloul Jo SpIIN

(%€7) uonenul

91042 JUSWIEI] JO SIIDYYD PIS
pue S11JaUaq pue ‘(%/ ) dwoy e
$3294J3 apIs pue ssau||l Suideuew

Buipsedal s1oadse ((%0¢€) SIS
40 uoljeue|dXa 9AI9I3. 03 PRIUBAN

s1sanbal

[euoITeWIOUI UIYLIM PIPPIqUID
U140 2JaMm sisanbal [euonnowy

2Jed-4|9s/3|A1sa4

pue ‘uoiipuod [eaisAyd ‘quswiyeal |

:s21d0] [e1dads 3uipiedal
uollewojul paisanbal 1So

(]043U02 J13Y3 puoAaq ale

JuaWeaJl Jo S3nNsal ay3 1eyl SulAiom
00]1n0 aA1Isod e 3uidaay J0u
‘UoI3eN1IS 3Y3 JO [043U0D Ul U934 JoU
‘ssaupes ‘passaldap Jo umop 3ulj3y)
surewop 3ulAl] Ajrep pue |edidojoydAsd
9U3 Ul SPa3U 12WUN JO [9A3] Jay3iy
pailodal

sieaA 09 > syuspuodsal Ja3unop
(Ausoi31ja4 ueya Ajenyads

104 sanjeA 4ay31y) snoidal pue
[enaids 3uiaq 42434 DG YHM USWOAN
Adeuayi uoneipes pue A1a8ins
JUSMJISPUN OYM USWOM Ul JY31y
2Jom Ala1xue pue uoissaldap Jo S|oAd]

siaulsed syl Aq
paidadde siy3 aAey 03 pue dueseadde
pagdueyd J1aya Joj 1snlpe 01 pasN

(%69)

SSaupes pue ‘(%9/) Suipeasds Jadued
1noge Jea} ‘(%6/) 2InIny ay1 1noge
Ajuresaoun :spasau aJed aailoddng
Aoisiy

[eJn3eu S J3JUed JO pue ‘9dUa4INdAl
40 Jeay ‘Bulj2a) Aduaidiyns-4|3s 4o
32e| ‘9due1dadde-uou a8ewl Apog

uoISNJuOd pue ‘IIsIp

/1sn3sip ‘ssaupes Jeay) ‘Alom/A1sixuy
:2A17B83U 9 01 pUd] SUOIIOWD
passaidx3 3sanbal jeuoiyewiojul pue
SuOIIoWa SU0J1S U29M13( UOIIBIDOSSY
93]S padueApE A|[BD0| SNSIA

23e1s AjJes yum siuanned ul andiey

poOW /2AINUS0D 10} XS SAITE|24 24NNy

9Y3 Joj 2doy JO $S0| JUaWIe3-150d
"uolssaldap ‘ssaJ1SIp JUsWIeaII-a1d

(%T9)

Auanoe [enxas Jejngall (%2 18)
S|2A3] 24IS9P MO] :UOIIDUNS [BNXIS
(%L9) ssO|

Jrey sem e|anbas juaeaald 3sow 3y |

sieaA 0S-Tv

pagde uswom jo dnou3 ayi ul
panoidwl 1o paodnpal ‘paploAe aq 01
2JoMm ured pue 3seasIp 2J9YyMm ‘punoy
sem 700 4o uoindasuod aaiedsu y

(%96) ured
pu® ‘(%/S) ssaupaJin/A31aua Jo ¥oe)
(%8S) awWi1 ay1 Jo 10| B ||]amun 3ulja34

(Adesayjoiped Jo A193ins 01 anp)
suoleIWI| JUaWRA0W squilj Jaddn

uoissaldap ‘uoirediisuod
‘3UIJIWIOA ‘BIX2J0UR ‘B3SNEU
‘2n811e} JO 9SBAIDU| JUSWIEBDII-)ISOd

ye(eIshelen)
9107 ‘yeayDd pue 3uo4

»s(BIquI0|0D)
1T0T ‘043104 pue BZOG.IRg

w(Aaxny)
£00T ‘In|nqeJey pue 1213

ce(e1sheleN) 9TOT “Ie 32 qIp3

e(JIsedg) 0T0C
‘SOJUBS SO(] pUE BAJIS B(

+»(B2103) TTOT “[B 32 04D

se(ADMINL) 00T “[e 19 ued

[ed1oead pue [B1DOS  UOIFRWIOUI pUR SW3SAS yyeaH

1ea13ojoydAsyq

[earshyd

S9JUIRY

SOIINT Ul DGMA Ul S191sNnd [ed11deld /[B1D0S pue ‘uoilewlojul swaisAs yijeay ‘eai3ojoydAsd ‘JedisAyd Ag palyisse|d spasu [eidads Suipie3al s3ulpull Ure|y ‘g |qel

