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Abstract
Background Treatment summary and survivorship care plan
studies are at the forefront of research priorities with prece-
dence for ethnic minority inclusion. This preliminary study
joined the advocacy, scientific, and medical communities to
inform the development and evaluation of the Treatment
Summary and Survivorship Care Plan (TSSCP-S) template
targeted for Latino breast cancer patients (LCA).
Methods The development of the TSSCP-S began as modifi-
cations to the American Society of Cancer Oncology (ASCO)
(TSSCP-ASCO) template via a transcreation process in-
formed by 12 LCA survivors/advocates, and evaluated by
10 survivor/advocates and health professionals. The TSSCP-
S template development was guided by the Shared Care,
Psychooncology Models, and Contextual Model of Health
Related Quality of Life.
Results The bilingual TSSCP-S was independently evaluated
by bilingual, survivor/advocates, and health professionals
(n=10). Preliminary analyses indicate that the TSSCP-S tem-
plate was rated more favorably than the TSSCP-ASCO on the
following domains: content (p=0.02), clarity (p=0.02), utility
(p=0.04), cultural and linguistic responsiveness (p=0.03), and
socioecological responsiveness (p=0.01). Evaluators noted
that the TSSCP-S template was more patient-centered, and
endorsed the acceptability as well as the potential utility and
applicability of the bilingual TSSCP-S template to appropri-
ately guide surveillance and follow-up care.

Conclusions Our findings indicate that the TSSCP-S
achieved clinical, cultural, and linguistic responsiveness rele-
vant to Latinos. Patient-centered TSSCP that are presented in
a bilingual format are necessary to achieve the intended goals
of TSSCP including appropriate patient information, educa-
tion, and resources pertaining to their treatment, potential side
effects, and recommended surveillance and follow-up care for
English language limited patients. Additionally, our culturally
responsive TSSCP-S development framework offers a model
for TSSCP template development for targeted and under-
served populations, including ethnic and linguistic minority
cancer survivors.
Implications for Cancer Survivors These data support the
development and evaluation of a TSSCP targeted to an under-
served, high-risk population, LCAs. Identifying methods to
improve surveillance and follow-up guideline adherence may
lead to improved clinical cancer outcomes and quality of life.
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Introduction

Treatment summary and survivorship care plan (TSSCP)
studies are at the forefront of research priorities [1, 2] with a
precedence for ethnic minority inclusion in these investiga-
tions. Ethnic minorities bear an unequal burden of cancer [3]
warranting the National Institutes of Health (NIH) [4],
National Cancer Institute (NCI) [5], Centers for Disease
Control [6], Agency for Healthcare Research and Quality
(AHRQ) [7], and American Cancer Society (ACS) [8] joining
the Institute of Medicine’s (IOM) urgent call for cancer re-
search to address health disparities and bring cancer equity.
Further, ethnic minority representation among the general
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population is rapidly growing and currently at 36.6 % [9], and
importantly their numbers among cancer survivors are steadi-
ly increasing and approaching 25 % of the <5 year cancer
survivor population [10].

With the aim of improving disease-free survival, surveil-
lance, quality post acute treatment care, and health related
quality of life (HRQOL), the IOM recommends providing
patients with a TSSCP that documents treatment summary,
potential medical side effects, surveillance and follow-up care
guidelines, and health advisories and HRQOL issues [1].
Further, the American College of Surgeons’ Commission on
Cancer (CoC) mandates the implementation of TSSCP by
2015 [2]. The sparse literature on TSSCP with Latinos under-
scores inadequate medical, health advisories, and psy-
chosocial information that are culturally and linguistical-
ly responsive [11]. Further, there is only one available
TSSCP template provided by the LiveStrong foundation
that targets Latinos [12]. However, no data has been
published on the utilization of the LiveStrong Spanish
template, and current limitations exist including implementa-
tion primarily within major university- or research-affiliated
cancer centers; Online availability, only; and the generation of
the TSSCP in Spanish or English. Thus, to date, the generation
of a comprehensive bilingual TSSCP that facilitates enhanced
survivorship care communication between Spanish language
preferred patients and their providers is not possible.

