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Abstract 
 

Title of Dissertation: Beyond Efficacy, Toxicity, and Cost: Patients Define Cancer Care 

Value in the United States  

Elizabeth F. Franklin, Doctor of Philosophy, 2020 

Dissertation Directed by: Corey Shdaimah, PhD, LLM, Daniel Thursz Distinguished 

Professor of Social Justice and Bruce DeForge, PhD, Associate Professor, University of 

Maryland School of Social Work 

 
Per-capita health-care costs in the United States outpace those of all other 

countries. Oncology care is particularly expensive, with costs that have nearly doubled 

over the past twenty years. Cancer care costs are expected to continue to grow 

exponentially and comprise a considerable proportion of overall health spending costs. 

While there have been some “blockbuster” or “game changing” treatments, many others 

offer seemingly minimal benefits. As such, there has been a heightened focus on the 

concept of cancer care “value,” with multiple organizations promulgating value 

frameworks designed to assess the perceived value of medications derived from various 

health economics perspectives. Yet, value is an elusive target, and there is not consensus 

regarding the dimensions that should be included in such assessments. Value frameworks 

have the potential to impact patient access to care, yet it is unclear to what extent patient 

preferences, values, and goals have been incorporated into the value assessments.  

This study explores how cancer patients and survivors define the concept of 

“value” in cancer care and if those definitions align with current value frameworks and 

assessments. This research study was conducted through primary data collection and 

sought to describe and clarify experiences (such as receiving a cancer diagnosis, 



 

engaging in treatment decision making, and moving forward throughout survivorship) as 

they have unfolded in the lives of cancer patients and survivors. Findings will be used to 

inform the future direction of value assessments and ultimately, policies that impact the 

lives of cancer patients and their families.  
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Chapter 1: Introduction 

  
With the parallel drivers of increasing health care needs and rising costs, there has 

been significant interest in the concept of health care “value” among various stakeholders 

including policy and decision makers. That interest is particularly acute in the United 

States, which by far has the highest per-capita spending on health care in the 

industrialized world—145% higher than the Organization for Economic Cooperation and 

Development (OECD) median (Anderson, Hussey, & Petrosyan, 2019). In 2016, the U.S. 

spent $3.35 trillion, or approximately 18% of gross domestic product, on health care 

(Papanicolas, Woskie, & Jha, 2018).  

Major concerns about cost containment exist in the field of oncology, in 

particular, where costs have nearly doubled over the past two decades (Batty et al., 2014). 

The costs of cancer care are rising more quickly than costs of health care in other medical 

sectors (American Society of Clinical Oncology, 2017) and account for five percent of 

total U.S. health care spending (Schnipper & Bastian, 2016). Cancer costs have been 

estimated to increase 27% from 2010 levels to $157.8 billion in 2020 (Mariotto et al., 

2011). Measured by total spending per drug, oncology drugs accounted for eight of the 

top ten drugs composing Medicare spending in 2012 (Yu, 2016). In addition to the 

societal impact of these high costs, a diagnosis of cancer can be financially devastating to 

patients and their families. The cost of copayments, out-of-pocket expenses, and rising 

insurance premiums may be beyond the reach of many cancer patients (Young, 2015). 

While there are many drivers behind the high costs of cancer care (see Figure 1 

which outlines the total U.S. expenditures for cancer by type of service), the Institute of 

Medicine (IOM) (2009) points to three in particular: 1) the use of more expensive 
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treatments with varying levels of effectiveness; 2) physicians using more aggressive and 

new combinations of treatments for patients; and 3) the longer length of life and 

prolonged treatment periods many patients experience. While the United States is a world 

leader in terms of the rapidity with which innovative therapies are adopted and offered to 

patients, (Yabroff et al., 2019) the cost of medications has been a major focus for 

stakeholders concerned with stretching scarce health care resources. Drug expenditures 

are rising more quickly than other aspects of the cancer care system. Yet, for every 

“game changing” medication developed, others may produce only modest benefits 

(Schnipper & Bastian, 2016). Patients are faced with a wider range of treatment choices, 

although therapies may only differ slightly in clinical effectiveness and toxicity. 

Meanwhile, the cost differential of various therapies can be considerable (Schnipper et 

al., 2016).  

 

Figure 1. Total U.S. Expenditures for Cancer by Type of Service—2014 

 

Reprinted with permission from the American Cancer Society Cancer Action Network. 
(2017). The costs of cancer care. Washington, DC: Author.  
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Because of ever-expanding treatment options, variable treatment outcomes, and 

rising costs of care, multiple organizations (including the American Society of Clinical 

Oncology, Avalere/FasterCures, Innovation and Value Initiative, Institute for Clinical and 

Economic Review, Memorial Sloan Kettering Cancer Center, the National 

Comprehensive Cancer Network) have created frameworks to provide guidance or grades 

that assign an overall value to specific cancer treatments. These frameworks incorporate 

factors that underlie perceived value such as clinical data, magnitude of treatment effects, 

likelihood of severe adverse events, costs, ancillary benefits, and effect on the health 

system’s budget (Neumann & Cohen, 2015). There are several goals to the development 

and application of value frameworks including standardization, transparency, public 

health prioritization, formulary or expenditure decisions, and patient and physician 

treatment decisions (Mandelblatt et al., 2017). Yet, value is an elusive target and there is 

not consensus regarding the dimensions that should be included in such assessments 

(Neumann & Cohen, 2015). Further, there appears to be a deficit in these tools in terms 

of criteria that are important to patients, such as patient-reported outcomes (PROs) or 

patient experience metrics. This is of critical importance as these frameworks have the 

potential to impact patient access to care (Sorenson et al., 2017).  

Value Discussion Drivers in Oncology 

The field of oncology has benefitted from a level of urgency and funding in the 

United States unlike many other disease states and medical conditions. In 2014, the 

National Institutes of Health (NIH) invested $5.4 billion into U.S. cancer research, which 

was more funding than for Alzheimer’s disease, diabetes, heart disease, and mental health 

combined ($5 billion) (Callahan & Darzi, 2015). As a result, significant tangible gains 
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have been made in the prevention, screening, diagnosis, and treatment of the disease 

(Callahan & Darzi, 2015). Oncology treatments now make up 27% (compared to four 

percent in the 1980’s) of all of the drugs approved by the U.S. Food and Drug 

Administration (FDA) (Silverman, 2019). Precision medicine has ushered in a new era of 

targeted therapies and the number of cancer survivors is higher than ever before 

(Callahan & Darzi, 2015) with an estimated 1,762,450 individuals in the U.S. diagnosed 

in 2019 (American Cancer Society, 2019) and an estimated 20.3 million survivors in the 

U.S. by 2030 (National Cancer Institute, n.d.c).  