215



LIN. 2017;69:210-222

REV INVES C

(anuniuod)

Jallieq e se
- P31}13U3p! SeM UO[JBLLIOLUI JO XIET] -
(%ST) sqol a1ayy wuopad
03 3uawipaduwi Juediudis
(%TE) 411 Ajiwaey yum
9J3}191Ul pIp JUSWIEI]
[ed1paw Jo 23e1s [edisAyd -

(SUOITBIIWI| JUSWIDAOW 1Se3lq
40 SSO|) JuaWieal Dg Jo ejenbas

(%E¥) d|qel pue (%9) passaidap
“(%$#9) SNOIXUB ‘(%€ /) PAIIOM (%1 8) (%T+ [esnedouaw-aid pue
24N31NJ 3Y1 Ul Y3|B3Y INOGR UJ3dU0D) %€ [esnedouaw-1sod) saysels 10H

(%LT)
- - A1a1xue ‘(%87) uoissaidap JoAey -
3uljasunod
[ENX3S puUe ‘UO[}dUNY UBLIBAO pU®
[ernuailod aA13dNpodal uo $129)4
2Jed Adesayjowayd ‘uoieasasald
PIIYD yum paieja4 uaping A1ijua) Buipse3al jye1s Aoueu3aud J14e pue Sulnp duUa44nd34
[ea13o0joydAsd pue [eppueuly 2Je2Y3[eay W04} 2INSOISIP ON 4O JB3) PUB 24n3N4 Y3 Inoge A1aixuy -
uoljewoyul
ua111dm papiaoid 3y yum pue
(700 wu23-3uo| uo 1eduwl
s.usawieal pue sdnou3 14oddns
juai1ed 01 SS3J28) UOoIRLWIOLUI
PaAI923J 33 JO JUSIU0D pue
- JUNoWe Ylm Uoildejsizessiq - -
uondadiad yyeap AjlJea pue 2oua.44ndal Jo
uoneulwdSIp a8ewi Apoqg ul 98ueyd ‘SUOISSNISIP  1BAJY3 JUBISUOD 3Y] pue ‘Dduewloyad
JuawAodws /341) Supiopn A9} wouy Ajuresadun/iesq aAn1udod ‘98ewl Apoq ul suoilesa)|y -
700 pue
SS3J1S U22M12( UOIIBID0SSE AN
Ssa.31s pue syy3noyy
9AI3EZ2U U2MI2Q UOIFRID0SSY -
(%¥9)
A11A110€ |BNxas Jo Aduanbauy mo| pue
(%69) X3S U1 1S2491Ul JO X28| (%04)
2JIS9P [ENXIS MO] :UOIIIUNY [BNXDS
(%T2) Jodedsmau
ay3 3uipeal 4o ‘A1 3uiydoiem Andip
‘(%89) s3uiyi Suaquuswal
A3no1441@ :uoi3duUNy aAIU30D)
(%¥S) Buidas|s
3|qno.3 pue (%85) Aujiqesiey
‘(%85) sHoe [edisAyd
3uiwiopiad AP (% 1) SHlem
3uo| 3unje1 A3nduiq :saiuande Ajreqg

gr(BUIRUR])
ZT0T “e 13 Laganboy

sz(Aen3eueq)
CTOT ‘olpnuies pue ap[eday

1e(02IX3N) TTOT
“|e 12 epeJolaN-SB[PUIQ

er(Aaxn])
0T0T “e 12 zoele)

Lp(eISauopU|)
£T0T “[e 19 yeAsiepueys|

15(02IX3) STOT ‘BulqgnH
6c(0O2IX3N)

€T0¢ ‘ZapueulaH-oiapueT
pUB OURIOIN-Z3pUBUIDH

(%TS) yinow Aip pue 12(03IX3N)
- - = (%S9) saydepeay (%09) sayse|} 104 0T0C “|e 12 ounpJsen
|eanndead pue [el20S  uoljew.iojul pue swalsAs yyjesaH 1ea13ojoydAsyq eaisAyd EERIEIETEN|

(panui1uo)) SOIAT Ul DIAAA Ul S191sn|d [ed13deud /[e1dos pue ‘uoirewsojul swialsAs yijesy qedidojoydAsd ‘eaisAyd Aq paijisse|d spasu jeidads Suipse3as s3uipuly ule "z 3|qel

216



IN LMICS

SPECIAL NEEDS OF YWBC

ALVEZ-HERNANDEZ, ET AL.:

L.G

C.