The impact of cancer among US Latinos has increased in
public awareness and is gaining significance in public health
[13] and in genetic [14], clinical [15], and behavioral research
[16–18] as cancer is the number one cause of death among
Latinos [15]. Moreover 7 % of the total expected cancer cases
will be Latinos [19]. Breast cancer is the most common cancer
and most common cause of cancer death among Latinas [13,
15]. Moreover, immerging research suggest that Latinas are
overrepresented among women who are diagnosed with pre-
menopausal breast cancer [20]. California State data shows
that 34 % of Latinas diagnosed with breast cancer are
<45 years [21]. Further, Latinos represent 17 % of the US
population and over 50 % speak Spanish in the home and
prefer to communicate in Spanish [9].

Latinas are at greater risk for poor medical outcomes,
psychological burden, and are confronted with elevated rates
of distress, depression, anxiety, and psychosocial strain [16,
18]. Further, Latinas diagnosed with breast cancer face dele-
terious prognostic factors that may stem from diagnostic and
therapeutic delays [13, 22], treatment nonadherence [13],
treatment dissatisfaction [23], poor provider communication
[23], uncoordinated care [24], and inadequate knowledge of
surveillance and follow-up care guidelines [25]. Hence, pro-
viding Latina patients with TSSCP may improve quality post
acute treatment and follow-up care, adherence to surveillance,
and enhanced self-care.

This paper presents important procedures in the Spanish
language transcreation of the ASCO breast cancer treatment
summary template. In addition, the paper provides the find-
ings of the preliminary diverse stakeholder evaluation of the
transcreated TSSCP-S.

Method

Methodological framework

This project employed a two-component (development of
TSSCP-S and evaluation of TSSCP-S) and mixed-methods
approach. This study was grounded in a community-based
participatory research (CBPR) approach that builds upon a
series of research and projects conducted by the Center of
Community Alliance for Research and Education (CCARE)
with community partners. CBPR is a process and methodo-
logical framework that adheres to a collaborative approach
between scientific and community partners/researchers shar-
ing ownership and involvement in all aspects of the study [26,
27]. Additionally, the TSSCP-S template development was
guided by the Shared Care [28] and Psychooncology Models
[29, 30], and Contextual Model of Health Related Quality of
Life [31]. The Contextual Model provides the cultural dimen-
sions that are relevant to the health advisories and HRQOL
domains of the TSSCP-S template, particularly as it relates to
the lived experiences of LCA including cultural health prac-
tices (spirituality) and socioecological burden (language, im-
migration) that impact survivorship outcomes and follow-up
care. The Shared Care Model [28] brings primary and oncol-
ogy providers to coordinate follow-up care, and the
psychooncology framework is particularly relevant to com-
prehensive patient-centered care, and defines the follow-
ing three areas pertinent to health advisories and
HRQOL: (1) overcoming health system and patient bar-
riers to psychooncology care (e.g., providing resources
for access and treatment); (2) addressing patient quality
care (e.g., facilitating patient-provider communication); and
(3) facilitating symptommanagement and relief (e.g., improv-
ing medical and self-care adherence by referring patients to
cancer and community resources, social services, and support-
ive care) [29, 30].

Participants

Twelve (12) Latina breast cancer (LCA) survivor/advocates
were recruited to form a consensus building group to inform
the development of resources and TSSCP for Latinos.
Participants were recruited from local Latina-focused cancer
support and health advocacy groups focusing on breast health
and survivorship issues such as Komen and The Cancer
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Support Community. Participants’ age ranged from 40–54
(M=48.2; SD=4.97). Participants were 2–11 years post-
diagnosis, and reported being initially diagnosed at stages 1
(27 %), 2 (64 %), and 4 (9 %). Age at initial breast cancer
diagnosis ranged from 33–45 (M=40.9; SD=3.53). These
survivor/advocates represented Latina country of origin diver-
sity in Los Angeles [9]. Seven were Mexican-American, three
were Central American, and two were South American.

