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Abstract

Introduction—This study evaluates the concordance of treatment summaries (TSs) and 

survivorship care plans (SCPs) delivered to breast cancer survivors within the LIVESTRONG™ 

Network of Survivorship Centers of Excellence with Institute of Medicine (IOM) 

recommendations and describes additional structure/process variables.

Method—Seven NCI-designated comprehensive cancer centers and six community-based centers 

participated. TS/SCPs for 65 patients were rated against IOM recommendations using a study-

derived checklist, and surveys were administered to better understand the structure and process of 

delivering TSs/SCPs.

Results—On average, fewer than half of IOM content recommendations were met for TSs 

(M=46%) and less than two thirds for SCPs (M=59%). No sites achieved ≥75% overall 

concordance with IOM recommendations for TSs and only two of 13 met this criterion for SCPs. 

Content domain scores across sites varied widely, as did the number of sites addressing domain 

content with ≥75% concordance. Nonetheless, resources required for document preparation and 

delivery were substantial.

Discussion—Gaps in concordance with IOM recommendations exist even in dedicated 

survivorship centers. A substantial time burden was also noted. Further research is needed to 

determine which informational elements are essential, to develop and test strategies for improving 

efficiency and reach, and to determine if outcomes of survivorship care planning warrant the 

resources required in their preparation and delivery.

Implications for survivors—TSs and SCPs have been recommended for all cancer survivors. 

Essential elements must be determined, approaches made more efficient, outcome improvements 

demonstrated, and cost-benefit analyses determined before survivors should expect widespread 

implementation of this recommendation for survivorship care.

Keywords

Treatment summaries; Survivorship care plans/planning; Breast cancer survivorship

Background

The 2006 Institute of Medicine (IOM) report, From Cancer Patient to Cancer Survivor: Lost 
in Transition, has been regarded by cancer survivors, families, advocacy groups, and 
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providers as a key reference for the implementation of cancer survivorship recommendations 

and plans [1], stimulating a focus on cancer follow-up care and issues of long-term 

survivorship. The IOM report identified four components of survivorship care as “essential” 

and outlined ten recommendations that describe a wide array of activities and practice 

improvements. The assumption was that these recommendations would be implemented, 

improving cancer follow-up care and patient outcomes. However, after 5 years, cancer 

centers and survivorship programs continue to struggle with barriers to quality survivorship 

care, such as reimbursement issues, limited institutional resources including personnel, and 

requisite time commitment, as well as information and communications systems that fail to 

optimize communication and coordination of care. Systematic evaluations have been few.

Of the ten recommendations made by the IOM panel, the second focused on the 

development of comprehensive summaries and follow-up care plans for patients completing 

primary treatment, generally called treatment summaries (TSs) and survivorship care plans 

(SCPs). The treatment summary provides both disease and treatment history information, 

such as stage and tumor characteristics and cancer treatments received. The survivorship 
care plan acts as a guide for outlining and coordinating follow-up care, including 

surveillance tests, recommended health behaviors and resources, and education about and 

monitoring of potential long-term effects of cancer treatment. Implementation of these care 

plans has become a major concern for cancer care providers, in part because of the resources 

needed to complete and deliver them [2–4]. However, despite few evidence-based 

surveillance guidelines for adult cancer survivors [5], scant outcome data [6–9], and 

inadequate resources, the provision of TSs and SCPs is becoming a standard of care across 

the country with mandates to comply planned [10].

A committee of experts convened by the IOM stated that the TS and SCP should include 

information needed for the survivor’s long-term care, and outlined specific disease and 

treatment variables and follow-up care recommendations (see Fig. 1) that “at a minimum” 

should be covered in TSs and SCPs ([1] p. 151). In crafting these content recommendations, 

the committee noted that there was minimal literature on which to rely, as care plan 

implementation had not been examined empirically. Instead, the committee concluded that 

“some elements of care simply make sense—that is, they have strong face validity and can 

reasonably be assumed to improve care unless and until evidence accumulates to the 

contrary” ([1] p. 5). These recommendations then underwent independent external review 

before finalization. A number of templates have been developed by professional 

organizations and institutions to provide this information to patients. The IOM 

recommendations, however, are broadly defined and non-specific, providing a frame of 

reference for the widest possible range of cancer sites, treatments performed, follow-up 

plans, and long-term and late effects.

A growing number of centers now provide various TSs/SCPs to their patients. For example, 

LIVESTRONG™ has a Web-based patient-oriented tool that allows the generation of several 

versions of a care plan in order to meet the differing needs of patients and providers (http://

live-strongcareplan.org). The American Society of Clinical Oncology (ASCO) developed 

SCP templates that allow the integration of ASCO recommendations to guide care (http://

www.asco.org). Journey Forward generated a TS and SCP for providers and patients that 
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integrates ASCO guidelines for follow-up care and allows tailoring of educational materials 

and resources to the individual survivor (http://journeyforward.org). Institutionally designed 

TSs and SCPs abound, as do supplementary documents. However, there has been little effort 

to determine the degree to which these heterogeneous tools are reflective of the IOM 

recommendations, describe the resources or efforts required to implement these plans, or 

examine the degree to which implementation improves clinical outcomes [6–9, 11–15].