S3143UNOD BLIODUI -3|PPILL PUB -MO] ST 420UBD 1SBaIq D¢ “49dUBD 1SBaIq Uawom SunoA :DgAA 4] 40 Alijenb 70D

(%69)

Jusw3ieas] d130j0duo 3uiiels

940494 st Ajj134a4ul 3uipsedad
suepisAyd J1ayl Aq uoirewoyul

- 9AI9234 10U PIp SIUBIIERd
swoldwAs

pu® ‘s1012®} Xsu ‘sisoudoud
‘JUaWIIRa.] ‘SaNss| dIYSIOAIAINS
‘9512493 pue 331 :924N0S3J dUI|UO
passalppe 2q 03 uolyewoyul

- J1193ds jueioduw 3SO0N
sjuaized 3unoA Aq padey sanssi
d14129dS UO UOITBWIOUI DIU0IIID|D

SJaAI3248D JI3Y3 PUB SIA|ISWIY] 10}

puUE U3131IM JO SPa3u Jejndjlied Jusawiealy uunp pue sisoudelp 40 awi
juawieasy pue sisoudelp 3ulnp 3e Joddns jeuoinows 3uipasu pajiodal

[e11uassa si siapinoad asedyyeay
Y1IM UOITBDIUNWILIOD SAILIDSSY

(sa3e1s
pasueApe ul Juajeaasd
2Jow) S3aN2IIP [e1DURULY -

S9INJIIP [E1DUBULY -
(%16) 1oddns
40 adA1 siy1 Buipinouad o3
pa31e2Ipap SuoIINISUI JO
9OUIISIXd Y3 INOGe MOUY
10U pIp ASy3 pue uoiInsul
Aue woJy 10ddns |e1DoS
919234 10U PIp SIUBlIERd -

sjueddiued se Juepiodwi Apwalixa
Se paqlasap sem aJed [ed130joydAsd
wiay1 paiuedwodde oym ojdoad ay3
yiim pue aAlje 3ulaq Joj uoiedaidde
paJiajal Asya ‘quawieasy oYy
Ayjigesauina

pue ‘Auny 423ue y3nouya 1usam siuaiied
“Quawileass pue sisoudelp 3ulng

(%€S) Jauried pue (%8 ) uaipiiyd
‘(%C8) SPUaly (%L 8) SoAIIR[a Sem
Japinodd 1ioddns [ejow urew ay |

3u1j93) SB SaA|aSWAYY pa1sajiuew pue
a8ewi-4|as uswom paidnisip sso| JieH

— 5/ TOT “[e 19 BZJeD-[RALIB[lIA

- 9T0T “[e 19 BZIBD-[B3LIB||IA

— 91O “[e 32 BZJeD-[EALIB[lIA

(s23e1s pasueape ul Jay3iy)

Buiwona pue ‘easneu ‘anginey ui 9z(0JIX3N)
S9JUUIR44Ip pauoIIIpuod 98e3s [eduld S00¢ ‘WpaisuaddoH
Suinwona 6 (02IX3N)

pue ‘easneu ‘9n3ie} ‘eIxaiouy TT0T “|e 39 ZOuny-Jes

SUOIIBJIDY[E UDYS pue ‘Dsiejew [elauad
pue ssauxeam ‘siapJosip Suies pue

9A11SBIP 1$3034J9 JaY1Q "dWeys
0s(BIqU0|0D)
0TOT ‘S9[eSHD pue sefes

[ed1oead pue [B1DOS  UOIFRWIOUI pUR SW3SAS yyeaH

1ea13ojoydAsyq

[eaisAud S9JUIRY

(panuiuo)) SOINT Ul DIAAA Ul S191sn|d [ed13deud /|e1dos pue ‘uoirewlsojul swiaisAs yijesy ‘edidojoydAsd ‘eaisAyd Aq paijisse|d spasu jeidads 3uipse3as s3uipuly uley "z a|qel

217



REV INVES CLIN. 2017;69:210-222

themselves unable to perform their normal activities
at home and at the workplace, women experience
distress, anxiety, and depression. The symptoms
expressed most frequently are concern, nervousness,
and irritability?42522:383%_ Various studies on the quality
of life of BC patients report that women need under-
standing, affection, a quiet environment, time with
their loved ones, and a strong family unit to face bet-
ter the process of their illness and treatment. Studies
also show that acceptance, a positive reinterpretation
of the situation and use of social support, are the best
strategies to cope with cancer in terms of health-re-
lated quality of life32. Finally, it has been observed that
women with breast reconstruction obtained higher
scores in the quality of life emotional component32.