Also, 10 diverse stakeholders were enlisted from hospitals
and Latino focused advocacy organizations (i.e., Latinas
Contra Cancer) and support groups to form a consensus team
to evaluate the TSSCP-S. Evaluators consisted of health pro-
fessionals (i.e., two oncologists, one breast cancer surgeon,
one primary care physician, two nurses, one genetic counsel-
or), and two survivors, and one community advocate. These
evaluators also represented diverse Latino heritage; four were
Mexican-Americans, two were Central Americans, three were
South Americans, and one was Cuban American.

All evaluators had at least 4 years experience serving
diverse populations of cancer survivors with a focus on un-
derserved and ethnic minority patients including LCA.

Procedure

Development of TSSCP-S We conducted two consensusmeet-
ings with LCA survivors/advocates (n=12). Institutional
Review Board approval from participating entities was ob-
tained, and all participants signed an informed consent form to
participate and to be audio-recorded and were informed that
the information gathered would contribute towards culturally
and socioecologically responsive modifications to the content
and structure of a Spanish language TSSCP that attended to

the targeted population by being clinically, culturally, and
linguistically responsive. We focused on LCA’s need for their
treatment-related information and surveillance guidelines par-
ticularly since Latinas are overrepresented among women
diagnosed with premenopausal breast cancer. We also
attended to Latinas’ limited access to resources, and on cul-
tural, clinical, and socioecological contexts that are relevant to
the transcreation of the American Society of Clinical
Oncology (ASCO) Breast Cancer Adjuvant Treatment
Plan and Summary and Survivorship Care Plan [32] to
create the TSSCP-S targeting Latinas. The ASCO
TSSCP template includes the standard components rec-
ommended by the IOM, including cancer-related information
(i.e., treatment history, side effects), and follow-up
care/surveillance, health advisories, and HRQOL information.
LCA completed a short questionnaire that included demo-
graphic and breast cancer-related medical information and
were provided with information about the TSSCP general
content and structure.

Evaluation of TSSCP-S This preliminary study joined the
advocacy, scientific, and medical communities to comprise a
10-member diverse stakeholder review group to evaluate the
TSSCP-S and the TSSCP-ASCO templates. The evaluation
form and copies of the TSSCP-S and TSSCP-ASCO with a
description of the evaluation project were e-mailed to
the evaluators. The evaluators were asked to rate the
templates using the 21-item evaluation form. Each item
on the evaluation form (e.g., “How well does the TSSCP
present information relevant to LCA?”) was rated on a 4-
point scale (1=Poor to 4=Excellent). The evaluation form
provided space for written comments and critique of the

Table 1 LCA Recommended Modifications to the TSSCP-ASCO template by domain

Domain TSSCP-S template modifications

Content i. Additional spaces for patients to note medications used as well as dates of treatment dose modifications

ii. Health advisories that were responsive to the overall health status and breast cancer experience of LCA

iii. A Quality Of Life section was included for patients to track emotional, physical, and psychosocial issues

Clarity iv. Providing definitions for the medical oncology terms (e.g., TNM staging, Oncotype DX Recurrence Score)

v. Information on breast cancer genes is included with statistics on lifetime breast cancer risk

Utility vi. A preamble describing the purpose, content, and use of the TSSCP added to the beginning of the form

Cultural and linguistic
responsiveness

vii. Cultural and linguistic relevance can be achieved via appropriate content, imaging, and language
(i.e., Spanish language)

viii. It is important to incorporate information responsive to cultural values (familism, personalism, trust, respect)
and social practices including spirituality (prayer and faith) and family support

ix. LCA recommended that patient activation to participate as part of one’s own care team is a must,
despite cultural tradition of deference to authority

Socioecological responsiveness x. Consideration of cultural, economic and living situation contexts are essential so that medical and supportive
care teams can provide patient-centered, culturally appropriate community resources

582 J Cancer Surviv (2014) 8:580–594



templates. The completed evaluations were all returned via e-
mail.