The purpose of this study was to describe the concordance between IOM recommendations 

for content and TS/SCPs provided within a network of dedicated survivorship clinics serving 

breast cancer survivors. Sites within this network provide a variety of TSs and SCPs (e.g., 

Journey Forward, LIVESTRONG, and institutional templates), making it necessary to 

abstract and identify informational elements common across documents prior to examining 

outcomes. Although the IOM recommendations provide a framework for content, they are 

broad and provide no metric for assessing concordance or comparing or combining different 

materials. Our goal was to determine the degree to which TSs and SCPs provided map onto 

IOM-recommended content areas as a first step toward more evidence-based guidelines for 

essential elements in the care of cancer survivors. The study also examined basic structure 

and process variables related to TS/SCP delivery.

Method

Participating sites—This project took place within the LIVESTRONG™ Centers of 

Excellence in Cancer Survi-vorship Network [16]—a network of eight Centers of 

Excellence (COEs) each affiliated with one or more community-based centers (CBCs). The 

network has been described in detail elsewhere [16, 17]. We invited all eight COEs to 

participate by providing TSs and SCPs from both their site and one CBC affiliate, provided 

that each had delivered at least five TSs/SCPs to breast cancer survivors within the 18 

preceding months.

Overview of methods—Following approval by their individual Institutional Review 

Boards, as well as that of the coordinating center, University of Pennsylvania, sites 

participated by providing de-identified TS/SCP materials for the final five breast cancer 

survivors seen for survivorship planning visits during 2009. Five TSs and five SCPs per site 

were specified a priori based on pragmatics of funding and time. The time period was 

chosen because sites were using the same clinical tools within their clinics during that period 

as during the study period, but the study had not yet been announced to the Network. Thus, 

these represented less biased samples of the TSs and SCPs provided to patients. All 

materials were taken into account in scoring TSs and SCPs, provided that the materials were 

distributed to breast cancer survivors themselves. In addition, sites identified and nominated 

one individual staff member to complete a brief questionnaire inquiring about structure and 

process elements related to TS/SCP preparation and delivery.

Concordance with IOM recommendations—This study required creation of two 

standardized checklists operationalizing the IOM recommendations for TSs and SCPs. The 

checklists were based upon the IOM-recommended elements of the TS and SCP (Fig. 1). 

This resulted in a 60-item TS Evaluation Tool and a 32-item SCP Evaluation Tool. The TS 
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Evaluation Tool covered 13 content domains (Table 1). The SCP Evaluation Tool covered 

ten content domains (Table 1). Checklist items were scored as present or absent by two 

independent raters for each of the 65 TSs and SCPs. Differences in rating were resolved by 

consensus. Adequate inter-rater reliability has been established and reported at both the 

individual item and overall score levels. Further information on development and 

psychometric properties of the scoring tools, including a description of the individual items 

comprising each tool, were presented elsewhere [18]. Concordance scores reflect the 

proportion of materials that were rated as compliant for a given item or within a given 

domain. We also examined the degree to which sites met a minimum of ≥75% concordance 

with IOM recommendations within TS and SCP domains.

Structure–process data—Self-report surveys were distributed to all sites to be 

completed by “the individual most responsible for coordinating the delivery of TSs and 

SCPs to breast cancer survivors.” Data collected included characteristics of the survivorship 

programs and staffing, such as numbers of patients served and staff/providers involved with 

survivorship care, as well as issues of time and reimbursement related to preparation and 

delivery of TSs/SCPs. The questionnaire used a mix of multiple choice questions with 

responses that included both pre-defined and open-ended response options.

Results

Description of participating sites—Out of a total of 16 possible centers invited (eight 

COEs and eight affiliated CBCs), 13 (seven COEs and six CBCs) participated in the study. 

The questionnaire response rate was 100% (i.e., 13/13). All participating COE institutions 

were NCI-designated Comprehensive Cancer Centers (Table 2). Among CBCs, community 

and public hospitals were the most common type of site, with diversity among the remaining 

sites. Sites were generally well staffed with oncology specialists, with eight sites (62%) 

having at least 11 oncologists, and oncology nurse practitioners being present at ten sites 

(77%). Only one site, a community-based health center, had neither oncologists nor 

oncology nurse practitioners on site. Participating facilities were actively seeing breast 

cancer survivors, with nine sites (69%) seeing more than 100 breast cancer survivors 

annually.

