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Abstract
The Institute of Medicine (IOM) 2006 report, From Cancer Patient to Cancer Survivor: Lost in
Transition (In M. Hewitt, S. Greenfield and E. Stovall (Eds.), (pp. 9–186). Washington DC: The
National Academies Press, 2006) identifies the key components of care that contribute to quality
of life for the cancer survivor. As cancer survivorship care becomes an important part of quality
cancer care oncology professionals need education to prepare themselves to provide this care.
Survivorship care requires a varied approach depending on the survivor population, treatment
regimens and care settings. The goal of this program was to encourage institutional changes that
would integrate survivorship care into participating centers. An NCI-funded educational program:
Survivorship Education for Quality Cancer Care provided multidiscipline two-person teams an
opportunity to gain this important knowledge using a goal-directed, team approach. Educational
programs were funded for yearly courses from 2006 to 2009. Survivorship care curriculum was
developed using the Quality of Life Model as the core around the IOM recommendations.
Baseline data was collected for all participants. Teams were followed-up at 6, 12 and 18 months
postcourse for goal achievement and institutional evaluations. Comparison data from baseline to
18 months provided information on the 204 multidiscipline teams that participated over 4 years.
Teams attended including administrators, social workers, nurse practitioners, registered nurses,
physicians and others. Participating centers included primarily community cancer centers and
academic centers followed by pediatric centers, ambulatory/physician offices and free standing
cancer centers. Statistically significant changes at p=<0.05 levels were seen by 12 months
postcourse related to the effectiveness, receptiveness and comfort of survivorship care in
participant settings. Institutional assessments found improvement in seven domains of care that
related to institutional change. This course provided education to participants that led to
significant changes in survivorship care in their settings.
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Introduction
Cancer survivorship care is an emerging and a necessary component of oncology care.
Cancer survivors are increasing with over 12 million expected by 2020 (Surveillance
Epidemiology and [24] released). Cancer survivors' needs vary dependent upon differences
in diseases and treatments and result in long-term consequences to their health and well-
being. For example, breast cancer patients who have been treated with anthracyclines may
be at an increased risk for cardiac complications in the future, lymphoma survivors risk
cardiovascular changes, colorectal cancer patients experience neuropathy and prostate
cancer patients may deal with erectile dysfunction [5,16]. All survivors deal with
psychosocial issues, fatigue and risks for recurrence or the development of new cancers [6].
Meeting the varied needs of cancer survivors involves institutional changes in survivorship
care. Such changes begin with educating health care professionals on the components of
survivorship care and recommendations to meet the long-term and late effects cancer
patients experience [9]. This article reports on the NCI-funded program: Survivorship
Education for Quality Cancer Care.

Background
Research has demonstrated that cancer survivors do not return to prediagnosis status [22].
Cancer survivors experience long-term and late effects of their diagnosis and treatments that
combined with comorbidities as they age, impact their quality of life and affect their families
and caregivers as well [14,17,25,26]. LiveSTRONG's survey of cancer survivors revealed a
lack of support from health care providers resulting in 59% of cancer survivors learning to
live with their side effects and 41% taking it upon themselves to try to find the care they
needed [21]. Finding appropriate medical care follow-up for patients and their families will
require changes in the way care is provided [12,23]. Assisting cancer settings across the
nation in providing this care requires staff education and support to help meet this challenge
and change institutional priorities. Integrating this care into oncology practice will be
necessary to provide the quality of care desired for the cancer survivor.

The Institute of Medicine (IOM) report [12] provides a key resource for the elements of
survivorship care. From Cancer Patient to Cancer Survivor: Lost in Transition provides a
template for the four essential elements of survivorship care: prevention and detection,
surveillance, interventions to manage side effects, and coordination of care and information
[12]. Survivorship care requires interdisciplinary care, that is, staff from many disciplines
work together to meet the needs of the cancer patient. Cancer survivors need coordinated
care specific to their individual needs. This care may continue to be organized by the
oncology staff or be shifted to the Primary Care Provider (PCP) [15]. Management strategies
require physicians, advanced practice nurses, nurses, social workers, psychosocial
specialists, rehabilitation, administrators and community resource agencies to work together
to provide the orchestrated care necessary to meet those needs. Educating health care
professionals on how best to meet the needs of this growing body of patients is essential.