Data analyses

Development of TSSCP-S

The data derived from the consensus groups were thematically
coded by two independent members of the research team.
After the coding process, the research team met to review
and discuss the group data and recommendations on the

relevant cultural and socioecological input for the TSSCP-S.
Next following the consensus groups’ recommendations
(Table 1), the research team generated the TSSCP-S template.

Evaluation of TSSCP-S

Quantitative analysis All quantitative evaluative data were
entered into SPSS v.20 [33]. Evaluation items were summed
to generate overall scores for each of the five evaluative
domains: content, clarity, utility, cultural and linguistic re-
sponsiveness, and socioecological responsiveness. Wilcoxon

Fig. 1 TSSCP-S
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signed rank tests were used to compare ratings on each do-
main for the TSSCP-S and TSSCP-ASCO templates.

Qualitative analysis Data from the written comments were
independently coded and organized by two researchers by
domain (e.g., utility, clarity, cultural, and linguistic issues).
The researchers first coded the data and then met to compare
their independent coding and resolve any discrepancies. After
resolving discrepancies and agreeing on the coding of the data,
one of the researchers revised the codes in order to incorporate

and reflect the agreed upon codes. The data was then organized
into a matrix according to the evaluation domains.

Results

Development of TSSCP-S

The LCA noted that cancer characteristics are central to
determining needs and related resources; therefore stage, age

Fig. 1 (continued)
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at diagnosis, cancer type, genetic risk, and years since diag-
nosis should inform targeted resources. LCA recommended
that the TSSCP should be responsive to patient cancer and
health status to guide best care. In terms of cultural relevance,
LCA recommended that cultural relevance in TSSCP tem-
plates can be achieved via appropriate content, imaging, and
Spanish language translation. LCA also noted the importance
of incorporating information responsive to cultural values
(familism, trust, respect) and social practices including

spirituality (prayer and faith) and family support. For the
socioecological context, LCA indicated that the phase of life
and living contexts must be considered. They recommended
that age, marital status, family constellation, career/work, and
neighborhood are important factors impacting the cancer ex-
perience and influence resource needs, and must be addressed
in the TSSCP. LCA reported that health advisories, HRQOL
and supportive care information and resources are inadequate-
ly documented and discussed. LCA recommended that health

Fig. 1 (continued)
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advisories including physical activity and nutrition guidelines
and HRQOL resources should be included in the TSSCP.
LCA encouraged patient activation as part of the process of
TSSCP implementation, “To participate as part of one’s own
care team is a must, despite cultural traditions such as
“respeto.” One advocate stated, “An involved patient is an
advocate for herself, and this is often passed to others.” LCA
indicated that patient activation can be achieved via peer
support, navigation, and advocacy training. These

findings informed the development of the TSSCP-S
targeting Latinas.

Overall, the development of the TSSCP-S template was
informed by the cultural data derived from the consensus
group and the literature [13, 16, 17, 34] and (1) contains
clarifications and definitions; (2) specifies the purpose, use,
and benefits of the TSSCP; and (3) presents treatment sum-
mary and surveillance guidelines; health status and comorbid-
ities; provider contacts and referrals; and health advisories,

Fig. 1 (continued)
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quality of life, and community and national resources focusing
on the health risk and needs of LCA. The TSSCP-S template
is designed as a road map with information and guidelines for
optimal patient follow-up care, surveillance, and survivor-
directed self-care. The reading level of the TSSCP-S was
10.4 according to the Flesch-Kincaid reading level due to
the medical terminology used in the treatment summary sec-
tion; however, it was lower than the ASCO TSSCP template
reading level of 13.7. The TSSCP-S template was translated

into a bilingual (English-Spanish) format (Fig. 1) through the
application of a rigorous forward translation, reconciliation,
back translation, and multiple reviews [35, 36].

Evaluation of TSSCP-S

Quantitative findings The Wilcoxon signed rank test analyses
comparing the ratings of the TSSCP-S and TSSCP-ASCO
templates indicate that the TSSCP-S template was rated more

Fig. 1 (continued)

J Cancer Surviv (2014) 8:580–594 587



favorably on several domains. Specifically, the TSSCP-S had
higher ratings on content (Z=−2.31, p=0.02), clarity (Z=
−2.25, p=0.02), utility (Z=−2.03, p=0.04), cultural and lin-
guis t ic responsiveness (Z = −2.18, p = 0.03) , and
socioecological responsiveness (Z=−2.52, p=0.01). These
results suggest that the TSSCP-S achieved clinical, cultural,
and socioecological responsiveness relevant to the LCA
population.