TSs and SCPs delivered to survivors—All sites employed a practice of providing TSs 

and SCPs together rather than either document in isolation; thus, each site provided five TSs 

and five SCPs. As shown in Table 3, eight sites (62%) provided institutionally developed 

TSs to survivors. Three sites (23%) utilized the LIVESTRONG™ Care Plan [19] and two 

(15%) used Journey Forward [20] to create the TS document. A different approach 

characterized the creation of SCPs. Only four sites (31%) used institutionally developed 

SCPs. Use of publicly available documents predominated, with six sites (46%) using the 

LIVESTRONG™ Care Plan alone or in conjunction with additional materials. The Journey 

Forward [20] care plan was used by two (15%) sites and the ASCO [21] care plan was used 

by one site (8%), both also in conjunction with supplementary materials.
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Concordance with IOM recommendations

Treatment summaries—Table 4 shows the average concordance within each of the 

domain areas outlined in the TS checklist. Overall, mean concordance with IOM 

recommendations for TSs content was 46.33% (SD=19.22%), though this ranged from a low 

of 14% to a high of 70%. As can be seen, details of hormonal therapy (79%), surgical 

treatment (73%), and staging and tumor characteristics (65%) were most commonly 

recorded. Least commonly addressed were details of supportive therapy (3%), follow-up 

care contact information (8%), and information regarding clinical trial participation (18%).

We also examined the degree to which sites demonstrated ≥75% concordance with IOM 

recommendations. Table 4 presents those data. More than half of the sites reached a level of 

75% concordance for staging and tumor characteristics, surgery details, hormonal therapy 

details, and treatment toxicities. However, fewer than half of sites reached 75% concordance 

for diagnostic information, treating physician contact information, or details of 

chemotherapy, radiation therapy, or targeted therapy. No site reached such a level for 

information about clinical trials or genetic testing, or details of supportive therapy. Similarly, 

no site reached a level of 75% concordance for the TS content overall. Closer examination of 

individual items within domains revealed that granularity of data on cancer therapies was 

lacking; e.g., doses and dates of cycles of chemotherapy, although other items such as 

whether or not each type of therapy was received, and the names/site of therapy (if 

applicable) were included more consistently (Appendix).

Survivorship care plans—Sites were significantly more concordant with IOM 

recommendations for SCPs than for TSs (M=58.99%, SD=15.90%; t(12)=2.80, p =0.016), 

with concordance ranging from 37% to 83%. Concordance appeared to be partially a 

function of site, and concordance between SCPs and TSs was significantly associated (r= 

0.58, p=0.036). Sites were most concordant with provision of information about treatment 

toxicities and potential late effects (98%), breast cancer-related surveillance 

recommendations (82%), and non-cancer-related surveillance recommendations (77%), as 

shown in Table 5. Concordance was less commonly achieved for information concerning 

familial cancer risk (1%) and signs of recurrent or secondary cancers (32%). Several 

individual items within domains were also infrequently addressed (see Appendix), such as 

possible effects of cancer on insurance, and documentation of the provider responsible for 

ordering routine cancer surveillance tests.

We next examined the degree to which site SCP documents provided ≥75% concordance 

(see Table 5). All sites reached a level of 75% concordance when addressing potential 

toxicities and late effects and more than half of sites reached a similar level of concordance 

for recommendations about breast cancer surveillance, genetic testing recommendations, and 

information about referrals and resources. However, fewer than half of sites were ≥75% 

concordant for other cancer surveillance, signs of secondary or recurrent cancer, non-cancer 

surveillance recommendations, psychosocial effects, and no sites reached this degree of 

compliance for prevention/health promotion recommendations and information on relatives’ 

cancer risk. Only two sites (15%) achieved 75% concordance for overall SCP content.
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Structure and process

Method of delivery and reach of survivorship care plans—The majority of centers 

(69%) provided TSs and SCPs at a dedicated survivorship visit, with fewer (15%) providing 

documents in the context of a routine oncology follow-up visit. Sites, however, reported 

limited reach of TS and SCP delivery, with more than half of centers serving five or fewer 

breast cancer survivors per month, and only one serving more than 20 per month (see Table 

2). Most institutions (62%) reported providing SCPs to less than 10% of eligible breast 

cancer survivors, and only one reported providing these documents to 100% of breast cancer 

survivors (see Table 2).

Time utilization—Data representing time required for dissemination of TSs and SCPs to 

patients and providers are presented in Table 6. Median time for chart abstraction activities 

essential to the completion of TSs was 30–60 min, with over a third of sites estimating that it 

took more than one hour per patient. Median time for review of TS was 15–30 min, with 

31% of sites reporting spending more than 60 min in reviewing TSs with each individual. 

Median time to review the SCP with the individual patient was also 15–30 min, with 46% of 

sites reporting that this activity usually took over 30 min to complete, and two sites reporting 

more than 1 h spent per patient in this activity.

Dissemination of TSs and SCPs—Nine sites (69%) reported routinely sharing the SCP 

with the patient’s primary care provider (PCP). Three others (23%) reported that a copy was 

sent to all providers either noted on the patients chart or requested by the patient, so the PCP 

may have received a copy of the SCP through one of these mechanisms in particular cases. 