However, these innovations have come at a cost. The prices of prescription drugs 

have sharply risen, taxing both the health care system as well as the ability of individuals 

to pay for care (National Academies of Sciences, Engineering, and Medicine, 2018). The 

U.S. spends half a trillion dollars on prescription drugs each year (National Academies of 

Sciences, Engineering, and Medicine, 2018). The U.S. routinely ranks among the most 

expensive health care systems in the world, spending “about twice as much on health care 

as a fraction of gross domestic product as the average” of the other nine nations with the 

largest gross domestic product (National Academies of Sciences, Engineering, and 

Medicine, 2018, p. xiv).  

The costs of cancer care are rising more quickly than costs in other medical 

sectors (American Society of Clinical Oncology, 2017) at a rate of 15% annually 

(Institute of Medicine, 2009), accounting for five percent of total U.S. health care 

spending (Schnipper & Bastian, 2016). Per-person costs exceed all other diseases due in 

part to the costs of treatments and procedures (including the costs associated with acute 

care), inadequate care coordination, and extraordinary expenditures at the end of life 
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(Adelson et al., 2016). Almost $88 billion was spent in 2014 for direct medical costs 

associated with the disease (Agency for Healthcare Research and Quality, n.d.) and 

estimates total up to $173 billion by 2020 for cancer-related costs (American Society of 

Clinical Oncology, 2016).   

The United States has a labyrinthine healthcare ecosystem that includes “patients, 

clinicians, hospitals, insurance companies, drug companies, pharmacists, pharmacy 

benefit managers, various government agencies, advocacy organizations, and many 

others,” which makes it difficult to anticipate the potential impact of policy changes to 

bring down the price of prescription medications (National Academies of Sciences, 

Engineering, and Medicine, 2018, p. xi). An opaque and complex system with limited 

public information prevents Americans from understanding the full extent of cost drivers 

(National Academies of Sciences, Engineering, and Medicine, 2018).  

Although full and transparent information is limited, there are a host of known 

policy and practice levers exerting pressures on drug prices. New drugs routinely cost 

billions of dollars to develop, approximately 90 percent of drugs entering clinical trials 

fail, and only 20 percent allow for the recovery of capital. Biopharmaceutical 

manufacturers point to the costs of research and development as a primary justification 

for high prices (National Academies of Sciences, Engineering, and Medicine, 2018). 

However, additional factors must be considered including the business choices impacting 

resource allocation such as “accrual of profits, employee (usually executive) 

compensation, sales and marketing expenditures, dividends, lobbying, share repurchases, 

etc.” (National Academies of Sciences, Engineering, and Medicine, 2018, p. xix).  
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Government regulation (and in some cases a lack of intervention) also plays a role 

in drug pricing. Although the U.S. drug market is subject to competition like most U.S. 

business sectors, the patent system allows for “sole-source position in the market for a 

specified period of time” (National Academies of Sciences, Engineering, and Medicine, 

2018, p. xvii). This gives incentives for biopharmaceutical companies to invest in new 

drug development. Once the patent period expires, lower-cost generic drugs can be 

introduced into the market. However, the patent-exclusivity period can be extended for a 

variety of reasons. Policies exist that prohibit the federal government from negotiating 

drug prices and generally contribute to complexity and/or delay (National Academies of 

Sciences, Engineering, and Medicine, 2018).  

The drug supply chain involves a variety of stakeholders (such as pharmaceutical 

companies, pharmacy benefit managers, insurers, hospitals, pharmacies, etc.) filling 

different roles and often blaming one another for contributing to high prices. These 

various stakeholders are responsible for negotiating prices, creating formularies, and 

filling administrative roles among other functions. Rebates, discounts, and subsidies 

contribute to the opacity of the system. At each point along the supply chain are 

opportunities for profit with potential conflicts of interest (National Academies of 

Sciences, Engineering, and Medicine, 2018).   

Further, the ways in which physicians are reimbursed for oncology drugs is also 

important to consider in the context of a value discussion. Most oncology drugs (e.g., 

chemotherapy) are not dispensed at the pharmacy but within a health care system or in a 

physician’s office (Institute of Medicine, 2009). These drugs are often covered for those 

with insurance via the medical benefit under private insurance or under Medicare Part B 
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(Medicare Payment Advisory Committee, 2017). Beginning in 2006, Medicare began to 

reimburse Part B drugs at a rate of Average Sales Price (ASP) plus six percent which 

created what has been referred to as “perverse” incentives because higher-cost drugs 

created higher margins for the prescribing physicians (Institute of Medicine, 2009). 

Medications with a higher ASP equate to a higher payment for the provider.  

Health Economics and Price Transparency. The United States operates under a 

capitalist economic structure, which largely views health care as a commodity rather than 

a right or a public good, as it is in many other countries (McKee & Stuckler, 2012; 

Mossialos et al., 2017). This capitalist approach to health care is guided by what 

economist Adam Smith called the “invisible hand” to “drive efficient allocation of 

resources” (Institute of Medicine, 2009, p. 34). In theory, consumers make choices based 

upon what they are willing to pay, and consequently manufacturers set market prices 

based upon that consumer willingness to pay (Institute of Medicine, 2009). “Value is the 

price an object will bring in an open and competitive, or free, market as determined by 

the consumer” (Dahl, 2016, p. 23S). However, this theory operates on the assumption of 

well-informed consumers who can understand and pay out-of-pocket for, and therefore 

feel the impact of, full costs for products (Institute of Medicine, 2009). A scenario in 

which individuals have the opportunity (and can act upon the opportunity) to make 

choices based on ample, transparent information that ultimately drive a fair market price 

does not customarily exist in health care.  

Consumers typically make decisions about purchasing goods and services after 

reviewing the alternatives and determining what they are willing to spend their money on. 

The “invisible hand” of markets ensures that prices align with value. Yet, in the US 
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health care system, value, price, and cost are not well aligned because the various 

stakeholders often lack comprehensive information and/or choice upon which to base 

their decisions (Danzon & Taylor, 2009). For example, health spending among those with 

private insurance varied by more than a factor of three across the U.S. and hospital-

negotiated transaction prices vary significantly across, and within, regions of the United 

States (Cooper et al., 2015). Although Medicare prices paid to hospitals are public, 

private insurance negotiations are seen as commercially sensitive and unavailable to the 

public (Cooper et al., 2015).  