Villarreal et al. studied a group of 29 young Mexican
women aged 18-40 years, being to date the only study
specifically addressing YWBC needs in Latin America.
The authors described that psychological care was
extremely important for this subgroup of patients,
since participants reported needing emotional sup-
port at the time of diagnosis and during treatment for
themselves and their caregivers*.

Turkish patients aged 20-45 years and who had
recently undergone a mastectomy reported having
unmet needs for support in managing changes in their
perceived femininity and body image. Specifically,
they referred a strong need to adjust to their changed
appearance and to have this accepted by their husband/
partners*'. Another Turkish group with an average age
of 40 years (standard deviation [SD] = 5.2), who had
been diagnosed with early stage BC and had received
various treatments, when they were asked about preg-
nancy, reported worry about the financial and psycho-
logical burden that came with an infant, and feeling
anxious about the future and fearful that the disease
could recur during and after pregnancy. In a Korean
study, Cho et al. indicated that women with an average
age of 38.4 years (SD = 9.6), who had been diagnosed
with BC, manifested emotional requests often embed-
ded within informational needs; 63% expressed both,
concern and worry, and 75% of the requests included
at least one emotional expression. The patients desired
informational and psychological support, and expressed
concern and restlessness (52.7%) on this subject*2.

Likewise, in Malayan BC patients, including YW, it has
been described that psychological needs were the
most frequently unmet. Among the unmet supportive
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care needs, the most prevalent were uncertainty over
the future (78.6%), fear about the cancer spreading
(76.1%), feelings of sadness (69.2%), and concerns
about death and dying (68.4%)33:3441,

While no additional results were found specifically
on YWBC, other studies that focus on this age group
consistently address the psychological and psychoso-
cial distress experienced by young patients. As it can
be expected, one of the most intense psychological
demands among young patients, who would otherwise
be healthy, relates to the constant threat of recur-
rence and death?12.

Informational needs and the health
system

In their study of young Turkish women, Erci and
Karabulut reported that their sample patients showed
high levels of informational needs regarding BC diag-
nosis and treatment. They were particularly interested
in signs of recurrence, opportunities for healing, and
their family’s vulnerability to cancer:.

In another Turkish study, this one on pre-menopausal
patients with BC, Karaoz et al. found that none of the
women had been offered counseling or had received
information on contraception, early menopause, infer-
tility, fertility preservation, and sexuality, despite their
willingness to receive information. However, they
reported being conscious of their need for contracep-
tion and attempted to obtain related information from
other sources*.

In Indonesia, Iskandarsyah et al. assessed both, the
extent to which patients were satisfied from the infor-
mation they received and the association between sat-
isfaction, on the one hand, and perception of the disease
and quality of life on the other#4. This study comprised
77 patients with a mean age of 45.6 years (SD = 7.88),
50% of whom were at an advanced stage at diagnosis
and had most undergone surgery and chemotherapy.
The authors found that many of the women were dis-
satisfied with the information they had received. For
instance, regarding the amount and content of the infor-
mation, they reported not having received what they
needed to access a support group, to apply for financial
aid and to understand how treatment could affect their
ability to work. Most of the patients were also dissatis-
fied with the amount of written information provided.
Those who reported being satisfied with the promptness
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of delivery and the types of information were character-
ized by having stronger beliefs in personal control, lesser
concerns about their health condition, better under-
standing of their disease, and a positive perception of
their psychological and general health.

The Malayan survivors, particularly those who were
under 60 and had higher education levels as well as
fewer years of survival, reported that information was
the most needed item. They also indicated that the
majority of their unmet needs fell within this category,
namely, “having one member of the hospital staff with
whom you can talk about all aspects of your condi-
tion, treatment, and follow-up” (34.7%), “receiving
explanations about the tests for which you would like
to get more information” (29.7%), and “having access
to professional counseling if you or your family and
friends need it” (27.7%)3%.