Approximately 5,008 community hospitals in the United States account for 35,527,377
admissions yearly [3]. Almost 85% of cancer patients are cared for in these community
hospitals, with academic cancer centers and free-standing cancer centers providing care for
the rest of the patients [3]. Within all cancer settings there is a looming health care provider
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shortage of physicians and nurses that will have a significant impact on the ability to provide
care to the growing numbers of cancer survivors [1,4]. The catalyst for the program reported
here was recognizing that cancer survivors need support throughout the trajectory of care
from diagnosis and continuing throughout their life. Educating health care providers from
cancer centers to integrate the components of survivorship care into their practice is essential
to meet the growing needs of this population.

Program Aims
Survivorship Education for Quality Cancer Care was designed to provide health care
professionals with training to improve quality of care and quality of life for cancer survivors.
Project aims included to:

1. Create the cancer survivorship curriculum for training an interdisciplinary
professional audience from cancer centers. Professional audience will include
nurses, physicians and administrators as a first tier, and social workers, clergy,
pharmacists, psychologists and rehabilitation professionals as a second tier.

2. Implement the survivorship curriculum in national workshops to competitively
selected staff from the National Cancer Institute-designated clinical and
comprehensive cancer centers, and community cancer centers as identified through
the Association of Community Cancer Centers (ACCC).

3. Develop a network of course participants to share experiences in dissemination of
the survivorship curriculum to the staff of participating cancer centers.

4. Evaluate the impact of the survivorship curriculum on participants' and cancer
center staffs' implementation of individual goals for improved care for cancer
survivors in respective cancer centers.

5. Describe successes and issues related to dissemination of cancer survivorship care
in cancer centers in terms of the characteristics of individual course participants,
interdisciplinary teams and institutions.

Curriculum Framework and Course Content
Expert faculty from across the country participated in the development and delivery of the
curriculum [10]. Institutional change theory and adult learning principles were used to help
prepare participants to make meaningful changes in survivorship care in their individual
settings.

Using the Quality of Life Model for Cancer Survivors, the curriculum was built around the
four domains: physical, psychological, social and spiritual [8]. The State of the Science was
included for each domain and faculty members from settings of excellence in survivorship
care were invited to present the evidence-based content. Other topics included an overview
of issues and trends in survivorship care, needs of pediatric and adolescent/young adult
populations (Table 1). Breakout sessions were planned to provide small group interaction
and encourage group discussions. These groups addressed topics related to the survivorship
movement, and survivors' perspectives, community support and starting a survivorship
clinic. Both research needs and institutional change principles were used to help focus
content that could be used in individual participant's settings.

Course Description
A two and a half day course was developed. The program started with a welcome reception
to begin participant and faculty networking. Selections from the Lilly Oncology on Canvas
art exhibit were on display to encourage socializing. Also available were resources on
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survivorship care that participants could look at, take or evaluate and consider ordering for
their own institutions. Time was allotted for participants to talk with faculty and discuss how
they planned to change survivorship care in their own institutions.

Teams/Participants
Four yearly training courses for multidisciplinary, two-person teams that were competitively
chosen from cancer settings across the nation attended. Potential teams were assessed using
an evaluation form developed for this course that appraised participant support and
motivation to attend. Past experience with survivorship care was documented and three
goals on what actions participants anticipated when they returned to their institutions were
part of the application. These were discussed as part of the course and refined to identify the
focus of the team and realistic plans. Team members were required to include one member
from Tier One which had to be a physician, nurse, social worker or administrator and the
second team member from Tier Two that included any other professional who would help
achieve team goals. Tier One participants were selected from these disciplines in
anticipation of their ability to implement institutional changes. Courses were limited to 50
teams per course. Settings selected included academic, community-based, physician offices
and supportive care centers. A few second teams from previously attended settings were
accepted in later courses in an effort to help these settings achieve their goals by expanding
the numbers of educated colleagues in survivorship care to support their activities.