Qualitative findings Health professional evaluators provided
written comments based on their assessment of both templates
(Table 2). Several evaluators noted that the TSSCP-S template
was more patient-user-friendly, “The [TSSCP-S] template has
vocabulary that is simple; especially the care plan components
are understandable to patients.” Other evaluators noted that
they liked that the template was bilingual with Spanish trans-
lations adjacent to the English text, “I like it because the

Fig. 1 (continued)
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translations in Spanish are next to English” and “I appreciate
the bilingual format so that patients and their clinician can be
on the same page.” Other evaluators noted that the quality,
amount of detail, and information provided in the form was
good. For instance, one respondent noted that the “[TSSCP-S]
template has an introduction and narrative which is good for
primary care providers and patients, especially nondominant
cultures.”

Written comments coded as “constructive critiques” were
made by four evaluators about the medical terminology.
Evaluators noted that perhaps some more commonly-used
Spanish words might be used to replace some of the ones
selected by the template translators. Others noted that there
was plenty of medical terminology that makes the form appear
as though it is geared towards the medical providers as well.
Perhaps, some of the reviewers did not comprehend that while

Fig. 1 (continued)
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the TSSCP-S template was modified to be more accessible to
patients, it is still a medical form that should be completed by
the patient’s medical providers.

Discussion

This paper describes important initial procedural components
in the Spanish language transcreation of the ASCO breast
cancer treatment summary template. The paper also provides

the findings of the preliminary diverse stakeholder evaluation
of the transcreated TSSCP-S. The work and findings presented
are necessary preliminary tasks required for the development of
a clinically and linguistically responsive TSSCP that is intended
to educate, increase treatment and surveillance compliance, and
ultimately improve survivorship outcomes and survival.

As hospitals gear up for the implementation of the CoC
TSSCP provision in 2015, the need for linguistically appro-
priate templates is evident. Therefore, this study is responsive
to the CoC requirement, as this study may inform the

Fig. 1 (continued)
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development of TSSCP templates responsive to underserved
cancer patients. Further, this study attempts to address a crit-
ically important issue in TSSCP development and implemen-
tation, namely compliance with culturally and linguistically
appropriate services in health care (CLAS) [37].

The results of the evaluation served to improve the cultural
and linguistic responsiveness of our TSSCP-S. While most
evaluators’ comments were positive, a few evaluators provided
written critiques to further improve the TSSCP-S template, such
as suggestions to address socioecological specific issues, and to

include information on survivorship resources that do not re-
quire Internet access. Results from our LCA consensus groups
found that most LCA preferred print materials because not
everyone has online access and some even felt that print mate-
rials were more credible than online sources. Even those that
currently had online access and used the Internet were more
comfortable with print materials. Our findings support existing
research indicating that print-based and non-Internet based re-
sources aremore readily usable and accessible to persons 50 and
over with limited Internet access and experience [38]. Thus,

Fig. 1 (continued)
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phone numbers for advocacy organizations and resources were
added to increase utility for all populations. The comment
regarding access to TSSCP among very low-income LCA is
very important. Lower socioeconomic status and related issues
are major concerns among a significant proportion of our LCA
as well as in underserved populations. The quality and access to
care for LCA and other ethnic minority cancer patients remain
critical challenges that result in disparate cancer outcomes

requiring greater public health, health policy and practice, and
research attention [39].

Finally, the evaluators made the comment that physicians
might not have the time to fill out this template. A similar
concern was expressed by health professionals in a qualitative
study [40] that examined perspectives on the prospect of
providing TSSCP for cancer survivors. However, reluctance
to complete TSSCP for patients may be best addressed at the

Fig. 1 (continued)
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organizational level, especially since implementation of
TSSCP for cancer survivors are mandated by 2015 by the
CoC. To encourage TSSCP implementation, providers should
have easy access to electronic medical records and insurance
reimbursement for TSSCP template completion [40].