Our data indicated that all sites surveyed provided a printed copy of SCPs to patients, 

although one site did not provide a copy of the TS component directly to the patient. 

However, few sites provided electronic access to care plans through electronic medical 

records (EMRs) or non-institutional portals or Websites. Interestingly, the majority of sites 

were supplementing SCPs with tailored educational materials and community resources.

Discussion

The IOM report [1] initiated a number of clinical and policy initiatives to improve the care 

of adult cancer survivors, including those aimed at the provision of a “comprehensive care 

summary and follow-up plan… to cancer survivors following primary treatment.” [1, 4, 22–

25]. National and international organizations (e.g., ASCO, Oncology Nursing Society, 
National Comprehensive Cancer Network, American Cancer Society, and Center for Disease 
Control and Prevention, National Cancer Institute) advocacy groups (e.g., National Coalition 
for Cancer Survivorship; LIVE-STRONG™), and other enterprises (e.g., Wellpoint/Journey 
Forward) have undertaken efforts to create tools and resources to support the implementation 

of such plans [19–21, 26–32], and clinical initiatives have been undertaken to deliver care 

plans [7, 12, 33, 34].

In spite of this activity, there has been little evaluation of the degree to which these efforts 

have reflected the content recommended by the IOM or if all domains and items are 

essential for improving outcomes. Furthermore, there has been little description of the 

structure and process of delivering TSs and SCPs, nor the quantification of their reach. The 
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LIVE-STRONG™ COE Network provides a diverse forum for examining the state of TS and 

SCP content and delivery. Our study revealed marked variability and major gaps in 

concordance with IOM-recommended content for these documents. Whether these gaps 

influence outcomes or reflect a latent consensus as to essential components is not clear.

The challenges to implementing survivorship related care that is congruent with IOM 

recommendations are likely to be more onerous than it currently appears, as reflected in 

other attempts to adopt clinical practice guidelines. For example, in non-specialty mental 

health depression care, guideline congruent practice is the exception, rather than the rule 

[35], even though practice guidelines have been in existence since the early 1990s (AHCPR 

in Ref. [35]), adherence to guidelines has been shown to affect outcomes [36], and the focus 

has been on a single disease in a single treatment locale rather than an amalgamation of 

historical disease and treatment events, necessary personal health behaviors, and planned 

physician behaviors that often require patients to transition from specialty oncology settings 

to primary care. Survivorship care represents a much more complex set of patients, providers 

and system variables, and we can likely expect even greater difficulty coordinating these to 

improve patient outcomes, although perhaps lessons can be learned from other attempts at 

improving adherence to clinical practice guidelines [35].

What is currently done well? The majority of sites addressed staging and tumor 

characteristics, details of surgery and hormonal therapy, and treatment toxicities within TSs 

with at least 75% concordance. Similarly, most sites covered toxicities and late effects, 

recommendations for breast cancer surveillance, genetic testing recommendations, and 

information on referrals and resources within the SCP at the same level. Even within 

domains that were addressed less consistently, certain items were well addressed (see 

Appendix). For example, whether or not chemotherapy was administered and the individual 

names of chemotherapy drugs were recorded more than 90% of the time. Such domains and 

elements may be the “low-hanging fruit” within TS/SCPs that can be most easily obtained 

with the least need for additional resources and, thus, may be initial targets for clinical 

interventions and research demonstrating the effect of these informational domains on 

outcomes. It is unknown whether other therapy details (e.g., dose and dates) were less 

consistently included due to inadequate access to the information or whether sites deemed 

these of lesser importance to clinical outcomes.

There was considerable variability in the degree to which sites met IOM recommendations 

in the remaining domains. Some were rarely addressed, such as recording of supportive care, 

genetic testing, and clinical trial details in the TS. Some specific items (Appendix), such as 

specifying the name and contact information of a care coordinator, as well as defining 

familial cancer risk and need for surveillance, were covered by no sites or documents. 

Moreover, no sites achieved 75% concordance for the overall TS, and only two of 13 sites 

met this threshold for the overall SCP.

These findings are particularly thought-provoking considering the time reported in 

preparation and delivery of these documents. Over a third of sites reported spending more 

than 1 hour per patient on chart abstraction to create the TS/SCPs, and nearly half spent at 

least 30 min reviewing the SCP with each survivor. An additional 15 to 60 min was reported 
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by the majority of sites to review the TS with each survivor. This time burden, even when 

compensated, is likely one factor limiting the reach of TS and SCP delivery, with the 

majority of sites delivering documents to less than 10% of breast cancer survivors.

