
v

Preface

Introduction

Now What?

The question many cancer patients have when primary treatment for their cancer is 
over is … now what? They often ask, “Do I just try to cope with a ‘new normal’ 
that my doctors and nurses talk about? Do I deal with each problem that I now 
confront on my own so I can move forward in my recovery? Do I need some type 
of different health care now that I have been diagnosed and treated for cancer? How 
can I stay healthy even with my new medical history?” Over the past decade, efforts 
to improve the health of cancer survivors have moved at lightning speed. This book 
was conceptualized and assembled to provide a comprehensive review of this progress, 
as well as to lay the foundation for future improvements in survivorship care.

This book follows the complementary publications of Cancer Survivorship: 
Today and Tomorrow [1] and The Handbook of Cancer Survivorship [2] both pub-
lished in 2007. Those two volumes, edited by Drs. Ganz and Feuerstein respec-
tively, were published to provide those involved in the daily care of cancer 
survivors, health care researchers, and survivors themselves, timely information on 
specific long-term and late effects associated with cancer survivorship. They also 
informed readers of the recent knowledge regarding research and practice in both 
the medical and nonmedical dimensions of cancer survivorship. However, an 
important question that was not addressed by either of those volumes is how do we 
translate the information on cancer survivorship into efforts to provide “quality 
care” for cancer survivors?

Conventional wisdom is that health care for the cancer survivor is really not very 
different than for any other chronic illnesses. The survivor needs to receive surveil-
lance for cancer recurrence usually by oncology, routine physical exams and preven-
tive services from primary care, as well as health promotion advice focused on 
physical activity, weight, and stress management. There is an assumption that all of 
these things will fall into place during the posttreatment period, and that everyone on 
the health care team as well as the survivor knows the drill. However, this is not always 
the case, and what is more problematic, the chaotic way in which posttreatment care 
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occurs raises the question, should delivery of the cancer survivor’s long-term health 
care be more pro-active and comprehensive with a more personalized prescription?

The increasing number of cancer survivors populating the practices of many 
oncology specialists and primary care providers is raising practical questions about 
how to provide the best quality care in our still fragmented health care system. 
Although guidelines are emerging, currently high-quality evidence for many recom-
mendations of care is limited, with wide use of consensus and expert opinion.

This book was written to help fill the current gap in knowledge dissemination 
related to quality care for cancer survivors. For example, a recent survey of primary 
care providers indicated that they want to provide meaningful care to patients who 
are survivors of cancer, but because of a lack of training expressed concern with 
doing so [3]. As the number of cancer survivors in the USA and around the world 
increases exponentially and as the world population ages at the current rate, there 
is every reason to predict a major upsurge in both the incidence and prevalence of 
all types of cancers [4]. To respond to this major public health challenge, bold steps 
to improve the breadth and depth of knowledge and skills of those who can provide 
quality health care to cancer survivors across their lifespan must be a priority. This 
book represents an effort to help achieve that.

To put this into perspective, let us reflect on the personal experience of one of us 
(MF). MF has lived through the flurry of aggressive cancer treatments. Understandably 
at the time of diagnosis, neither concerned nor aware of long-term or late effects, 
survival was the priority. It was only after M completion of radiation treatment and a 
few months of chemotherapy that his RI indicated that the primary brain tumor was 
not visible that his focus shifted to the persistent symptoms resulting from treatment, 
new health concerns, functional loss, and distress. The cancer diagnosis was anaplastic 
astrocytoma, an inoperable cancer of the glial cells in the brain. The prognosis was 
not good. He was 52. Following resection to confirm the neuropathology, 59 Gy of 
cranial radiation and 12 months of chemotherapy, he was informed by the neuro-
oncology group that things looked good for now and that there was nothing else to do 
with the exception of routine surveillance. These visits were critical to detect when or 
if the brain tumor returned. With a very genuine and positive intent, he was told to 
“Go and enjoy life.” He was on his own now with his wife, family, and friends. His 
primary care physician, while very competent, commented that the best way to 
manage his health now is to proceed just as we would without a history of cancer.