Evaluation Methods
Evaluation methods included were a mixed methods approach with both quantitative and
qualitative data. Applications were evaluated based on geography, ethnicities, populations
served and applicant characteristics. Geography of the centers applying and institutional
characteristics were evaluated in an effort to include a broad range of cancer survivor
populations. Participant evaluation included professional background and previous
experiences related to cancer survivorship. Administrator letters of support were required
and evaluated for enthusiasm and support of survivorship activities from an institutional
point of view.

Postcourse telephone interviews were conducted at 6, 12 and 18 months to evaluate goal
progress and provide motivation and problem solving support. Additional evaluations
targeted individual and institutional assessments conducted at baseline, 12 and 18 months.
These provided a quantitative method of evaluating the domains of survivorship care
provided within each participating setting and measured change over the 18 months
postcourse.

An institutional survey focused on staff characteristics at each setting. It was completed by
each team at baseline, 6, 12 and 18 months postcourse and included seven questions with
five questions rated on a 0–10 scale with 10 being the most positive. These questions, rated
by team members, evaluated settings for effectiveness of survivorship care, how comfortable
staff was in caring for cancer survivors, how receptive were they in improving survivorship
care and how supportive administration was towards improving cancer survivorship care.
The survey also included identifying general barriers to improving survivorship care:
administrative support, lack of survivorship knowledge, staff philosophy about survivorship
and financial constraints. The influence of this course on changes that occurred in their
settings regarding survivorship care was also rated.

The institutional assessment was collected at baseline, 12 and 18 months postcourse. It
focused on broad characteristics of the participant setting. It evaluated aspects of
survivorship care within seven domains: vision and management standards, practice
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standards, psychosocial and emotional standards, communication standards, quality
improvement standards, patient and family education postcancer treatment and community
network and partnerships. Items were rated as present/not present. Each domain included
several specific items relating to the theme. The institutional survey and assessment tools
were adapted from instruments used in the investigators previous programs (Grant et al.
[11]).

Course and faculty evaluations were collected each day for each course. Course evaluations
were rated on a 1–5 scale with 5 = excellent. Each year, these evaluations were used to
further refine the curriculum and assist faculty with updating their course materials.

A key component of evaluation included goal activity, rated at 6, 12 and 18 months for
percent of achievement and content. General goal achievements will be discussed here;
detailed reports on goal content will be discussed in future publications.

Results
Team Demographics

Two hundred and four multidisciplinary teams participated in four annual courses for 2006–
2009 (Table 2). Forty-four states were represented as well as two teams of auditors from
Canada. Team composition represented a variety of disciplines primarily, nurses, social
workers and administrators. Teams came from a wide range of cancer settings. Thirty of the
participating teams were from NCI-designated cancer centers with six from NCI-designated
clinical centers and 24 from NCI Comprehensive Cancer Centers. Ethnicity of participants
was primarily Caucasian but populations that served in their cancer settings were more
diverse. They include: 71.2% Caucasian, African American accounted for 11.2%, Hispanic/
Latino 10%, Asian/Pacific Islander 3.4%, American Indian/Alaskan 2% and other 2.2%.

Course and faculty evaluations were consistently high across all 4 years (Table 2). Faculty
was available throughout and following the course to all participants for consultation as
needed. Some participants commented on overall quality of the course and stated that it was
well-planned and well-provided. Some participants stated that it was the best course they
ever attended.