In a commodified, capitalist approach to health care, health insurance exists to 

protect consumers from financial risk. Within the school of Keynesian economics, 

personal liberties should be preserved through capitalism, yet interventions into 

institutions and policies should occur in order rectify inequalities of income and wealth 

(Harrod, 1951). Insurance and health care safety nets are one such example. Yet, some 

argue that because individuals with health insurance coverage are shielded from that risk, 

they also do not experience price sensitivity that leads to moral hazard (Institute of 

Medicine, 2009; Danzon & Taylor, 2009). In other words, patients with generous health 

insurance coverage may overuse health services and patients with less generous or no 

coverage may underuse services that they deem unaffordable (Xu et al., 2017). Health 

insurance may insulate insured patients from being true “consumers” in the way Adam 

Smith defined. As a result, insurers implement cost sharing mechanisms such as co-pays 

and co-insurance in an attempt to mitigate moral hazard (Institute of Medicine, 2009). 

Yet, this mitigation is not always successful as cost sharing for some services is relatively 
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low and stop-loss measures exist to limit a patient’s expenses (Institute of Medicine, 

2009). 

Cancer Treatment Costs. Drug expenditures are rising more quickly than other 

aspects of cancer care, representing the largest costs to Medicare and hospital pharmacies 

(Schnipper & Bastian, 2016). Drug prices in the United States are typically two to six 

times higher than in other industrialized nations (Bach & Pearson, 2015). Over a four-

year period, the costs to treat cancer ranged from $101,000 for breast cancer to $165,000 

for colorectal cancer and $282,000 for lung cancer (Milliman, 2017). The average price 

of an episode of cancer treatment in the U.S. is $65,900 (National Academies of 

Sciences, Engineering, and Medicine, 2018). The newest, most novel treatments are often 

the most costly (Institute of Medicine, 2009), such as the first two FDA-approved 

chimeric antigen receptor T-cell (CAR-T) therapies with list price tags of $373,000 and 

$475,000 for a single course of therapy. Specialty oncology drugs, in general, cost the 

U.S. $95 billion in 2013 (Nabhan & Feinberg, 2017). Widespread adoption of 

immunotherapies could cost the U.S. $174 billion annually (Cooper et al, 2017). In 

addition to high drug costs, “expanded indications for extended adjuvant therapy for 

many cancers, advanced imaging, and new approaches to radiation treatment, have 

contributed to exploding cancer costs” (Ganz, 2016, p. 878). Combined with the rapid 

growth in the number of new cancer survivors, the aging of the population, and increased 

fragmentation among providers, expenses in the cancer care system, including for 

patients and systems, continue to grow (Ganz, 2016).  

Cancer Treatment Efficacy. While progress has been made in the development 

of novel cancer therapies, with some leading to significant improvements in outcomes for 
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certain cancers, there is also a wide array of cancer treatment options available to patients 

and providers with only limited differences in efficacy and toxicity (Schnipper et al., 

2016). These treatments can vary widely in cost (Schnipper et al, 2016). Higher spending 

levels on cancer care have not shown to improve population level health care outcomes 

and questions exist regarding whether increased spending leads to improved survival 

(Callahan and Darzi, 2015). It is also questionable whether the latest diagnostic and 

therapeutic options result in over diagnosis, overtreatment, and minimally beneficial 

treatments (Callahan & Darzi, 2015). When we implement technologies with very small 

benefits that ultimately lead to higher levels of health care spending, which is known as 

flat of the curve medicine (Garrison, 2016).  

Cancer Patient Costs. Patient out-of-pocket expenses have risen in conjunction 

with overall costs of care. Approximately 30% of cancer survivors report experiencing 

financial hardship (Banegas et al., 2016) and 32% of cancer survivors report being 

worried about medical debt (Yabroff et al., 2015). One-third of adult cancer survivors 

reported cancer-related financial distress (Kent et al., 2010). Average out-of-pocket costs 

for cancer patients in the first year after diagnosis are over $1,000 and some cancer 

patients may pay $10,000 in out-of-pocket expenses before comprehensive insurance 

coverage kicks in (Banegas et al., 2016). In one study, approximately one-quarter of well-

insured cancer patients found the cost of care to be a major financial burden and one third 

used most or all of their savings to cover the costs of care (Cagle et al., 2016). In 2015, 

approximately 20 percent of Americans did not fill at least one prescription due to cost 

and two thirds of personal bankruptcies in the U.S. are due to medical costs (National 

Academies of Sciences, Engineering, and Medicine, 2018).   
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Financial toxicity, which has been used to describe the fiscal hardships faced by 

cancer patients (Zafar, 2016), can lead to behaviors that put the patient at physical, 

emotional, and financial risk, such as skipping doses, exhausting savings, or facing 

bankruptcy (Bach & Pearson, 2015). One study found that 7.8% of cancer survivors forgo 

medical care and 9.9% forgo prescription medications because of cost (Weaver et al., 

2010). Patients with cancer are over twice as likely to experience bankruptcy as patients 

with other diseases (Ramsey et al., 2013). The Cancer Support Community (CSC) (2016) 

found that the top patient concerns related to health insurance were high out-of-pocket 

costs, high deductibles, high premiums, and high co-pays for medication.  

Further, patients (and even providers) are often unaware of the cost burden of 

cancer treatment until after they receive a bill. Providers may be reluctant, even if they 

have the information despite complex and opaque payment systems, to discuss the cost of 

care with patients (Blayney, 2016). Providers must make difficult decisions such as 

offering patients high-cost therapies that sometimes may not be covered by their 

insurance plan. There may also be a more nefarious situation in which providers 

maximize charges, choosing high-cost treatments, and ultimately shift a significant cost 

burden to patients (Callahan & Darzi, 2015).  

Cancer Care Value 

The rising costs of cancer therapies and the concordant financial toxicity for 

patients has led scholars, health care providers, and organizations to question the value of 

new treatments (Mariotto et al., 2011; Neumann et al., 2015; Ramsey et al., 2013; Zafar 

et al., 2013). Some experts argue that certain drug prices are not consistent with the 

benefit delivered (Bach & Pearson, 2015). The value debate has centered upon this 
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balance between high costs and modest benefits (Greenberg et al., 2013). According to 

Callahan and Darzi (2015): 

The value challenge is this: how to expand access to high-quality, patient-

centered cancer care in a world where more people with higher 

expectations develop cancer more often and use ever more expensive 

treatments at a time of decreasing public money to spend per person (p. 

1564). 

Ramsey and Schickedanz (2010) argue that society must agree upon a common 

definition of value if we expect to improve outcomes and reduce uncontrolled spending. 