In exploring the demographic factors associated with the
demand for information by young patients in Mexico, a
qualitative study searching patients’ needs through
focus groups found that YW request written and elec-
tronic information about particular issues, such as fer-
tility preservation, genetic counseling, and handling side
effects*. In addition, another study addressing YWBC in
Mexico described that this population was more inter-
ested in learning about the adverse effects of treatment,
but there was no difference between YWBC and their
older counterparts regarding other aspects of perceived
information needs. They also considered that receiving
information through the internet was useful. The most
important specific information survivors would have
liked to see addressed in an online resource was diet
and exercise, followed by issues related to survivorship,
treatment, prognosis, risk factors, and symptoms*>.

The informational needs of YWBC are related, in a
large proportion, to their late stages at diagnosis.
This clearly calls for targeted information strategies
designed to raise awareness of the importance of
timely diagnosis and treatment, and to modify the cul-
tural habits and religious beliefs that might be hinder-
ing access of YW to healthcare services*. Healthcare
interventions are also required to improve the quality
of life, and written resources and web-based decision
aids should be developed and routinely provided in
young patients’ native language1247.

As for the needs regarding the healthcare system, young
Panamanian women with BC experienced cost-related
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barriers and difficulties in obtaining medical appoint-
ments for their clinical assessment, obstructing the
path to a timely health-service provision“®.

To sum up, informational needs are described as the
most frequent and important in this type of patients
with BC. However, the need for specific information is
different depending on clinical stages and treatment
trajectory.

Social needs

The impact of BC on intimate relationships is one of
the most prevalent challenges women face while they
adapt to their new body image after mastectomy?.
Studies also associate the following social factors with
diminished quality of life (physical and psychological)
in BC-diagnosed women: Those who live in disadvan-
taged socioeconomic contexts, have low scholarship
and are unpaired, experience acute levels of fatigue,
pain, anxiety, and depression*. On the other hand,
Salas and Grisales suggested that moral support from
relatives and friends is fundamental to achieve a favor-
able quality of life perception®°.

Erci and Karabulut found significant differences in per-
ceived quality of life in Turkish women between the
age groups 20-45 years versus > 54 years, regarding
a greater need of support from family and friends*:.
Similarly, Cho et al. explored the questions posed
mainly by young patients to the physicians and
observed a greater need for socioemotional support
coupled with informational requests2.

As YW increasingly play a role for the household pro-
vision, workplace concerns are particularly relevant
for these patients, as cancer diagnosis and treatment
may affect their careers. In a Cuban study, Izquierdo-
Gonzélez et al. reported that as a consequence of BC
diagnosis, some women changed their jobs to reduce
their physical activity, and none encountered reinser-
tion difficulties subsequent to treatment?*.

Itis noteworthy that LMICs provide little or no available
information on work-related issues (e.g., resuming
work and discrimination/stigma) compared to HICs,
where these issues are described in greater detail. The
literature on HICs indicates that some women experi-
ence economic problems as a result of having to leave
their work; BC can have a negative impact on women’s
decision to work; women with BC are less likely to find
employment than women who have not been ill; and
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survivors experience employment discrimination®-53,
This topic offers an opportunity for further research
in LMICs contexts.

Spiritual needs

Many of the women interviewed had existential (reli-
gious or spiritual) beliefs that favorably supported their
perception of disease and gave them strength to cope
with their condition®°. At the time of diagnosis, the first
thoughts of these women were that things happened
by chance, destiny, or luck. Subsequently, when they
reached the treatment, follow-up, and control stages
(once they were tumor-free), they assured their “faith
in God” had allowed them to get that far4. A diagnosis
of cancer has been observed to arouse guilt and fear in
these women, which they elaborate as a sign that one of
the reasons for their diagnosis is punishment from God.

In a Mexican study, Gallegos-Alvarado et al. found
that faith and spiritual beliefs offered women with BC
a “reason to live,” “gave meaning” to their lives, and
enabled them to find well-being and inner peace. On
this basis, women in their study succeeded in adapting
to their condition and enduring treatments required for
their health care>s. A study on the spiritual perspec-
tive of Colombian women with BC indicated that spir-
ituality allowed women to “find forgiveness” (patients
often have guilt feelings in relation to their illness) and
to “make existential reflections” as they attempted to
find life’s meaning and to discover what disease and
pain represented for their transcendence and inner
happiness. These reflections were pursued through
meditation and private prayer®¢. In Chile, Choumanova
et al. analyzed how religion and spirituality helped
women with BC deal with their illness, how the disease
changed the role of religion and spirituality in their lives
and how faith helped them recover>. According to
their findings, these women depended on God to guide
them through their illness and received extensive social
support from the members of their faith communities.
Many declared that BC had increased the presence of
religion and spirituality in their lives by deepening their
faith in God. Almost all women endorsed the idea that
faith could help patients to recover from cancer.

