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Developing Support and Educational Awareness for Young (< 45)   

Breast Cancer Survivors in the United States  

The Centers for Disease Control and Prevention (CDC) established the Young Breast 

Cancer Survivors (YBCS) Program in 2011 to:  a) provide evidence-based support services to 

YBCS, their families and/or their caregiver(s); b) supply these individuals with the necessary 

educational resources to enhance their awareness of health behaviors and strategies. The main 

mission of the YBCS program is toward the reduction of the risk of cancer recurrences and the 

development of new malignancies, chronic disease onset, and to improve their overall health and 

quality of life of YBCS. 

This program, also known as DP11 –1111, represents a three-year cooperative agreement 

between the CDC and seven academic and non-profit organizations across the United States. 

This agreement mandates these organizations to help establish new resources and enhance 

existing support services available for YBCS, their families and caregivers, which should 

eventually achieve the program mission to improve the health and quality of life of YBCS and 

the quality of life of their families and caregivers. 

DP11 –1111 has completed its first year of the cooperative agreement and is approved for 

another year.  In this evaluation, the focus is on the implementation stage of the program, 

identified by the CDC as:  

• Evaluation Focus Area 1:  Effectiveness of program effort (i.e.; the extent to which 

DP11-1111 has achieved intended outcomes) 

Two additional focus areas acknowledge the next phases of the project, for which the 

evaluation team has made recommendations for future dissemination audiences that are beyond 

the scope of this summary. These additional focus areas are:  
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• Evaluation Focus Area 2: Effectiveness of Interventions and Evaluation 

• Evaluation Focus Area 3: Effectiveness of Educational Resource 

Literature Review 

Breast cancer is regarded as the most common cancer among American women.  In fact, 

nearly one in six develops breast cancer during her lifetime (American Cancer Society [ACS], 

2011).   Although breast cancer is less common in younger versus older women, the impact of 

breast cancer on women aged 20 to 59 is tremendous. The majority of community programs 

available for breast cancer survivors do not adequately address the needs of women in this age 

group.  In one study, Easley and Miedema (2012) report that “younger women have a greater 

physical, psychological, and social morbidity and poorer quality of life after a breast cancer 

diagnosis than older women” (p. 163), emphasizing the urgent need for efforts focused on this 

population.  In a review done by Howard-Anderson, Ganz, Bower, and Stanton (2012), issues 

pertaining to YBCS, in particular, include “health-related quality of life (QOL), menopausal 

symptoms and fertility concerns, and behavioral health outcomes” (p. 388).  They concluded that 

YBCS “experience distinct psychosocial and menopause-related concerns, weight gain, and 

physical inactivity” (Howard-Anderson, et al., 2012, p. 388), necessitating careful medical, 

social and psychological attention.   Concerns of YBCS about fertility are well documented in 

the literature and portray significant psychological distress (Armuand et al., 2012; Hulvat & 

Jeruss, 2011; Lewis, Sheng, Rhodes, Jackson, & Schover, 2012; Meneses, McNees, & Jukkala, 

2010).  Another study compared survivors 45 years of age and older to those under age 45, and 

found that “the younger age group had a more relevant cancer interference on family life and 

social activities and a greater impact on perception of health status” (Bifulco et al., 2012, p. 444).  

Moreover, Thewes, et al. (2012) report that YBCS have an increased vulnerability to fear of 
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cancer recurrence, and Miedema, Easley (2012b) have identified particular systemic, and 

personal barriers to rehabilitative care that are characteristic of the YBCS population.  These data 

highlight the specific needs of YBCS to medical, psychological and social attention due to the 

significant traumatic events because of cancer therapy. 

The program activities that are suggested for implementation by the grantees of DP11-

1111 intend to address cumulatively the particular needs of YBCS with methods supported in the 

literature as effective in achieving the desired program outcomes.  Specifically, the program 

aspires to improve both the QOL and overall health of YBCS, and to reduce cancer recurrence, 

the development of new malignancies, and the onset of chronic disease.  One of the means of 

achieving these outcomes is the development and dissemination of educational and awareness 

materials for YBCS.  The literature supports the need and efficacy of the promotion of education 

and information on QOL concerns, including fertility preservation.  One study on African 

American YBCS reported that 45% of the women in their study desired to have children at the 

time of their diagnosis, but only half of these women received information about the impact of 

treatment on fertility (Armaund et al., 2012; Lewis et al., 2012).  Armaund et al. (2012) 

conducted a study that demonstrated a link between YBCS receiving information on fertility 

preservation and taking steps relating to it as a result.  There was a significant difference between 

males and females  (80% males as compared to 48% females), who reported receiving this 

information, and more than half of the males in the study went on to utilize fertility preservation, 

while only 2% of women underwent this process.  The study concluded that  “there is an urgent 

need to develop fertility-related information adapted to female patients with cancer to improve 

their opportunities to participate in informed decisions regarding their treatment and future 

reproductive ability”  (Armaund et al., 2012, p. 2147).  This is one of many QOL issues 
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identified in the needs assessments the program seeks to address through enhanced educational 

initiatives for YBCS.   