These data raise a number of questions. If a network of centers with dedicated funding and 

documented institutional support for survivorship care [16, 17] does not achieve high 

concordance with IOM recommendations, can widespread concordance with these 

recommendations be expected? The American College of Surgeon’s Commission on Cancer 

intends to mandate SCPs among accredited institutions by 2015, and currently proposes 

using the IOM-recommended elements as the standard for evaluation [10]. It may be 

unrealistic to expect institutions to comply with these recommendations, especially given the 

dearth of evidence supporting an improvement in outcomes [6, 8, 9, 15]. Notably, several 

recommended elements were addressed by a few or no sites. It is not known if these 

elements are especially burdensome to collect or if they were not included due to lack of 

perceived value. Future investigations are needed to assess these and other possible 

explanatory factors, as well as to determine the importance of these elements to survivors, 

providers, and outcomes.

It is possible that the IOM recommendations are overreaching, and that less comprehensive 

TSs and SCPs would still be of value, especially given that most survivors currently receive 

no care plan at all. Perhaps mandates requiring implementation should be deferred or relaxed 

until we have a clearer understanding of which components are essential to patient 

outcomes. Certainly the results of this study suggest that many elements were not typically 

covered in our sample and it would appear that the current content recommendations exceed 

what can be met by most survivorship programs. It is also important to recognize that the 

provision of TS/SCPs is only one step in providing high quality cancer survivorship care. 

TS/SCPs alone are unlikely to overcome documented gaps and fragmentation in 

survivorship care unless linked to more comprehensive programs as well as high quality and 

accessible services recommended within SCPs [37]. In particular, the identification of care 

coordinators or survivorship navigators may be of use in ensuring that survivors receive 

adequate care and consistent follow-up [7], although this remains under-examined in the 

current literature, as well [38].

SCPs have been endorsed as having strong face validity [1, 3, 39], and cancer survivors 

desire these documents and endorse their potential utility in overcoming deficits in 

survivorship care [2, 34, 40–43]. While we await data on essential elements and outcomes, 

perhaps implementation efforts should be guided by the perspectives of key stakeholders, 

including not only survivors, but also PCPs who will increasingly assume survivors’ follow-

up care [23, 44–47]. A growing number of studies are examining stakeholder perspectives 

[2, 34, 40–43, 48, 49]. For example, cancer survivors report preferences for plans that 

address resources and strategies for dealing with psychosocial effects and that clearly outline 

both follow-up care and health promotion including whom to contact with various concerns 

[2, 39, 40, 42, 43], areas not consistently addressed in the current study.

Another approach may be to assume that items most consistently addressed in care plans are 

not only implicitly endorsed by stakeholders but also the most feasible to address. A 
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significant limitation of this approach, however, is that so few content domains (eight out of 

a possible 23) were consistently addressed by the majority of centers. This leaves a large 

number of areas unaddressed, including domains endorsed by patients as being important.

The substantial time required for preparation and delivery of SCPs will limit sustainability 

and reach if not addressed, and adequate reimbursement is a likely to be a prerequisite to 

systematic implementation. Creative solutions and novel approaches will be needed to 

improve efficiency. Some attention has already been paid to the need to leverage EMR 

systems and possibly tumor registries in helping to populate summaries [11, 34, 50–52] and 

decrease the inefficiencies of medical record abstraction. Our data indicate that very few 

sites included in the study are utilizing electronic routes to populate or disseminate SCP 

information. Other approaches to improve efficiency while overcoming identified gaps 

might include the utilization of standardized educational materials and/or the expansion of 

content in survivorship care planning programs such as the LIVESTRONG™ Care Plan or 

Journey Forward. Creative information technology solutions should also be explored for 

improving the efficiency of creating and tailoring SCPs, such as linking disease and 

treatment exposures with individualized follow-up care guidelines, although further research 

is needed if such guidelines are to be evidence based.

Limitations

There are a several limitations that must be taken into consideration in interpreting the 

results. Most importantly, our study focused on documents, not on the content of the visits 

during which these documents were provided. It is quite possible that issues under-addressed 

in the documents were addressed during the visit. In addition, we examined only those SCPs 

given to breast cancer survivors. The content and process of SCP delivery with other cancer 

survivors may be quite different, even at participating institutions. Moreover, concordance 

with IOM recommendations at the item level was scored as a dichotomous outcome; 

accuracy or breadth of content was not examined. Structure and processes of SCP delivery 

were assessed by self-report. Although we took care to target the person most engaged in 

SCP delivery at each site, it is possible that this individual was more familiar with some 

aspects of the process than others, resulting in variable accuracy of data. Furthermore, the 

content, structure, and process of SCP delivery may have further evolved since the time of 

study participation, thus limiting the contemporary accuracy of these data. Finally, data from 

this study have limited generalizability to other settings, as centers that are part of the 

LIVESTRONG™ Network differ from non-Network institutions in that they each receive 

LIVE-STRONG™ funding that helps to partially underwrite the cost of TS/SCP delivery. 

This, however, suggests that our findings may overestimate the concordance that may be 

expected in less well-resourced and focused settings.

Conclusions

The IOM has suggested that SCPs may address a number of deficits in survivorship care. 