Dr. Feuerstein describes his experience, which is not unique, as follows:
At the prime of life I was confronted with this new challenge. I wanted to return to 

my life as it was prior to diagnosis. After all, I was only 52. I began searching for solu-
tions to various problems that I now experienced … unimaginable fatigue, memory 
and organizational difficulties, weight gain, hearing loss, low levels of activity, prob-
lems at work because of the diagnosis of cancer, and an intense fear that the aggressive 
tumor would return as a stage four glioblastoma multiforme (GBM), which I was told 
can frequently happen. The last thing I wanted was to be the manager of my own care. 
For some reason, even I thought that after a diagnosis of such a serious illness that 
there would be someone like Dr. Marcus Welby (the well-known television character 
who in his fatherly way knew just how to manage all his patients’ health and emotional 
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problems) who would doctor me back to health and help me forever! Well, of course, 
this did not happen nor was it realistic. I did think there must be a better way.

A few years after my treatment, I ran across the report by the Institute of Medicine 
(IOM), From Cancer Patient to Cancer Survivor [5] that indeed laid out a better 
solution! The recommendations in this book, consistent with the IOM’s position on 
quality health published a few years earlier [6], indicated that my experience was not 
that unusual. In the IOM report on adult cancer survivors, whose committee includes 
many of the authors of chapters in this book, the problems in transitioning from a 
cancer patient to a cancer survivor were described with provision of some simple but 
profound solutions. Over the 5 years since that report, many researchers and clini-
cians have been busy developing additional knowledge and potential solutions 
regarding the long-term and late effects of cancer treatment, and detection and man-
agement of these problems from a biopsychosocial perspective [7]. Their focus has 
been on creating and implementing new approaches to address the many challenges 
cancer survivors and the health care system face. This was very consistent with how 
I as a clinical psychologist learned to treat patients with chronic pain, disability, and 
chronic illness in general, with a focus on chronic disease and functional restoration. 
My work as Director of Behavioral Medicine Services at the University of Rochester 
Medical Center, Division of Behavioral and Psychosocial Medicine (created by Dr. 
George Engel), along with my interactions with George Engel, Bob Ader, and many 
pioneers of the emerging research and practice of biopsychosocial medicine gave me 
a greater appreciation of the role of psychosocial factors in all types of diseases. This 
experience provided me with the necessary knowledge to begin my efforts to 
improve the quality of my cancer survivorship care [8].

I met Dr. Patricia Ganz after the publication of the IOM report in 2007. Dr. Ganz, 
a pioneer in providing quality care for cancer survivors, and her staff at UCLA were 
kind enough to complete a Cancer Survivor Care Plan for me. I am not a fan of 
anecdotes or testimonials so let us call this a case study! The bottom line is that this 
approach helped me to manage and “palliate” symptoms that I thought by this time 
after treatment I just needed to accept. It provided the comprehensive perspective as 
a cancer survivor that I knew I needed. While we cannot overstate the potential of 
just having a personalized “plan” completed, at this point in the evolution of cancer 
survivor care it is an important element for setting the stage to receive quality health 
care in a coordinated and comprehensive manner. Although it awaits empirical sup-
port [9], it was a systematic process that helped me recalibrate my trajectory 
forward. As my challenges become more evident to me, it has been clear to me that 
I needed something like this [10]. Since that time, Dr. Ganz and I have developed a 
professional relationship and this book has evolved from that experience.

Dr. Ganz comments, reflecting on her more than 30 years as a medical oncolo-
gist and as a founding member of the National Coalition for Cancer Survivorship 
(NCCS) in 1986: I began my first academic appointment in 1978 on the faculty at 
UCLA at an affiliated VA hospital where I was given an opportunity to establish an 
oncology ward that would serve the rehabilitation and palliative care needs of our 
patients. This was a blessing in disguise, for while the world of medicine was just 
beginning to embrace the earliest British versions of hospice and Elizabeth Kubler 
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Ross’s treatise on death and dying, I had an opportunity to realize that palliative 
care was something valuable to all patients with cancer from the time of diagnosis 
until death. Unfortunately, many of the veterans whom I treated suffered from 
advanced forms of cancer that were not curable, but for some, we achieved long-
term durable remissions, and we included a focus on rehabilitation, pain and symptom 
control, nutrition, and psychosocial support as an integral part of their care. Because 
patients were often hospitalized for the 6-week duration of radiation at that time, 
the support staff and nurses all got to know the patients and their families well and 
were attentive to a robust set of rehabilitation needs.