Other widely supported interventions that address QOL and better health outcomes 

include the development of psychosocial support systems, improvements in patient case 

management and health system navigation, and increasing access to care.  A study highlighting 

the fear of cancer recurrence, common in YBCS, provided preliminary evidence that associated 

these fears with higher health costs and lower surveillance rates, which may compromise health 

outcomes, suggesting a need for focus on case management and patient access to care (Thewes et 

al., 2012).  The desire among YBCS for increased psychosocial support is well documented in 

the literature (Bifulco et al., 2012; Bloom, Stewart, Chang & Banks, 2004; Lewis et al., 2012; 

Snyder & Pearse, 2010).  Fernandes-Taylor and Bloom (2011) interviewed YBCS five years 

following their initial diagnosis and asked about post-treatment regret, highlighting both regret 

over actions taken during treatment (surgeries, chemotherapy/radiation, reconstruction, health 

care provider issues) as well as regrets over actions not taken during treatment.  They concluded 

that psychosocial support and improved physician-to-patient communication were aspects of care 

that need addressing (Fernandes-Taylor & Bloom, 2011).  

Developing support programs for families and caregivers of YBCS is an additional focus 

of the program. A study of men caring for their partners with breast cancer identified several 

themes, including  “being there, relying on health care professionals, being informed and 

contributing to decision making, trying to keep patterns normal and family life going, helping out 

and relying on others, being positive, putting self on hold, adapting work life, and managing 

finances” (Hilton, Crawford, and Tarko, 2000, p. 448), many for which interventions could be 

designed to help with coping and management of the experiences with less stress.  Studies of 
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caregivers of those with advanced cancer have shown strong correlations between the QOL and 

mental health of caregivers and the physical well being of cancer patients, and suggest that 

interventions indicated for caregivers would positively affect both them and the patients they 

care for (Wadhwa, et al., 2011).    

The program has several components in which participating organizations plan to involve 

YBCS in the program via the Internet, both through the development and use of online resources, 

and the use of online programs to identify and assess barriers.  The development and evaluation 

of the Fertility and Cancer Project (FCP) details “an Internet approach to supplement information 

about fertility; describe FCP study participants’ characteristics, fertility, cancer knowledge, and 

Internet use; and assess perceived information and support from the oncology team” (Meneses et 

al., 2010a, p. 1112).  The results reported that among the FCP participants, “significant change 

was detected in improved physical functioning (p=0.019), … social functioning (p=0.02)… and 

improved fertility knowledge (p=0.011)”, and concluded that “YBCS derive improved mood and 

knowledge benefit” from participation in an Internet-based program, and that an “Internet-based 

approach may be a viable format for engaging this population of cancer survivors” (Meneses et 

al., 2010a, p. 1112).   Another study also supported the provision of information via the Internet, 

suggesting that a supportive environment can affect knowledge, but providing the information 

using other modalities such as newsletters or through the Internet may be equally effective 

(Bloom, Stewart, D’Onorfrio, Luce, & Banks, 2008). 

In the face of the tremendous needs of YBCS, DP11-1111 represents a promising step 

that responds to the needs of these individuals which seeks to improve their QOL, overall health 

and offer the opportunity for improved physical and mental health.  The improvements could 
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affect the rest of their lives.  This evaluation will assist this program to achieve optimally these 

goals and will provide recommendations for the Program’s improvement. 

Purpose of the Evaluation 

This evaluation addresses the effectiveness of the organizations participating in the 

YBSC Program (DP11-1111) in its early stages (Evaluation Focus Area 1).  It represents the 

process that examines the implementation of each program among the seven participating 

organizations.  As a result, it provides the primary stakeholders with valuable information that 

will assess the degree to which each organization is meeting its expectations and requirements, 

while it also provides baseline data for future monitoring of the Program’s progress. 