In summary, this is one of the first studies reporting on
cultural and linguistic, clinical, and socioecological content
modifications of TSSCP to increase its responsiveness and
relevance for Latinas. Evaluators noted that the TSSCP-S
template was more patient-centered and affirmed the utility,
applicability, and acceptability of the TSSCP-S template.
Moreover, the evaluators expressed that the TSSCP-S tem-
plate was clear, informative, aesthetically appealing, and cul-
turally relevant and competent. As suggested in previous
studies [38, 41], modifications to documents, such as includ-
ing culturally appropriate content and images, are generally
considered ways in which to increase the acceptability and
utility of health related materials for ethnic minority popula-
tions. Overall, our findings suggests that the TSSCP-S tem-
plate significantly contributes towards filling scientific and
clinical gaps with respect to improving posttreatment oncolo-
gy care for underrepresented and underserved populations.
Our multi-method process lends validity to study findings
concerning the applicability and utility of the TSSCP-S with
Latinas. Our study offers a practical and clinically relevant
model for a TSSCP development and evaluative process that
can be repeated to adapt the TSSCP template for various,
targeted populations including ethnic and linguistic minority
cancer survivors. This study is limited due to the small number
of LCAwho assisted in the development phase and the small
number of stakeholder evaluators of the TSSCP-S template.
However, although the LCA and evaluator consensus groups
were small, they were heterogeneous in important aspects.
Hence, the LCA informative group and the evaluators includ-
ed diverse country of origin, and the evaluator included

diverse stakeholder groups (i.e., providers and survivors) to
increase representativeness and credibility. As well, further
implementation investigation of the TSSCP-S with LCAwill
provide valuable information and results on the efficacy and
effectiveness of our bilingual TSSCP template.

Health care delivery systems and providers’ support for the
TSSCP implementation and evaluation is critical to its long-
term success and effectiveness. Indeed, the barriers to
obtaining a TSSCP, and the impact of adherence to the
TSSCP recommendations on survival and survivorship out-
comes warrants more research. Therefore, longitudinal re-
search that examines the long-term benefits and costs of
TSSCP implementation, including in vivo testing of the
TSSCP-S template, must be conducted to advance the science
and practice of TSSCP utilization.

This investigation is timely and contributes to the emerging
science and practice of TSSCP provision. Latina’s high
cancer-related morbidity and mortality evokes a critical need
and urgency to improve surveillance and follow-up care doc-
umentation and implementation on the part of the medical
team, and adherence on the part of the patient.

TSSCP that are responsive to the language needs of
underserved patients and survivors are essential in providing
culturally and linguistically competent care to improve pa-
tient education about their treatment and potential side ef-
fects, surveillance guideline, and hopefully enhance survival
and survivorship. Our TSSCP-S was developed for the
Spanish language patient to facilitate better communication
with providers, understanding of clinically relevant informa-
tion and resources, engagement in their cancer care, and
improve adherence to the follow-up care recommendation.
In addition, our approach and program of TSSCP develop-
ment research may provide important details to inform the
development of targeted TSSCP especially for at risk
populations.

Table 2 Key themes from evaluators organized by domain

Domain Comments Critiques

Content -Information contained is thorough and detailed
-The introduction with explanations of the documents is very useful

-Include more information on impact of cancer

Clarity -Inclusion of definitions improved clarity
-Includes information and an introduction that clarifies TSSCP
purpose for patient

-Include more basic information to make sure
patient understands the role of the TSSCP

Utility -User-friendly with information to guide the user
-Useful for medical staff

-Physicians may not have time to fill this out
-There is an abundance of medical terminology

Cultural and linguistic
responsiveness

-Template is bilingual Spanish/English
-Culturally based domains included in the Health Advisories and
Quality of Life section for Latinas

-Should include more commonly-used Spanish
vocabulary for some items

Socioecological responsiveness -Information specific to breast cancer and survivorship in Latinas
(e.g., survivorship rates)

-Includes Quality of Life section for documenting resources
important to survivorship for Latinas and others

-More community-based programs
-Needs non-Internet based resources listed

J Cancer Surviv (2014) 8:580–594 593



Conflict of interest statement The authors have no conflict of interest
to disclose.