I was also fortunate in these early years to begin working with a psychiatrist and 
psychologist (Dr. Coscarelli continues to collaborate with me clinically and con-
tributes an important chapter to this book) on a research project that focused on 
understanding the day-to-day needs of cancer patients and took a behaviorally 
based approach to potential intervention. If we did not understand the problems 
facing the patient, how could we help them cope? This early work formed the basis 
of a decade or more of research that we conducted developing tools and interven-
tions to measure patient-reported quality of life, as well as the testing of rehabilita-
tion interventions to improve the outcomes for newly diagnosed cancer patients 
who were expected to have good long-term survival. When I was contacted by 
Dr. Fitzhugh Mullan to join a small group of people in Albuquerque, New Mexico, 
in 1986, to discuss issues related to cancer survivorship, I was ready and able to join 
the adventure, investing my $100 towards the birth of a new organization, The 
National Coalition for Cancer Survivorship (NCCS).

Over the years, working as a clinician, but more recently largely focused on 
research, I have had an incredible opportunity to see the mission and vision of the 
NCCS realized and to have played an active part in that evolution of events. 
Participating as a member of the IOM committee that prepared the 2005 report on 
adult cancer survivors, as well as working very hard these past 5 years to imple-
ment its recommendations, has given me pause to realize how challenging it is to 
produce change in the health care system. Even when we have an evidence-based 
therapy – something like beta blockers that were found to be life saving after heart 
attacks – dissemination and institutionalization of such therapies may take one to 
two decades. Implementing survivorship care and survivorship care plans is still in 
the steep part of the dissemination curve.

In 2006, with funding from the Lance Armstrong Foundation, we were fortunate 
to be able to establish a Survivorship Center of Excellence at UCLA’s Jonsson 
Comprehensive Cancer Center, where I have worked for the past two decades. This 
infrastructure grant has allowed us to develop several models for delivery of survi-
vorship care in the Los Angeles region and to work to serve the patients who come 
for care either at UCLA or our affiliated community sites. We focus on improving 
the quality of care for cancer survivors – a major goal of this book – and are serving 
as a laboratory to develop and refine strategies that will work and can be used in 
other communities. Using a palliative care approach has served us well in these 
settings and continues to remind me that I have not strayed very far from the medical 
practice I engaged in early in my career, expect now the vast majority of patients 
we treat are long-term survivors, and the need to organize high-quality care for 
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these individuals is even greater. Our cancer therapies are more complex, longer in 
duration, and sometimes more toxic, and we still do not have all the evidence for 
definitive guidelines for survivorship care. However, this should not stop us from 
moving forward with a focus on improving the quality of care for survivors, but this 
is a work in progress.

Organization of Book

Quality Health Care for Cancer Survivors is divided into four broad parts. In Part 
I of the book, authors provide systematic discussions of the problems faced by 
cancer survivors in the search for quality care and just what quality care for cancer 
survivors might look like. Following these introductory chapters, Part II covers 
areas that if present in a cancer survivor need to be targeted in a coordinated effort 
to improve a number of outcomes related to health, function, and well-being. The 
identification of current and potential future problems represents an important 
aspect of quality care. This procedure referred to as the Cancer Survivorship Care 
Plan (CSCP) provides an opportunity to do just that and has the potential to inte-
grate care for cancer survivors and serve as a first step. The challenge of managing 
the many symptoms and problem areas identified in the CSCP, which can present 
barriers to recovery over time, is discussed along with the need to initiate and main-
tain healthy lifestyles, optimize function and well-being, and the need to identify 
and respond to disparities in health care and outcomes.

Part III provides examples of current efforts in primary care, oncology, medical 
center, and community settings. A chapter that covers Survivorship Clinics, a 
recently developed approach to survivorship health care that provides innovative 
clinical practice and research on its outcomes [11], is also included. The final chapter 
in this section covers end-of-life care, a topic that is often not considered within the 
context of cancer survivorship. It is cogently argued that despite this lack of atten-
tion in the cancer survivorship literature, quality care demands better integration of 
end-of-life care into comprehensive survivorship care. More research and clinical 
efforts to better understand and attend to this element of survivorship are critical. 
It is time that this area of care is more seriously considered.