Yet, value is both challenging to quantify and particularly difficult to understand and 

therefore explain to patients, payers, and policymakers (Blayney, 2016). An explosion of 

scientific knowledge, discovery, and technology has ushered in a new era of health 

outcomes, while at the same time making it more challenging to determine value 

(Mandelblatt et al., 2017). Porter (2010) states that: 

In any field, improving performance and accountability depends on having 

a shared goal that unites the interests and activities of all stakeholders. In 

health care, however, stakeholders have myriad, often conflicting goals, 

including access to services, profitability, high quality, cost containment, 

safety, convenience, patient-centeredness, and satisfaction. Lack of clarity 

about goals has led to divergent approaches, gaming of the system, and 

slow progress in performance improvement (p. 2477). 

In the simplest terms, value has been defined as treatment benefit weighed against 

financial cost (Institute of Medicine, 2009). Blayney (2016) states that survival is the 
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most valuable outcome in cancer. Given et al. (2016) state that value may hinge upon 

“modest reductions in progression, tolerable adverse side effects, and out-of-pocket costs 

that are not ruinous” (p. 1215). The American Society of Clinical Oncology (ASCO) 

defines value as the highest quality of care delivered with the lowest toxicity at the lowest 

cost (Schnipper et al., 2015). Neuss et al. (2016) equate value with “reducing cost while 

preserving or enhancing quality” (p.135). The United States Food and Drug 

Administration’s (FDA) gold standard of clinical benefit is clinical efficacy, such as 

overall survival, followed by validated surrogate endpoints that are reasonably likely to 

predict clinical benefit (Institute of Medicine, 2009).  

A more comprehensive view of value includes concepts of safety, effectiveness, 

patient-centeredness, timeliness, efficiency, and equity (Institute of Medicine, 2010). 

Malin (2013) defines value as the “patient health outcomes achieved per dollar spent” 

integrating quality, safety, patient-centeredness, and cost containment (p.116). Malin 

(2013) also points to quality of life as a component of value that is critical to patients yet 

is often undervalued by the health care system. Although the FDA is supportive of using 

health-related quality of life as a clinical trial endpoint, evidence generation has proven 

difficult and no drugs have been approved solely based upon that criterion (Institute of 

Medicine, 2009). In 2009, an analysis of all clinical trials on www.clinicaltrials.gov 

found that only 12% included a patient-reported outcome and only nine percent of 70 

FDA labels included patient-reported data (Institute of Medicine, 2009). The FDA (2016) 

defines a patient-reported outcome as: 

A measurement based on a report that comes directly from the patient 

about the status of a patient’s health condition without amendment or 
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interpretation of the patient’s response by a clinician or anyone else. A 

PRO can be measured by self-report or by interview, provided that the 

interviewer records only the patient’s response. Symptoms or other 

unobservable concepts known only to the patient (e.g., pain severity or 

nausea) can only be measured by PRO measures. PROs can also assess the 

patient perspective on functioning or activities that may also be observable 

by others (p. 3).  

In 2016, the 21st Century Cures Act was passed into law and required the FDA to 

make a public statement about the use of patient experience data (PED) in the approval of 

drug applications. Patient experience data was defined in the 21st Century Cures Act 

(2016) as: 

data that are collected by any persons and are intended to provide 

information about patients’ experiences with a disease or condition. 

Patient experience data can be interpreted as information that captures 

patients’ experiences, perspectives, needs, and priorities related to (but not 

limited to): 1) the symptoms of their condition and its natural history; 2) 

the impact of the conditions on their functioning and quality of life; 3) 

their experience with treatments; 4) input on which outcomes are 

important to them; 5) patient preferences for outcomes and treatments; and 

6) the relative importance of any issues as defined by patients.  

A 2019 analysis of this collection and reporting of data found that 48 of 59 drug 

applications approved by the FDA in 2018 contained a patient-experience data table, and 

34 of 48 approved drug reviews that included the patient-experience data table reported 
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using patient-experience data in the review. Overall, Kieffer et al. (2019) found that 33 of 

48 approved drugs reviewed considered some type of patient experience data. However, 

the type of data submitted was most likely to be patient-reported outcomes which tend to 

be more quantitative in nature and have historically been the type of PED incorporated 

into drug approvals (Kieffer et al., 2019). Kieffer et al. (2019) also state that: 

other sources of patient experience data such as studies designed to gather 

patient input around disease or treatment burden, experiences during or 

after a clinical trial, patient preference, or other information gleaned from 

meetings with patient groups such as PFDD [Patient-Focused Drug 

Development] meetings and/or summary reports, appear to be considered 

less frequently by FDA in the context of drug application review (p. 6). 

Patient Definitions of Value. Different stakeholders have different perspectives, 

priorities, and biases regarding value (Phelps & Madhavan, 2017; Ramsey & 

Schickedanz. 2010). Further, value assessments change and evolve as new information 

and options become available, as policies and systems evolve, or as the lives or personal 

situations of patients change. A cancer diagnosis and the resultant treatment can cause 

changes in patients’ values, priorities, activities, relationships, and self-perceptions 

(Lampic et al., 2002). Patients may focus on therapeutic benefits, risks, side effects, net- 

and out-of-pocket costs, and logistical concerns (Phelps & Madhavan, 2017). Further, a 

perception that the patient’s life is in danger can drive an urgency to proceed with new 

technologies, even with limited evidence about effectiveness (Institute of Medicine, 

2009). Patients can often best understand and express their personal preferences with the 

most accuracy (Ramsey & Schickedanz, 2010). However, they may not understand the 
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full cost implications of their chosen treatment or they may consider cost as unimportant, 

inappropriate, or offensive, when facing decisions that can impact mortality (Institute of 

Medicine, 2009). Patients need access to trustworthy information to best understand their 

care options and to help them question the often erroneous association between quantity 

and quality of care (Cassel & Guest, 2012).   

Provider Definitions of Value. Physicians understand the clinical benefits and 

risks of different therapies due to their professional training and experience. Physicians 

may consider the Hippocratic Oath when determining the ensuing patient’s financial 

toxicity of certain treatments (Chandra, Shafrin, & Dhawan, 2016). Physicians may not 

want to disappoint patients by withholding particular treatments. They may also have a 

“powerful motivation to rescue” (Institute of Medicine, 2009, p. 75). One study found 

that 77.5% of oncologists stated that every patient should have access to effective 

treatments regardless of costs, although 81% also stated that they considered patient out-

of-pocket costs when prescribing therapies (Nadler et al., 2006).  