The focus of this evaluation is in response to the expressed need of representatives of 

CDC for an assessment of how adequately each of the organizations is implementing its 

programs.  The CDC will use this valuable information to review recipients’ compliance with the 

requirements for funding. This information is also useful in determining how CDC can further 

assist each organization with their respective programs.   

 The overarching questions this evaluation hopes to answer: 

• Are implementation objectives being attained as planned? 

• What are the essential factors that allowed for successful implementation of the program? 

• What are the barriers that hinder optimal implementation of grantees activities? 

• Was there adequate communication and collaboration between the stakeholders to allow 

successful and efficient implementation? 

• What are the fundamental components of the program and how are they delivered? 
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The evaluation planning team maintained adherence to The Program Evaluation 

Standards (Yarbrough, Caruthers, Shulha, & Hopson, 2011) as described below. 

Utility Standards (U) 

The three major challenges in implementing utility are: 1) early expressions of the needs 

of stakeholders may reflect reactions to transitory program pressures and problems; 2) it is rarely 

possible to predict how stakeholders will make use of processes, findings, judgments, 

recommendations, etcetera; and 3) when an evaluation takes place over a period of time, changes 

can occur simultaneously, which could affect the utility of an initial evaluation. The utility 

standards implemented in this evaluation plan are: 

U2 Attention to Stakeholders.  Evaluations should devote attention to the full range of 

individuals and groups invested in the program and affected by the evaluation.  

U5 Relevant Information.  Evaluation information should serve as the identified and 

emergent needs of stakeholders. 

U8 Concern for Consequences and Influence.  Evaluations should promote responsible 

and adaptive use while guarding against unintended negative consequences and misuse. 

The evaluation planning team engaged most stakeholders throughout the interview 

process and incorporated their expressed concerns throughout the course of developing the data 

collection questionnaires. The planning team is content that the interview process led to 

negotiations resulting in the selection of Focus Area 1 to target in this evaluation, which helped 

to keep the evaluation focused. 

Feasibility Standards (F) 

Attention to feasibility helps to ensure the likelihood that evaluations will be successful 

by: a) highlighting the administrative and logistical requirements of evaluation to manage; b) 
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continuously checking for the applicability of procedures throughout the evaluation process; c) 

employing the effective and efficient use of resources. The feasibility standards implemented in 

this evaluation plan are: 

F3 Contextual Viability.  Evaluations should recognize, monitor, and balance the 

cultural and political interests and needs of individuals and groups. 

The evaluation planning team considered all apparent cultural and political interests of 

each stakeholder, including any speculative interests from St. Louis and Louisiana State.   

Proprietary Standards (P) 

Proprietary refers to what is proper, fair, legal, right, acceptable and just in evaluations. It 

includes three contexts: ethical, legal and professional practice. The proprietary standards 

implemented in this evaluation plan are: 

P3 Human Rights and Respect.  Evaluations should be designed and conducted to 

protect human and legal rights and maintain the dignity of participants and other stakeholders. 

The evaluation planning team took full consideration of human and legal rights 

throughout the development of all data collection tools. 

Accuracy Standards (A) 

Adhering to accuracy standards minimizes the impact that three limiting factors will have 

on evaluations: inconsistencies through reductions in random errors, distortion of information 

and communication, and misconceptions due to lack of evidence or inherent differences in 

thinking. The accuracy standards implemented in this evaluation plan are: 

A1 Justified Conclusions and Decision.  Evaluations conclusions and decisions should 

be explicitly justified in the cultures and contexts where they have consequences.  
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A2 Valid Information.  Evaluation information should serve the intended purpose and 

support valid interpretations. 

A5 Information Management.  Evaluations should employ systematic information 

collection, review, verification, and storage methods. 

The evaluation planning team considered all aspects of communicating information from 

the results of the data collection tool, and factors related to the inherent differences in thinking 

between stakeholders when developing this evaluation plan.
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Primary Stakeholders and Intended Users 
  

CDC (The Intended Users): 

Federal CDC 

Temeika Fairley, Designated Federal Officer 
Nikki Hayes, Comprehensive Cancer 
Control Acting Branch Chief 
Phaeydra Brown, Comprehensive Cancer 
Control Assistant Branch Chief 

CDC DP11-1111 

Angela Moore, Program Evaluation and 
Partnership Team Lead 

Cynthia Corsino, Co-Lead 
Tiffani Mulder, Co-Lead 

Grantees: 

John C. Lincoln Breast Health & 
Research Center (Arizona) 
Mindy Carpenter, Project Coordinator 