Over the 4 years' participation in follow-up, evaluations remained high. Percentage of
participant providing institutional follow-up at 6 months over the 4 years averaged 86% and
ranged from 75% to 98%. Twelve-month follow-up over the 4 years averaged 75% and
ranged from 62% to 88%. The 18-month follow-up averaged 79% and ranged from 67% to
86%.

Institutional Changes
Institutional surveys and institutional assessments were compared from baseline to 18
months. Institutional survey results for the 4-year mean results showed: how effective, how
comfortable and how receptive participants believed their settings were in providing
survivorship care. Scores started low at 4.51 and 5.79 for effectiveness and comfort of staff
with survivorship care. Hence, this was the reasons for participants wanting to attend the
course. Scores rose significantly by 18 months to 7.06 and 7.82 (p<0.05). Receptiveness of
staff started high at 8.50, but still increased significantly to 8.94 at 18 months.
Supportiveness of administration towards improving survivorship care started high at 8.77
but dropped to 8.66 by 18 months (Table 3). Barriers to participating teams documented
from baseline to 18 months included a lack of administrative support and financial
constraints. Course influence on participants' survivorship activities was rated on a 0 = no
influence to 10 = significant influence scale. The 4-year mean influence average was 7.88.
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When asked if attending the course motivated survivorship care in your setting, 98.1% of the
participants said yes.

Institutional assessments are presented as mean measures combining all four annual courses.
Scores were compared from baseline to 12 months and to 18 months. Percentage of
participants providing follow-up averaged for 12 months was 74% and ranged from 60% to
88%, 18-month follow-up averaged 77% and ranged from 67% to 84%. There were
significant changes for vision and management standards which showed a change in focus as
survivorship goals were implemented into the vision and management statements of the
institutions. All domains showed a significant change and improvement between baseline
and 18 months with quality improvement changing from baseline to 12 months and
maintaining between 12 and 18 months. Changes in the institutional assessment revealed
significant changes in the domains of care (Fig. 1).

Discussion
Survivorship Education for Quality Cancer Care provided education on survivorship care to
204 teams from across the U.S. Courses were oversubscribed with twice as many
applications as positions each year. Faculty was knowledgeable and experienced in
survivorship care which was evident by the high evaluation scores received. Health care
professionals involved with cancer care recognized the importance of being prepared to
meet the needs of this growing cancer survivorship population. Nevertheless, the number of
institutions participating compared with the number of cancer institutions in the country
illustrates a continued high need for additional educational opportunities.

Minority populations are at the greatest risk for loss to follow-up after cancer treatment due
to lack of insurance or lack of communication regarding follow-up care needs. While our
participants were mostly female and Caucasian, demographics showed that the populations
served were 30% minority. Through education, we can better prepare health care
professionals to anticipate the needs of these survivors.

Institutional surveys revealed that supportiveness by administration towards providing
survivorship care decreased somewhat by 18 months. Part of the initial application required
administrative support letters, and participants found that supportiveness in their institutions
decreased when they returned home with lower energy and support than they had
anticipated. Barriers were related to financial support and the type of activities the team
hoped to achieve. Teams found the need to explore outside community resources, grant
support of programs and creative methods in an effort to raise money for their planned
activities.

In general, the institutional assessments increased significantly from baseline to 18 months.
A few institutions had continued challenges in integrating survivorship care in the
institution. A number of settings were building new cancer centers and their resources were
consumed by building costs. This limited the participating team's ability to implement new
policies and protocols for survivorship care. Psychosocial and emotional standards improved
over the time period for all years. This is an important change as the area of psychosocial
and emotional care has been shown to be deficient for most cancer survivors. The
communication domain improved significantly over the 4 years and may be indicative of the
growing focus on treatment summaries and survivorship care plan production and growing
development of electronic medical records (EMR).

Changing institutional practice is challenging [7,20]. Competing priorities frequently
interfere with the establishment of new programs in survivorship care. If an institution's
vision statement included survivorship care as part of their overall vision and mission
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statements, the setting had a much better chance of being successful and changing care.
Building staff support was essential. Without physicians and staff recognizing the necessity
of this care within the trajectory of the cancer experience, progress in survivorship care will
not occur. Budgets are limited and survivorship care is usually not an income generator by
itself.