While they take patient concerns into consideration, physicians also balance their 

own financial and litigation risks (Phelps & Madhavan, 2017). Physicians are “imperfect 

agents” on behalf of patients, as they can derive benefit from using technologies and 

treatments that generate additional income for themselves (Ramsey & Schickendanz, 

2010, p.2). Physicians can gain personal income and professional standing from applying 

the most cutting-edge treatments. The use of the blockbuster medication or the brand new 

technology can be tempting for a physician to utilize, independent of patient need, with or 

without personal monetary gain in mind (Ramsey & Schickendanz, 2010).  
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Pharmaceutical companies’ drug prices are based upon both what the market will 

bear and what oncologists are willing to prescribe (Ubel et al., 2015). Physician decisions 

account for approximately 80 percent of health care expenditures (Cassel & Guest, 2012). 

Pharmaceutical companies not only advertise to providers but also provide direct-to-

consumer advertising. These advertisements may lead to patients requesting certain 

medications from their health care providers. Pharmaceutical companies also invest in 

patient assistance programs, which help to lower patient cost-sharing while also 

potentially driving patients towards more costly branded drugs (National Academies of 

Sciences, Engineering, and Medicine, 2018).  

Gidwani-Marszowski et al. (2018) found in their study of 31 oncologists across 

the United States, that they do not share a common definition of value. In fact, 

oncologists in their study defined value in eight different ways including: “1) cost versus 

benefit; 2) cost versus survival; 3) cost versus quality-adjusted life years; 4) holistic care; 

5) quality of life; 6) gold-standard care processes; 7) cost versus gold-standard care 

processes; and 8) meeting patient and family goals” (Gidwani-Marszowski et al., 2018, p. 

932). Gidwani-Marszowski et al. (2018) also found that some oncologists expressed 

concerns about the focus on value. They were worried about the potential for inequalities 

among patients or the loss of autonomy in decision making and an increased focus on a 

reduction in costs (Gidwani-Marszowski et al., 2018). 

Payer Definitions of Value. Health insurers seek to maximize health for 

members (Ramsey and Schickedanz, 2010), while also managing finite resources (Phelps 

and Madhavan, 2017). It has been stated that value is often primarily tied to pricing, 

although in the U.S., public payers (as opposed to commercial payers) are not allowed to 



 

18 
 

explicitly consider cost-effectiveness as a criterion for reimbursement (Lindgren, 

Jonsson, & Wilking, 2017). Although responsible for the regulation of safety and efficacy 

and not payment, it is important to note that the FDA requires that drugs demonstrate 

clinical benefit and safety for the patient, not cost-effectiveness (Institute of Medicine, 

2009). If the drug extends life, improves function, or enhances quality of life, and has na 

acceptable safety profile, the FDA will approve it, regardless of cost (Institute of 

Medicine, 2009).  

Health Care System Value. Ultimately, the U.S. health care delivery system is 

incentivized to reimburse expensive treatments over discussions with patients to define 

their goals, measures to ensure comfort, or planning for the end-of-life (Institute of 

Medicine, 2009). Due to a complex set of policy, regulatory, and practice decisions that 

have accumulated over decades, the health care system encourages volume-driven care, 

whereby physicians, hospitals, and other stakeholders typically function under a fee-for-

service model, increasing profits by delivering more services to more people (Miller, 

2009). Historically, oncology services are no exception, with physician visits, 

diagnostics, and the administration of treatment being billed in independent units. 

Therefore, physician compensation is tied to the number of services provided (Malin et 

al., 2013). Neither quality nor outcomes impact the amount of services provided. When 

individual visits, treatments, and procedures are reimbursed, there is little incentive to 

keep patients healthy, avoid excess care, and reduce errors (Miller, 2009). Physicians are 

not compensated for time spent with patients to understand their personal values or goals 

for treatment which ultimately can result in outcomes that are not meaningfully informed 

by patients and do not reflect their priorities, preferences, or needs.  
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Existing Value Frameworks/Assessments 

Norman, Chalkidou, and Culyer (2018) state that “value assessment is an integral 

component of decision making in health…” (p. 117). Although value assessment occurs 

in many other countries, it is difficult to determine the concept of value, particularly 

because (as noted above) different stakeholders incorporate different factors into their 

assessment. Concerns exist about both the credibility of value analysis (including the 

concept of the value of a human life), as well as the potential impact on patients when 

such assessments are implemented (National Academies of Sciences, Engineering, and 

Medicine, 2018).  

This concept of value assessment is known around the globe as health technology 

assessment (HTA), which has been defined as: 

The systematic evaluation of properties, effects, and/or impacts of health 

care technology. It covers both the direct, intended consequences of 

technologies and interventions as well as their indirect, unintended 

consequences. The approach is used to inform policy and decision-making 

in health care, especially on how best to allocate limited funds to health 

interventions and technologies. (World Health Organization, n.d.b, para 

2).  

 Dozens of HTA organizations exist worldwide. Two of the most well-known are 

the National Institute for Health and Care Excellence (NICE), which provides HTA 

recommendations in the United Kingdom and the Canadian Agency for Drugs and 

Technologies in Health (CADTH), which provides HTA recommendations in Canada. 

The European Society for Medical Oncology (ESMO) also has created a value 
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framework. In the United States, the Agency for Healthcare Research and Quality 

(AHRQ) has a limited technology assessment program which provides assessments to the 

Centers for Medicare and Medicaid Services (CMS) to inform Medicare national 

coverage decisions (AHRQ, n.d.). There are currently no other governmental HTA 

organizations in the United States. As a result, various non-governmental tools have been 

created to assess the value of new drugs (Lindgren, Jonsson, & Wilking, 2017).  
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Figure 2 

Value Assessment Framework/Assessment Overview 
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The tools that have been created in the United States to specifically assess oncology 

treatments include the following (outlined in Figure 2): 

American Society of Clinical Oncology (ASCO). ASCO is a professional 

association of more than 40,000 physicians of all oncology subspecialties (Slomiany et 

al., 2017). The mission of ASCO is conquering cancer through research, education, and 

promotion of the highest-quality cancer care (American Society of Clinical Oncology, 

2016). ASCO produced a conceptual value framework in 2015 (and update in 2016; see 

Figure 3) to “enable a physician and patient to assess the value of a particular cancer 

treatment regimen given the patient’s individual preferences and circumstances” 

(Slomiany et al., 2017; Schnipper et al., 2016, p. 2925). ASCO’s framework incorporates 

“clinical benefit, toxicity, and symptom palliation as derived from a comparative clinical 

trial and combines these elements into a score termed the net health benefit (NHB)” of up 

to 130 points (Schnipper et al., 2016, p. 2925). Patient preferences can be weighted to 

indicate personal priorities such as freedom from symptoms. Bonus points can be 

awarded for desirable outcomes such as symptom palliation, improvement in quality of 

life, or a significant improvement in survival. The framework includes the costs of 

purchasing the medications as well as the patient’s copay for the medication (Schnipper 

& Bastian, 2016). It does not, however, include indirect costs such as costs incurred by 

work missed by the patient or their caregiver, emergency room visits, hospitalizations, or 

physician visits because these concepts are “not easily quantifiable” (Schnipper et al., 

2016, p. 2930).  