However, it has been unclear how concordant various care plans are with IOM 

recommendations or whether many of the items embedded in these recommendations are 

necessary for providing optimal survivorship care, beyond the fact that there is at present 
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limited evidence for their clinical effectiveness. Our data suggest that even institutions with 

dedicated funding and support for survivorship care deliver TSs and SCPs that are not fully 

concordant with IOM recommendations. In addition, content areas for which patients have 

expressed preferences and that may be essential to correcting deficits in survivorship care 

may not be currently well addressed. A variety of approaches should be explored to improve 

not only the efficiency and reach of SCP delivery, but also the acceptability and effectiveness 

of care plans in various populations of cancer survivors. The essential elements necessary for 

survivorship care planning should also be further investigated, especially given that the 

current scope of recommendations appears difficult to achieve. A number of studies directed 

at developing, refining, and evaluating the outcomes of models and methods of SCP delivery 

are underway, and results are eagerly awaited. In the interim, implementation of TSs and 

SCPs will continue, and we hope that lessons learned from our evaluation of their delivery 

within the LIVESTRONG™ Survivorship COE Network will provide useful insights that 

will enhance the quality and reach of SCP delivery.
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Appendix

Table 7

Individual treatment summary item concordance with IOM recommendations

Individual treatment summary (TS) items n=65 TSs/13 sites
Mean

Diagnosis

 Diagnostic tests performed 0.20

 Diagnosis date 0.48

Staging and tumor characteristics

 Diagnosis (i.e., histology) 0.75

 Laterality 0.8

 Stage 0.77

 Tumor grade 0.28

 Estrogen receptor (ER) status 0.69

 Progesterone receptor (PR) status 0.66
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Individual treatment summary (TS) items n=65 TSs/13 sites
Mean

 HER2/neu status 0.58

 Lymph nodes positive (Y/N) 0.69

Surgery

 Surgery performed (Y/N) 0.97

 Surgery type 0.97

 Lymph node dissection performed (Y/N) 0.89

 Type of lymph node dissection 0.74

 Number of nodes dissected 0.58

 Surgery date 0.77

 Reconstruction performed (Y/N) 0.51

 Reconstruction date 0.40

Treating physician contact information

 Surgeon(s) names 0.35

 Complete contact information for the surgeon (s) 0.29

 Radiation oncologist name 0.52

 Complete contact information for the radiation oncologist 0.23

 Supportive therapist(s) name(s) 0.17

 Complete contact information for the supportive therapist 0.02

 Primary oncology treatment provider noted (Y/N) 0.58

 Complete contact information for primary oncology treatment provider 0.46

Clinical trials

 Received treatment on a clinical trial (Y/N) 0.28

 Title and number of the clinical trial 0.09

Chemotherapy

 Chemotherapy received (Y/N) 0.94

 Adjuvant vs. neoadjuvant 0.11

 Chemotherapy start and stop dates 0.58

 Full name(s) of chemotherapy agent(s) 0.91

 Number of chemotherapy cycles received 0.71

 Route of chemotherapy received 0.20

 Dose-reduction required (Y/N) 0.32

 Total dosage 0.35

Radiotherapy

 Radiotherapy received (Y/N) 0.98

 Type of radiotherapy received 0.31

 Radiotherapy subtype 0.25

 Site (e.g., chest wall and breast) where radiotherapy received 0.58

 Side where radiotherapy received 0.51

 Radiotherapy start and stop dates 0.58

 Radiotherapy dose 0.62

Hormonal therapy
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Individual treatment summary (TS) items n=65 TSs/13 sites
Mean

 Hormonal therapy received (Y/N) 0.91

 Type of hormonal therapy received 0.86

 Start-stop (or continuing) dates for hormonal therapy 0.62

Targeted therapy

 Targeted therapy received (Y/N) 0.45

 Type of targeted therapy received 0.32

 Start-stop (or continuing) dates provided 0.25

Toxicity

 Toxicities or complications 0.52

Genetic testing

 Genetic testing performed (Y/N) 0.43

 Date genetic testing performed 0.08

 Results of genetic testing 0.26

Supportive therapy

 Supportive therapy received (Y/N) 0.05

 Type of supportive therapy received 0.05

 Start-stop (or continuing) dates provided 0.00

Follow-up care contacts

 Key contact for oncology treatment identified (Y/N) 0.15

 Complete contact information for the key contact 0.17

 Care coordinator identified, Y/N 0.00

 Complete contact information for the care coordinator 0.00

Table 8

Individual survivorship care plan item concordance with IOM recommendations

Domains and individual survivorship care plan (SCP) items n=65 SCPs/13 sites
Mean

Toxicities and late effects

 Possible treatment toxicities 1.00

 Course of recovery from treatment toxicities 0.92

 Possible late effects identified 1.00

 Symptoms of possible late effects 1.00

Breast cancer surveillance

 Breast cancer (BC) surveillance testing recommendations 0.98

 Frequency of BC surveillance tests 0.98

 Provider responsible for BC specific surveillance tests 0.48

Cancer surveillance (other than BC)