Part IV provides reviews of basic areas in health services and operations 
research and development that the editors think may prove important to attend 
to when working toward creating and implementing innovative approaches to 
quality health care in cancer survivors. Quality efforts must be sensitive to the 
epidemiology of cancer survivorship, especially as it relates to major events 
such as recurrent and new cancers and comorbidities. Health economics enters 
into all decisions impacting quality care, and a primer of topics in this area is 
provided to better understand the various approaches used to consider whether 
or not a new treatment is broadly effective and justifies implementation. A 
professor of health services in a course one of us took years ago quotes the 
following when discussing quality care: “We are all looking for Mercedes Benz 
care with a Ford price tag.”
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Even if the new health care reform in the USA impacts disparities related to 
access and outcomes, the chapter on health disparities is an important reminder that 
quality cancer survivor care is something we need to achieve for us all. Design and 
redesign of systems are also often very complicated to achieve. The editors thought 
that readers could benefit from a consideration of the field of human factors not 
well known by those involved in cancer research and practice, but a viable field to 
improve the performance of complex systems. It is hoped that an introduction to its 
unique “operational engineering” perspective within the context of humans working 
in complex health care environments may provide innovative technology and 
insights to help generate improvements in systems of care for cancer survivors.

This book represents the expertise and wisdom of a wide range of specialists. 
The comprehensive coverage provides the reader with the clear message that quality 
of care in cancer survivorship is needed now and involves many different specialties. 
Medicine, nursing, and other health providers and colleagues in many related fields 
can provide the perspective and knowledge to create an integrative approach to 
care. Many practice models from the academic medical centers to community hos-
pitals to solo or group practices must be involved.

The chapters in this book highlight challenges as well as identify potential solu-
tions that will require a stronger evidence base to substantiate. However, waiting for 
these data is not an option. Action must be taken. The day-to-day lives of millions 
are very much impacted by our actions in this area. As these chapters indicate, 
additional evidence must be accumulated to better inform the quality of our efforts. 
However, at present there are hundreds of thousands of experienced providers 
whose expertise can be brought to bear on this problem. These resources should be 
set into play NOW.

All authors of this book are active and authoritative researchers and/or practitio-
ners in the areas they write about. They were selected to provide a firsthand perspec-
tive on the relevant literature and the application of this knowledge to elements of 
quality cancer survivorship care. While this book is structured to move through 
chapters serially, each chapter can stand on its own as a reference for that given 
area. Although there is some redundancy of references and themes in certain chapters, 
this overlap was intentional because at this point in time many of these references 
are seminal in setting the stage for innovation in a number of areas of quality long-
term care (e.g., the 2005 IOM report on cancer survivors).

This book also contains a timely chapter on the newly created health care reform 
in the USA in 2010 and considers its implications for cancer survivors. This in-
depth analysis provides a window into opportunities for improving the quality of 
care cancer survivors now receive in the USA. It should also be of interest to our 
international colleagues who are working to improve the health care of cancer 
survivors in their respective countries. In the final chapter, Drs. Feuerstein and 
Ganz provide some thoughts regarding lessons learned from approaches to chronic 
illnesses in areas other than cancer that appear to be applicable to cancer survivor-
ship care over the long run. These elements of chronic care need to be tailored to 
individual cancer survivors. Over two decades of research and practice related to 
non cancer chronic illness can provide us with useful information for guiding inte-
gration of elements of cancer survivorship health care within primary care.
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It is abundantly clear that cancer survivor health care needs reform. Many cancer 
survivors go along with “care as usual” and do the best they can. Given the current 
and expected numbers of cases, it is essential that cancer survivors receive a level 
of quality health care that provides the necessary elements to optimize health, func-
tion, and well-being over the long term and is fiscally responsive. This care should 
be comprehensive, integrated, evidence-based, and tailored to cancer survivors with 
their unique history of exposures and resultant long-term and late effects.

Bethesda, Maryland Michael Feuerstein, Ph.D., M.P.H.
Los Angeles. California Patricia A. Ganz, M.D.
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