At one point, ASCO planned to offer the framework as a software application that 

would allow patients to weight the various elements to reflect their personal preferences 
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and circumstances (Schnipper et al., 2016). The goal would be for the patient to receive 

cost information, and through a shared decision-making process, work with their 

physician to determine the best treatment while also considering the relative financial 

impact (Schnipper et al., 2016, p. 2925). The framework has been divided into one 

version for advanced disease and one for potentially clinical presentations (Schnipper et 

al., 2016, p. 2925). 

Limitations of the ASCO framework include its failure to incorporate all factors 

that are important to patients, even as the ASCO’s value task force is cognizant of their 

importance to patients. PROs, which assess elements such as quality of life, convenience 

of receiving therapy, disruption in activities of daily living, and the ability of a patient to 

achieve personal and professional goals, have not been utilized in the ASCO framework 

due to a perceived lack of evidence and reliability (e.g. lack of comparative clinical trial 

data on these elements) (Schnipper et al., 2016). The ASCO framework has not been 

externally validated, does not include patient input, and does not adjust when a new drug 

is developed or when there is a change in the patient’s disease course (Blayney, 2016).  
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Figure 3 

The ASCO Framework

 

 

Reprinted with permission from the Schnipper, L. E., Davidson, N. E., Wollins, D. S., 
Tyne, C., B., Blayney, D. W., Blum, D.,…& Schilsky, R. L. (2015). Journal of Clinical 
Oncology, 33(23), 2563-2577. 
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Avalere/FasterCures Patient-Perspective Value Framework. Avalere Health, a 

healthcare consulting firm, partnered with FasterCures, a think tank with a goal to “save 

lives by speeding up and improving the medical research system” to create the Patient-

Perspective Value Framework (PPVF; see Figure 4). This framework was created to 

support patients and allow stakeholders (including providers, payers, and manufacturers) 

to contribute to a more meaningful value-based health care system (Seidman et al., 2017). 

Twenty-three organizations contributed to the framework’s development as members of 

the PPVF steering committee. In addition, more than 230 individuals and organizations 

offered feedback to the draft PPVF with approximately 80 percent of the feedback 

directly from patients, caregivers, and patient advocates (Seidman et al., 2017).  

The PPVF includes five domains: 1) patient preferences; 2) patient-centered 

outcomes; 3) patient and family costs; 4) usability and transparency and 5) quality and 

applicability. The PPVF could be incorporated into additional value frameworks and used 

for shared decision making, supporting public health programs, and informing patient-

centered drug development (Dangi-Garimella, 2017). Pilot testing of the PPVF was 

planned for 2019 with ongoing efforts to apply the PPVF to real-world scenarios (Doshi 

et al., 2019). 
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Figure 4 

Avalere/FasterCures Patient Perspective Value Framework Summary 

 

 
 
Reprinted with permission from Seidman, J., Anderson, M., Masi, D., Atkins, M., & 
Japha, M. (2017). Measuring value based on what matters to patients: A new value 
assessment framework. [Blog post]. Retrieved from 
https://www.healthaffairs.org/do/10.1377/hblog20170523.060220/full/. 

 

DrugAbacus. DrugAbacus is an online value assessment tool that was developed 

and launched in 2015 at Memorial Sloan Kettering Cancer Center. Incorporating 54 

cancer drugs, the tool allows users to input information and compare the drug 

manufacturer’s price to one based on value (Drug Pricing Lab, n.d.). This tool 

incorporates efficacy (survival), toxicity, novelty, research and development cost, rarity, 

and population health burden (Neumann & Cohen, 2015). Users can adjust various 

weights on elements such as efficacy and toxicity to reflect their priorities (Neumann & 

Cohen, 2015). A “fair” price is determined by the tool considering the user’s inputs 
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(Neumann & Cohen, 2015). The resulting output is less of a value score, than a 

theoretical price that the treatment “should” cost according to the user (Schnipper & 

Bastian, 2016).  

Less relevant as a decision-making tool for patients and providers, DrugAbacus 

was meant to inform policymakers and other stakeholders on a societal level (Schnipper 

& Bastian, 2016) as well as for research purposes (Nabhan & Feinberg, 2017). While the 

weighting function of DrugAbacus is transparent, other adjustment factors, such as 

population burden, are not as clear (Cohen, Anderson, & Neumann, 2017). While the 

adjustment factors are a distinguishing feature of the tool, several features have been 

criticized for not being patient-centered including: 1) developmental cost premium (a 

hypothetical premium based on the maximum premium that DrugAbacus “should” apply 

to drugs that are expensive to develop); 2) rarity premium (a hypothetical premium based 

on the projected incidence of the disease); 3) population burden premium (a hypothetical 

premium based on the estimated years of life lost due to disease in the U.S. population); 

and 4) novelty premium (was scored by two clinical experts and is a hypothetical 

premium classified into one of three groups: novel mechanism of action, novel delivery, 

or next-in-class) (Cohen, Anderson, & Neumann, 2017). Finally, DrugAbacus data are 

based upon information provided by the FDA on the product label at the time of launch, 

regardless of whether this information has evolved over time (Schnipper & Bastian, 

2016).  

Innovation and Value Initiative (IVI). The mission of IVI is “to advance the 

science and improve the practice of value assessment in healthcare” with a goal to “build 

a platform that facilitates robust and rigorous patient-centered value assessment of health 
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technologies tailored to the needs and interests of individual decision makers” (IVI, n.d.). 

The IVI states that it will “design, conduct, and disseminate research reflecting five 

principles” including: 1) scientific rigor; 2) transparency; 3) patient centricity; 4) 

innovation; and 5) market-based solutions (IVI, n.d.). The IVI value assessment 

framework is “open-source and consensus-driven” (IVI, n.d.). First launched in 

rheumatoid arthritis, IVI modeled a value assessment in non-small cell lung cancer in 

2019. IVI models are transparent, with the source code available to anyone (Neumann, 

2019).  