 Cancer surveillance testing recommendations 0.66

 Frequency of other cancer surveillance tests 0.46

 Provider responsible for other cancer surveillance tests 0.17
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Domains and individual survivorship care plan (SCP) items n=65 SCPs/13 sites
Mean

Non-cancer surveillance

 Non-cancer surveillance testing recommendations 0.89

 Frequency of non-cancer surveillance tests 0.89

 Provider responsible for non-cancer surveillance tests 0.54

Signs of cancer (recurrent and second)

 Signs of recurrence 0.23

 Signs of second cancers 0.40

Psychosocial effects

 Effects on marital/partner relationship 0.46

 Effects on sexual functioning 0.86

 Effects on work/employment 0.52

 Effects on parenting 0.46

 Effects on insurance 0.00

 Effects on finances 0.54

 Potential need for future psychosocial support 0.78

Referrals and resources

 Referral sources for counseling 0.68

 Referral sources for legal aid 0.69

 Referral sources for financial assistance 0.69

 Referrals to specific follow-up care providers 0.17

 General cancer-related resources 0.85

Prevention/health promotion

 Specific healthy behavior recommendations 0.92

 Chemoprevention strategies for secondary prevention 0.00

Genetic testing recommendations

 Information on who should consider genetic counseling/testing 0.62

Relatives’ cancer risk

 Relatives’ cancer risk 0.02

 Recommendations for cancer screening tests for relatives 0.00
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Fig. 1. 
IOM recommendations for content of the survivorship care plan. Reprinted with permission 

from [1] by the National Academy of Sciences, Courtesy of the National Academies Press, 

Washington, D.C.
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Table 1

Domains of the treatment summary (TS) and survivorship care plan (SCP) evaluation tool

No. of items

Treatment summary domains scored

 Category

  Diagnosis 2

  Staging and tumor characteristics 8

  Surgery 8

  Treating physician contact information 8

  Clinical trials 2

  Chemotherapy 8

  Radiotherapy 7

  Hormonal therapy 3

  Targeted therapy 3

  Toxicity 1

  Genetic testing 3

  Supportive therapy 3

  Follow-up care contacts 4

Survivorship care plan domains scored

 Category

  Toxicities and late effects 4

  Breast cancer surveillance 3

  Cancer surveillance 3

  Non-cancer surveillance 3

  Signs of cancer (recurrent and second) 2

  Psychosocial effects 7

  Referrals and resources 5

  Prevention/health promotion 2

  Genetic testing recommendations 1

  Relatives’ cancer risk 2
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Table 2

Characteristics of participating institutions and treatment summary (TS)/survivorship care plan (SCP) delivery

Percent of sites (n=13)

N %

Type of institutions participating

 NCI-designated comprehensive cancer center 7 53.8

 Community hospital/public hospital 3 23.1

 Community health center 1 7.7

 University-based cancer treatment clinic 1 7.7

 Multi-specialty group practice 1 7.7

Type of medical professionals on staff

 Number of medical oncologists on staff per institution

  0 1 7.7

  1–10 4 30.8

  11–50 3 23.1

  >50 5 38.4

 Number of oncology nurse practitioners on staff per institution

  0 3 23.1

  1–5 4 30.8

  21–50 5 38.4

  >50 1 7.7

Total breast cancer (BC) patients seen per year

 Approximate number of BC patients seen each year

  <50 0 0.0

  51–100 4 30.8

  101–500 3 23.1

  501–1,000 1 7.7

  >1,000 5 38.4

BC survivors receiving a TS and/or SCP in an average month

 Number receiving a TS and/or SCP

  ≤5 7 53.9

  6–20 5 38.4

  >20 1 7.7

 Percentage receiving a TS and/or SCP

  <10% 8 61.5

  10–49% 1 7.7

  51–75% 1 7.7

  76–99% 2 15.4

  100% 1 7.7
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Table 3

Types of treatment summaries and survivorship care plans

Percent of sites (n=13)

Type of treatment summary

 Institutionally created templates 8 61.5

 LIVESTRONG™ care plan 3 23.1

 Journey forward 2 15.4

Type of survivorship care plan

 Institutionally created care plans and additional materials 4 30.8

 LIVESTRONG™ care plan and additional materials 4 30.8

 LIVESTRONG™ care plan alone 2 15.4

 Journey forward care plan and additional materials 2 15.4

 ASCO survivorship care plan and additional materials 1 7.6
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Table 4

Treatment summary (TS) concordance with IOM recommendations

Concordance with IOM recommendations N=65 TSs/13 sites (for each domain) No. of sites achieving adequate (≥75%) 
concordance

Descriptive statistics Mean SD Range N (%)

Diagnosis 0.46 0.31 0.00–1.00 2 (15.4)