Lindsay Herring, Community Educator 

Living Beyond Breast Cancer 
(Pennsylvania) 
Arin Ahlum Hanson MPH, CHES, Manager, 
Young Women’s Initiative 

UCLA Division of Cancer Prevention and 
Control Research (California) 
Patrician Ganz, MD, Principal Investigator 

Vicki Williams, MPH, Project Coordinator 

Sharsheret (New Jersey) 
Jennifer Thompon, MSW, Survivorship 
Program Supervisor 

Danna Averbook LMSW, Program 
Coordinator 

Rochelle Shoretz, Executive Director 
 

Grantees (continued) 

The University of North Carolina Chapel 
Hill (North Carolina) 
Lawrence B. Marks, MD, Principal 
Investigator 
Deborah K. Mayer, PhD, RN, Principal Co-
Investigator 
Adrian Gerstel, Program Coordinator 

Louisiana State University Health Science 
Center (Louisiana) 

Donna L. Williams, DrPH, Principal 
Investigator 

Helen McMillan, MSW, Project Coordinator 

Washington University in St. Louis 
(Missouri) 
Kim Selig, MSW, Program Coordinator 

Jennifer Ivanovich, MS, Program Director 
 

Other Stakeholders: 
These individuals will be beneficiaries of or 

will be affected by the program; however 
 they are not involved in the evaluation of 

 the program at this stage. 

• YBCS 

• Caregivers and families 

• Health care providers 

• Oncologists 

• Nurses 

• Mental health workers 

• Advocacy groups 

• Policy makers 
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Evaluation Questions 

Evaluation question design is a critical component of the evaluation development 

process.  It as it keeps the evaluation process focused. The three focus areas were established 

based on stakeholder interest. This evaluation considers Focus Area 1, and it is a process 

evaluation.   It is not possible to perform a summative evaluation (an impact assessment) at this 

time, since there are no available data on the implementation phase of the program. However, 

this evaluation does provide advice on and guidance for gathering data in consideration of the 

other two focus areas (i.e., effectiveness of interventions designed to increase YBCS access to 

support services and effectiveness of educational resources for YBCS and providers).  

The focus of this evaluation is: 

1. The degree to which each participating center has begun implementing its program as it 

was designed and proposed in their application. 

2. Where each center falls on the timeline each originally suggested in its application. 

3. Identification of the fundamental components of the services that each center had 

suggested and how each component is being delivered. 

4. Identification of the targeted recipients of the services of each center (i.e. YBCS, or 

YBCS including families and/or caregivers). 

5. Identification of the barriers that each center had faced during the first phase of the 

program implementation and how the centers overcame these barriers. 

6. Identification of the key factors proven helpful for each center to expedite the first phase 

of the program implementation.  
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7. The degree of ‘productive’ communication and collaboration among the stakeholders. 

Specific evaluation questions that address our evaluation focus are, as follows: 

• Are implementation objectives being attained as planned? 

• What are the essential factors that allowed for successful implementation of the program? 

• What are the barriers that hinder optimal implementation of grantees activities? 

• Was there adequate communication and collaboration between the stakeholders to allow 

successful and efficient implementation? 

• What are the fundamental components of the program and how are they delivered? 

These questions target the focus domains of this evaluation as described above. 

Specifically, the question, “Are implementation objectives being attained as planned?” provides 

information on Focus Domain I (fidelity), Domain II (timeline) and Domain IV (targeted 

population).  Moreover, the question, “What are the essential factors that allowed successful 

implementation of the program?”  provides information on Focus Domain VI (key factors of 

success), which is a crucial domain for this type of evaluation.  In addition, the question, “What 

are the barriers that hinder optimal implementation of grantees activities?” provides information 

on Focus Domain V (barriers), which is also a crucial domain for this evaluation. The question, 

“Was there an adequate communication and collaboration between the stakeholders to allow 

successful and efficient implementation?” provides information on the last Domain, VII 

(communication/collaboration). 

Additionally, two questions that relate to the next phase of this project were identified.  

While they are beyond the scope of this evaluation, which assesses the current phase of the 

project, these questions may serve as guidance for future evaluations. They address the 
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effectiveness of interventions designed to increase YBCS access to support services and delivery 

of these services, and assess the efficacy of the educational resources specifically intended for 

YBCS and providers. The collections of both qualitative and quantitative data are important for 

answering these questions. These questions are: 

• What data do you plan to collect during program implementation? 

• What is the cost of the program? 

  

 