Institute for Clinical and Economic Review (ICER). ICER is a non-profit 

organization that was launched in 2005 and “objectively evaluates the clinical and 

economic value of prescription drugs, medical tests, and other health care and health care 

delivery innovations.” (Institute for Clinical and Economic Review, n.d., para. 1). The 

goal of ICER value assessments, which were launched in 2015, are to inform society, 

policymakers, and payers (Schnipper et al., 2016). ICER selects a drug, device, 

procedure, or delivery system innovation (such as a specific cancer care treatment), 

develops a scoping document to introduce the research protocol and model specifications, 

and develops an overall evidence rating that assesses the magnitude of the difference in 

net health benefit and the level of certainty that you have in that estimate (Institute for 

Clinical and Economic Review, n.d.). ICER establishes a value-based benchmark for 

specific drugs (Slomiany et al., 2017). It has been noted that ICER’s goal of assessing 

drugs in all therapeutic areas is “startlingly difficult task” (Bentley et al., 2017, p. 203). 

ICER relies on its Value Assessment Framework, which outlines the key domains 

that contribute to the overall consideration of value (Institute for Clinical and Economic 
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Review, n.d.). The value rating incorporates incremental cost-effectiveness analysis plus 

care value components, comparative clinical effectiveness, other benefits and 

disadvantages, contextual considerations, and budget impact (Neumann & Cohen, 2015). 

The cost-effectiveness ratio must not exceed a threshold ranging from $50,000 to 

$150,000 per quality-adjusted life year (QALY). 

The organization utilizes “long-term value for money” as its primary anchor 

(Institute for Clinical and Economic Review, n.d., para. 9) and incorporates both cost 

effectiveness and well as budget impact into their determination of value. Value assessors 

like ICER that utilize cost-effectiveness analysis, depend largely on “direct costs and 

individual health benefits (ie, QALYs)” (Reed et al., 2019, p. 519).  

ICER states that it promotes the inclusion of patients throughout its value 

assessment process. However, patient-centeredness has not been sufficiently achieved, 

particularly as elements important to patients’ individual values may not be included 

(Bentley et al., 2017) and true patient partnership opportunities have not been offered 

(Perfetto, 2017). Although ICER revised its assessment framework in 2017 and 

emphasized a focus on patient needs, it is “unclear how this rhetoric will influence ICER 

evaluations” (Neumann & Cohen, 2017, p. 978). ICER released an updated framework in 

2020.   

National Comprehensive Cancer Network (NCCN). NCCN is a not-for-profit 

alliance of 27 leading cancer centers devoted to patient care, research, and education and 

is dedicated to improving the quality, effectiveness, and efficiency of cancer care so that 

patients can live better lives (National Comprehensive Cancer Network, n.d.a). NCCN 

promulgates guidelines that detail the sequential management decisions and interventions 
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in 97% of cancers affecting U.S. patients (National Comprehensive Cancer Network, 

n.d.a). NCCN built upon its guidelines in 2015 with an “evidence blocks” system to 

evaluate efficacy, safety, evidence quality, evidence consistency, and affordability 

(Neumann & Cohen, 2015). The evidence blocks were created to “provide the health care 

provider and the patient information to make informed choices when selecting systemic 

therapies based upon measures related to treatment, supporting data, and cost (National 

Comprehensive Cancer Network, n.d.a, para. 2). Synthesis of the overall grading system, 

which ranks each element from one (least favorable) to five (most favorable), is left to the 

user (Neumann & Cohen, 2015). NCCN addresses affordability and grades the concept 

on a scale from one to five but does not explain the rationale behind the score (Neumann 

& Cohen, 2015).  

NCCN’s evidence blocks are simple to use but subjective, without specificity 

defined for each level of scoring. For example, it is unclear how costs are determined in 

the affordability domain, nor the specific thresholds for “very expensive” versus “very 

inexpensive” (Schnipper & Bastian, 2016). The evidence blocks focus only on clinical 

outcomes related to survival and drug costs; exclude the full range of costs associated 

with an intervention; are limited to clinical trial evidence which restricts applicability to 

the general population; and exclude relevant outcomes needed to determine societal or 

patient value such as the impact on quality of life (Mandelblatt et al., 2017). 

Value Assessment Methodologies 

Below, I outline methodologies used in the various frameworks that have been 

designed to assess value in health care. Economic evaluation techniques involve “the 

systematic appraisal of cost and benefits of projects, normally undertaken to determine 
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the relative economic efficiency of programs” (U.S. National Library of Medicine, 2014). 

It has been argued these economic evaluation techniques (such as cost-minimization, 

cost-effectiveness, cost-utility and cost-benefit analysis) are warranted as they can 

promote more efficient and effective solutions when free markets fail to produce them in 

the health care sector (Evans and Hurley, 1995). These methodologies have been useful 

in depicting population health and are utilized throughout the value assessments in this 

study. However, they do not capture the transition from highly-lethal acute diseases to 

disabling chronic conditions (Prieto & Sacristán, 2003) nor do they truly capture patient 

preferences or values.  

Economic Evaluation. Economic evaluation compares the costs and outcomes of 

health care interventions (Earle, Coyle, & Evans, 1998) as measured by mean costs that 

can be calculated financially (Davies et al., 2012). Health care decision making is 

informed by the evidence generated through economic evaluations of treatments 

(Simeons & Dooms, 2011). Full economic evaluations compare at least two alternative 

interventions including the “most used” option and, if appropriate, a “do nothing” 

alternative (Earle, Coyle, & Evans, 1998). These economic evaluations ultimately 

determine how much society is willing to pay for the life of a patient (Simeons & Dooms, 

2011).  

It is critical that economic evaluations consider all relevant resources and costs 

(i.e., those that have been quantified accurately and valued credibly) including direct 

treatment costs, direct non-treatment costs, indirect costs, and intangible costs (Earle, 

Coyle, & Evans, 1998). Health care costs include: 1) health resources such as staff and 

overhead; 2) the physical units of those resources such as type of staff and equipment or 
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amount of time spent on activities; and 3) appropriate unit costs based on market prices 

or price weights. Nonmedical care includes social services to patients, and caregivers 

along with costs incurred due to time off from work, travel costs, out-of-pocket fees, etc. 

(Bergmo, 2015).  