Staging and tumor characteristics 0.65 0.35 0.00–1.00 9 (69.2)

Surgery 0.73 0.22 0.38–0.98 7 (53.8)

Treating physician contact information 0.33 0.30 0.00–0.75 1 (7.7)

Clinical trials 0.18 0.25 0.00–0.60 0 (0.0)

Chemotherapy 0.52 0.24 0.10–0.83 3 (23.1)

Radiotherapy 0.55 0.19 0.26–0.80 2 (15.4)

Hormonal therapy 0.79 0.20 0.40–1.00 7 (53.8)

Targeted therapy 0.34 0.38 0.00–1.00 3 (23.1)

Toxicity 0.52 0.48 0.00–1.00 7 (53.8)

Genetic testing 0.26 0.24 0.00–0.60 0 (0.0)

Supportive therapy 0.03 0.08 0.00–0.27 0 (0.0)

Follow-up care contacts 0.08 0.18 0.00–0.50 0 (0.0)

TS total 0.46 0.19 0.14–0.70 0 (0.0)
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Table 5

Survivorship care plan (SCP) concordance with IOM recommendations

Concordance with IOM recommendations N=65 SCPs/13 sites (for each domain) No. of sites achieving adequate (≥75%) 
concordance

Descriptive statistics Mean SD Range N (%)

Toxicities and late effects 0.98 0.07 0.75–1.00 13 (100)

Breast cancer surveillance 0.82 0.11 0.67–1.00 8 (61.5)

Cancer surveillance 0.43 0.35 0.00–1.00 3 (23.1)

Non-cancer surveillance 0.77 0.21 0.33–1.00 6 (46.2)

Signs of cancer (recurrent and second) 0.32 0.27 0.00–1.00 1 (7.7)

Psychosocial effects 0.52 0.35 0.00–0.86 6 (46.2)

Referrals and resources 0.62 0.35 0.00–1.00 8 (61.5)

Prevention/health promotion 0.46 0.14 0.00–0.50 0 (0.0)

Genetic testing recommendations 0.62 0.51 0.00–1.00 8 (61.5)

Relatives’ cancer risk 0.01 0.03 0.00–0.10 0 (0.0)

SCP total 0.59 0.16 0.37–0.83 2 (15.4)
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	Participating sites—This project took place within the LIVESTRONG™ Centers of Excellence in Cancer Survi-vorship Network [16]—a network of eight Centers of Excellence (COEs) each affiliated with one or more community-based centers (CBCs). The network has been described in detail elsewhere [16, 17]. We invited all eight COEs to participate by providing TSs and SCPs from both their site and one CBC affiliate, provided that each had delivered at least five TSs/SCPs to breast cancer survivors within the 18 preceding months.Overview of methods—Following approval by their individual Institutional Review Boards, as well as that of the coordinating center, University of Pennsylvania, sites participated by providing de-identified TS/SCP materials for the final five breast cancer survivors seen for survivorship planning visits during 2009. Five TSs and five SCPs per site were specified a priori based on pragmatics of funding and time. The time period was chosen because sites were using the same clinical tools within their clinics during that period as during the study period, but the study had not yet been announced to the Network. Thus, these represented less biased samples of the TSs and SCPs provided to patients. All materials were taken into account in scoring TSs and SCPs, provided that the materials were distributed to breast cancer survivors themselves. In addition, sites identified and nominated one individual staff member to complete a brief questionnaire inquiring about structure and process elements related to TS/SCP preparation and delivery.Concordance with IOM recommendations—This study required creation of two standardized checklists operationalizing the IOM recommendations for TSs and SCPs. The checklists were based upon the IOM-recommended elements of the TS and SCP (Fig. 1). This resulted in a 60-item TS Evaluation Tool and a 32-item SCP Evaluation Tool. The TS Evaluation Tool covered 13 content domains (Table 1). The SCP Evaluation Tool covered ten content domains (Table 1). Checklist items were scored as present or absent by two independent raters for each of the 65 TSs and SCPs. Differences in rating were resolved by consensus. Adequate inter-rater reliability has been established and reported at both the individual item and overall score levels. Further information on development and psychometric properties of the scoring tools, including a description of the individual items comprising each tool, were presented elsewhere [18]. Concordance scores reflect the proportion of materials that were rated as compliant for a given item or within a given domain. We also examined the degree to which sites met a minimum of ≥75% concordance with IOM recommendations within TS and SCP domains.Structure–process data—Self-report surveys were distributed to all sites to be completed by “the individual most responsible for coordinating the delivery of TSs and SCPs to breast cancer survivors.” Data collected included characteristics of the survivorship programs and staffing, such as numbers of patients served and staff/providers involved with survivorship care, as well as issues of time and reimbursement related to preparation and delivery of TSs/SCPs. The questionnaire used a mix of multiple choice questions with responses that included both pre-defined and open-ended response options.
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