A study in Iran explored how women faced a cancer
diagnosis and observed a combination of attitudes:
Some women exhibited positive thinking in the form
of hope and intentional oblivion; others held negative
thoughts resulting in hopelessness and fear. The authors
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concluded that faith played a major role in coping with
disease and considered that their findings served to
design new healthcare approaches in nursinge.

In short, spirituality occupies a fundamental place on
the lives of these women as they attempt to resume
their former lifestyle and daily routines, and strive to
make sense of this experience. There are no studies
from the region that explore the needs on spirituality
and religion among YW.

Practical needs

The most important finding reported in the litera-
ture referred to the dramatic changes in lifestyle that
women, and those around them, must endure. As men-
tioned previously, women with BC are often hindered
from performing their normal activities, particularly
those related to their family dynamics. As a conse-
quence, roles within the household must be redistrib-
uted (e.g., childcare for small and adolescent children
and caregiving for family members who are ill or dis-
abled). BC survivors, therefore, lose their autonomy
and become dependent on the decisions of others.

Erci and Karabulut observed that patients perceived
a need for physical and practical support to perform a
number of activities after leaving the hospital and during
treatment*!. Furthermore, according to Karadz et al,
women worried that having a child would pose an unsus-
tainable financial and psychological burden should they
choose to become pregnant after BC treatment*. As
YW might face employment difficulties during diagno-
sis, treatment, and survivorship, the deriving economic
problems that affect their family finances could force
them and their families to engage in new activities?*°.

To conclude the former, practical needs in YWBC
focus mainly on lifestyle disturbances and their conse-
quences on the household, financial instability as well
as unemployment issues.

DISCUSSION

In summary, patients with BC described throughout
the literature exhibited diverse and frequent needs
in all the analytical categories®®. The most common
unmet needs in the literature were related to informa-
tion (e.g., demands from the healthcare system) and
psychological support, followed by practical and phys-
ical needs. Social needs were the ones least reported
and spiritual needs the ones least studied.



Informational needs were related mainly to treatment
side effects (i.e. signs and symptoms and manage-
ment recommendations), the possibility of recurrence,
susceptibility of family members to cancer, and adap-
tation strategies subsequent to treatment.

Psychological needs referred to the support required
in handling the emotional impact produced by both,
treatment side effects and threat of recurrence and
death (fear and uncertainty).

Physical needs were related mostly to assistance after
surgery and during chemotherapy, as well as survivor-
ship-related issues, mainly secondary to oncologic treat-
ment such as induced ovarian failure, premature meno-
pause, sexual dysfunction, and cognition impairment.

As YWBC perceived a less favorable social environment,
their social needs involved greater support from fam-
ily and friends for coping with the associated changes
that cancer treatment imposed on their social roles.

Furthermore, the socioeconomic and cultural contexts
of BC patients clearly permeate their entire disease
process, beginning with their condition before diagno-
sis, continuing with treatment and survivorship, and
culminating with death, particularly in young patients.

To address the physical, psychological, and informa-
tional needs of these patients, healthcare systems in
LMICs must elaborate and implement integral, multi-
disciplinary programs that respond opportunely to the
problems arising from disease and to the side effects
of oncologic treatments. It is particularly important to
develop strategies that guarantee fertility preservation
for those who require it; to target actions which ensure
an improved and long-term quality of life for survivors
through an adequate management of early meno-
pause and sexual dysfunction; and to implement timely
psychological interventions which prevent emotional
symptoms that lead to depression. It is also essential
for physicians, nurses, psychologists, and social workers
to make efforts in sustaining interpersonal communi-
cation with patients, and to identify the most effective
mechanisms, whether verbal or written, for meeting the
information needs of women with BC and their families.

Specifically, regarding YWBC in LMICs, it is striking
that the existing information on the subject is scarce,
particularly in Latin America. Numerous opportuni-
ties, therefore, exist for promoting research, training
of health personnel, and establishing health policies in
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support of these women to, in the end, improve health
outcomes.

The key limitation of our literature review encompasses
the difficulties encountered in identifying studies on
women, especially YWBC in LMICs. Since it was virtu-
ally impossible to find references using the key words
which we initially established, we broadened the terms
of our search to encompass studies on the psychoso-
cial effects of diagnosis and treatment in women with
BC in general, and included documents addressing the
needs of women under 50. While other, unidentified,
literature may have been omitted, our study provides a
unique collection of research studies of this type.
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