References

1. Institute of Medicine. Implementing cancer survivorship care plan-
ning: workshop summary. Washington, DC: National Academies
Press; 2007.

2. American College of Surgeons Commission on Cancer,
Cancer program standards 2012: Ensuring patient-centered
care. Retrieved on April 11, 2012 from http://www.facs.org/
cancer/coc/programstandards2012.html, 2011

3. Institute of Medicine., The unequal burden of cancer: an assessment
of NIH research and programs for ethnic minorities and themedically
underserved. 1999: National Academies Press

4. National Institute on Minority Health & Health Disparities. in
Science of Eliminating Health Disparities Summit. 2012.

5. National Cancer Institute. NIH Comprehensive Strategic Plan
To Reduce and Ultimately Eliminate Health Disparities. 2003;
Available from: http://www3.cancer.gov/announcements/
healthdisprpt.pdf

6. Centers for Disease Control and Prevention (CDC). CDC health
disparities and inequalities report—United States, 2011, 2011.

7. Agency for Healthcare Research and Quality (AHRQ). National
Healthcare Disparities Report. 2011; Available from: http://www.
ahrq.gov/qual/nhdr11/nhdr11.pdf

8. American Cancer Society, cancer disparities—a chartbook. 2009
9. U.S. Census Bureau., USA State and County QuickFacts, 2012

10. Pulte D et al. Changes in survival by ethnicity of patients with cancer
between 1992–1996 and 2002–2006: is the discrepancy decreasing?
Ann Oncol. 2012;23(9):2428–34.

11. Sabatino, S., et al., Receipt of cancer treatment summaries and
follow-up instructions among adult cancer survivors: results from a
national survey. Journal of Cancer Survivorship, 2012: p. 1–12.

12. Campbell M et al. Adult cancer survivorship care: experiences from
the LIVESTRONG centers of excellence network. J Cancer
Survivorship. 2011;5(3):271–82.

13. Siegel, R., D. Naishadham, and A. Jemal, Cancer statistics for
Hispanics/Latinos, 2012. CA: A Cancer Journal for Clinicians,
2012. 62(5): p. n/a-n/a

14. Weitzel, J.N., et al., Prevalence and type of BRCA mutations in
Hispanics undergoing genetic cancer risk assessment in the
Southwestern United States: a report from the Clinical Cancer Genetics
Community Research Network. Journal of Clinical Oncology, 2012

15. American Cancer Society, Cancer Facts & Figures for Hispanics/
Latinos 2012–2014, 2012: Atlanta, GA.

16. Gonzalez SJ, Davis C. Understanding the unique experiences of
undocumented, Hispanic women who are living in poverty and
coping with breast cancer. J Immigr Refug Stud. 2012;10(1):116–23.

17. Ashing-Giwa K et al. Understanding the breast cancer experience of
women: a qualitative study of African American, Asian American,
Latina and European American cancer survivors. Psycho-Oncology.
2004;13:408–28.

18. Ashing-Giwa, K., et al., Depressive symptomatology among Latina
breast cancer survivors. Psychooncology, 2012. Published online first
in Wiley Online Library

19. Siegel R et al. Cancer treatment and survivorship statistics, 2012. CA:
A Cancer Journal for Clinicians. 2012;62(4):220–41.

20. Weitzel JN et al. Prevalence and type of BRCA mutations in
Hispanics undergoing genetic cancer risk assessment in the
southwestern United States: a report from the Clinical Cancer
Genetics Community Research Network. J Clin Oncol. 2013;31(2):
210–6.

21. CINA+, Cancer Incidence Rates in North America Vol.2., 2013
22. Ashing-Giwa K et al. Diagnostic and therapeutic delays among

multiethnic sample of breast and cervical cancer survivors. Cancer.
2010;116(13):3195–204.