Promoting health and prevention is a key focus of health education in general and important
for the cancer survivor to achieve their highest quality of life and reduce complications and
costs of future health care. National health care priorities and evolving standards of health
care will have continued influence in establishing cancer survivorship care. The
Commission on Cancer (CoC), part of the American College of Surgeons accredits cancer
centers [2]. New CoC standards for 2015 will require the use of the survivorship treatment
summary and improved navigation for cancer patients posttreatment. These standards will
provide an important impetus to many cancer settings seeking this certification to initiate
and or provide continued support for cancer survivorship services.

In summary, Survivorship Education for Quality Cancer Care has begun to fill the
educational needs of health professionals on survivorship components of care and program
models. Education was aimed at settings assessing their own characteristics and identifying
deficits in care. This course was successful as illustrated by the excellent rating of
curriculum and faculty, significant changes in staff characteristics at participating
institutions as well as changes in institutional characteristics that reflect an increased
integration of survivorship care.

Additional educational opportunities are needed to prepare oncologists and primary care
physicians on the consequences of cancer care in long-term survivors [5,9]. Using advanced
practice nurses and physician assistants to assist with this population is an essential
component in preparing for this care. Additional courses are currently offered through other
institutions such as LiveSTRONG and George Washington University as well as City of
Hope. Resources are available through books, journals and online support programs through
LiveSTRONG, National Coalition of Cancer Survivors (NCCS) [18], Office of Cancer
Survivorship (NCCS; [19]) (“Lance Armstrong Foundation” [13]). Many of the program
participants continue to provide education in their individual settings and communities and
together are working to improve the care of survivors through integration of services,
improved communication and coordination with community resources. Providing education
to health care providers is improving survivorship care for the participating teams and
continues to impact care today.
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Fig. 1.
Institutional assessment mean scores (present = 0, nonpresent = 1). Scores represented
averages across all 4 years. Asterisk indicates significant change from BL to 12 months; two
asterisks indicate change from BL to 18 months; three asterisks indicate significant change
12 months to 18 months
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Table 1
Course content

Survivorship curriculum: Survivorship Education for Quality Cancer Care

Welcome and overview of survivorship care

Cancer survivorship issues and trends

Living beyond cancer: making survivorship part of the continuum of care

Health-related outcomes after pediatric cancer: price of cure

Survivorship issues for adolescents and young adults

Physical component

State of the Science—physical well-being and survivorship

Psychological component

State of the Science—psychological well-being and survivorship

Breakouts

National Coalition of Cancer Survivors (NCCS) and survivorship movement

Current perspectives from a cancer survivor

A model of excellence in community cancer support

Starting a survivorship clinic

A survivor's perspective

Social component

State of the Science—social well-being and survivorship

Spiritual component

State of thes—spirituality and survivorship

NCI: the Office of Cancer Survivorship: research agenda and findings

Institutional change and support opportunities for survivorship programs

Goal refinement/evaluation
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Table 2
Teams, participant and course characteristics for 2006–2009

Number Percentage

Participants (N=408)

Administrators 131 32

Social workers 66 16

Nurse practitioners 59 15

Registered nurses 57 14

Physicians 36 9

Clinical nurse specialist 34 8

PhD 13 3

Others 12 3

Institutional setting (N=204)

Community cancer centers 133 65

Academic centers 54 27

Pediatric center 9 4

Ambulatory/physician offices 4 2

Free-standing cancer centers 4 2

Course evaluations (N=408) Mean Range

Overall opinion 4.8 6.6–5.0

Stimulating information 4.8 3.4–5.0

Objectives met 4.1 4.4–5.0

Faculty clarity 4.7 4.4–4.9

Quality of content 4.7 3.8–4.9

Content value 4.5 3.8–5.0
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