23. Fernandes-Taylor S, Bloom JR. Post-treatment regret among
young breast cancer survivors. Psycho-Oncology. 2011;20(5):
506–16.

24. Hoffman HJ et al. Having health insurance does not eliminate
race/ethnicity-associated delays in breast cancer diagnosis in the
District of Columbia. Cancer. 2011;117(16):3824–32.

25. Hudson MM, Landier W, Ganz PA. Impact of survivorship-based
research on defining clinical care guidelines. Cancer Epidemiol
Biomark Prev. 2011;20(10):2085–92.

26. Foster J, Stanek K. Cross-cultural considerations in the conduct of
community-based participatory research. Family Commun Health.
2007;30(1):42.

27. Israel BA et al. Review of community-based research: assessing
partnership approaches to improve public health. Annu Rev Public
Health. 1998;19(1):173–202.

28. Shad A, Myers S, Hennessy K. Late effects in cancer survivors: “The
Shared Care Model”. Curr Oncol Rep. 2012;14(2):182–90.

29. McCabe, M.S., et al., American Society of Clinical Oncology
Statement: Achieving High-Quality Cancer Survivorship Care.
Journal of Clinical Oncology, 2013

30. Chaturvedi SK, Venkateswaran C. New research in psychooncology.
Curr Opin Psychiatr. 2008;21(2):206–10. doi:10.1097/YCO.
0b013e3282f49289.

31. Ashing-Giwa K. The contextual model of HRQOL: a paradigm for
expanding the HRQOL framework. Qual Life Res. 2005;14:297–
307.

32. American Society of Clinical Oncology. Breast Cancer Adjuvant
Treatment Plan and Summary. 2009

33. IBM Corp., IBM SPSS Statistics for Windows, Released 2010., IBM
Corp.: Armonk, NY

34. Ramirez AG et al. A national agenda for Latino cancer prevention
and control. Cancer. 2005;103(11):2209–15.

35. Brislin R. Back-translation for cross-cultural research. J Cross-Cult
Psychol. 1970;1:185–216.

36. Eremenco SL, Cella D, Arnold BJ. A comprehensive method
for the translation and cross-cultural validation of health
status questionnaires. Eval Health Prof. 2005;28(2):212–32.

37. Narayan MC. The national standards for culturally and lin-
guistically appropriate services in health care. Care Manag J.
2001;3(2):77–83.

38. Taha J, Sharit J, Czaja S. Use of and satisfaction with sources of
health information among older Internet users and nonusers. The
Gerontologist. 2009;49(5):663–73.

39. Freeman HP. Poverty, culture, and social injustice: determinants of
cancer disparities. CA: Cancer J Clin. 2008;54(2):72–7.

40. Hewitt ME et al. Perspectives on post-treatment cancer care: qualita-
tive research with survivors, nurses, and physicians. JCO.
2007;25(16):2270–3.

41. Finnie RKC et al. Beyond reading level: a systematic review of the
suitability of cancer education print and Web-based materials. J
Cancer Educ. 2010;25(4):497–505.

594 J Cancer Surviv (2014) 8:580–594

http://www.facs.org/cancer/coc/programstandards2012.html
http://www.facs.org/cancer/coc/programstandards2012.html
http://www3.cancer.gov/announcements/healthdisprpt.pdf
http://www3.cancer.gov/announcements/healthdisprpt.pdf
http://www.ahrq.gov/qual/nhdr11/nhdr11.pdf
http://www.ahrq.gov/qual/nhdr11/nhdr11.pdf
http://dx.doi.org/10.1097/YCO.0b013e3282f49289
http://dx.doi.org/10.1097/YCO.0b013e3282f49289

	Towards...
	Abstract
	Abstract
	Abstract
	Abstract
	Abstract
	Abstract
	Introduction
	Method
	Methodological framework
	Participants
	Procedure
	Data analyses
	Development of TSSCP-S
	Evaluation of TSSCP-S


	Results
	Development of TSSCP-S
	Evaluation of TSSCP-S

	Discussion
	References