Cost Effectiveness Analysis (CEA). CEA is the most common economic 

evaluation (Earle, Coyle, & Evans, 1998) used to asses “gains in health relative to the 

costs of different health interventions” (Jamison et al., 2006, p. 42). CEA seeks to 

maximize health under budget constraints (Russell, n.d.) and is used when a new 

treatment is more costly than the standard treatment (Institute of Medicine, 2009). CEA is 

determined by dividing the cost of an intervention in monetary units by the expected 

health gain (Jamison et al., 2006) such as life years gained or deaths prevented (Centers 

for Disease and Control Prevention, n.d.a) 

Jamison et al. (2006) point to CEA utilization in public health as a way to identify 

interventions that are both relatively inexpensive and can potentially reduce disease 

burden. The approach is utilized when the interventions being studied have differing 

effectiveness and incorporate outcomes and costs (Earle, Coyle, & Evans, 1998). CEA 

can be used to redirect resources more effectively (Jamison et al., 2006).  

Standard CEA measures effectiveness of intervention across the same health 

problem (Bergmo, 2015) and is measured in “natural units, such as life years gained, 

cases successfully treated, or cases averted” (Earle, Coyle, & Evans, 1998, p. 476). 

Outcomes are analyzed based upon direct costs per unit of effectiveness. CEA does not 

look at factors beyond cost and unit of measurement leaving out components such as 

toxicity, inconvenience, or quality of life (Earle, Coyle, & Evans, 1998).  
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CEA is not a perfect analysis for direct use in policymaking as it treats all health 

gains equally. Decision makers may need to take other factors into account including the 

fact that different interventions may reach different populations. CEA does not account 

for non-health benefits such as the ability of a patient to return to work or care for 

children, making CEA comparisons only worthwhile when comparing interventions’ 

efficiency at improving health (Jamison et al., 2006). 

Although some value frameworks incorporate CEA, it is important to note that it 

is not ideal for dissimilar treatments or conditions (Earle, Coyle, & Evans, 1998). The 

quality of CEA is also limited by the quality of available evidence with randomized 

controlled trials or systematic reviews considered the gold standard (Jamison et al., 

2006).  

Cost Benefit Analysis (CBA). CBA attempts to determine if the benefits of an 

intervention outweigh the cost (Earle, Coyle, & Evans, 1998). CBA compares all benefits 

to all costs of an intervention (World Health Organization, n.d.b). CBA assigns a 

monetary value to each year of life unlike CEA which focuses only on health benefits 

that are not monetized (Jamison et al., 2006). CBA allows the aggregation of health and 

non-health benefits (Russell, n.d.). However, the attempt of placing monetary value on 

human life is inherently problematic making true CBAs in health care analysis rare 

(Earle, Coyle, and Evans; 1998).  

Cost Utility Analysis (CUA). CUA is a type of CEA in which the outcome is 

measured via “healthy years” which are valued via metrics such as the Quality Adjusted 

Life Year (QALY). CUA allows for the use of one generic measure of health 
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improvement, which allows for direct comparison regardless of health effect (Bergmo, 

2015).  

Quality Adjusted Life Year (QALY). The QALY was originally created as a 

theoretical tool and measure of health effectiveness for cost-effectiveness analysis 

(Weinstein, Torrance, & McGuire, 2009) and is widely recognized and endorsed 

(Lipscomb et al., 2009). The QALY has been used in a range of settings including 

governmental agencies, managed care organizations, and health care payers (Kind et al., 

2009). QALY and cost-per-QALY inform discussions and policy decisions regarding the 

allocation of health care resources (Vainiola et al., 2011). However, in the United States, 

the QALY has historically not been systematically used for medical treatments (Institute 

of Medicine, 2009).  

The objective of decision makers utilizing QALY is to “maximize health or health 

improvement across the population subject to resource constraints” (Weinstein, Torrance, 

& McGuire, 2009). The amount society is willing to pay to treat patients is often 

expressed through the QALY. The QALY combines morbidity (quality of life) with 

mortality (quantity of life) to help determine the value of a specific health care 

intervention (Prieto & Sacristán, 2003).  

Quality of life is quantified based on the concept of “utility” (Prieto & Sacristán, 

2003). Health utilities “represent subjective preferences of individuals and provide 

quantitative estimates of health states” (Garza & Wyrwich, 2003, p. 360). Health utilities 

are typically calculated using rating scales (including the QALY), time trade-offs (TTO), 

or the standard gamble (SG). Rating scales are the simplest method, allowing individuals 

to rank health outcomes from least to most preferred. Rating scales are typically anchored 
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by the worst health outcome (e.g., death or states worse than death) up to the best health 

outcome (e.g., perfect health). Health states in between the two anchors form a 

continuum (Garza & Wyrwich, 2003). 

In QALY measurement, health states that are more desirable have a greater utility. 

Utilities range from zero to one, with zero equating to death and one equating to perfect 

health. There are also states considered worse than death. A QALY value is determined 

by multiplying the year of life by the utility value. In other words, one year of life lived in 

perfect health equates to one QALY. One year of life lived in a state that is equivalent to 

0.5 (e.g. bedridden) equates to 0.5 QALYs. This means that half a year lived in perfect 

health is equal to a full year in a health state equal to 0.5 (Prieto & Sacristán, 2003). 

Cost-effectiveness thresholds are utilized in pharmacoeconomics to represent the 

maximum cost-per-QALY that society is willing to pay to provide treatment to a patient 

(Simeons & Dooms, 2011). The longtime benchmark used by decision makers to 

determine cost effectiveness has been $50,000 per QALY gained (Neumann, Cohen, and 

Weinstein, 2014). Recently researchers have been considering a threshold of two to three 

times the per capita annual income, which allocates a U.S. threshold of $110,000 to 

$160,000. Still others have argued for a threshold of up to $300,000 to allow for increases 

in health care spending and associated health gains. This amount translates to society’s 

cost effectiveness threshold, or what it is willing to pay for health care improvements. 

Health interventions with ratios below $50,000 are deemed more favorable as health 

gains are maximized while costs are kept relatively low. Critics point out that these 

figures have been convenient but are arbitrary round numbers for the most part 

(Neumann, Cohen, & Weinstein, 2014). The QALY has endured even as the “United 
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States has legislated against the explicit use of cost-per-QALY thresholds, and has held 

its own even though common sense might dictate that it should be updated to reflect 

inflation and economic growth” (Neumann, Cohen, & Weinstein, 2014, p. 796).  

The QALY may not capture the full range of components necessary for individual 

decision-making (Allen et al., 2017). The QALY only captures some of the benefits 

created by a health care intervention and does not always capture the complexities, 

preferences, or full health and well-being of patients (Cohen & Looney, 2010; 

International Society for Pharmacoeconomics and Outcomes Research, 2017). It also 

does not incorporate preferences regarding the weight given to health gain and has been 

criticized for being discriminatory against certain patient groups such as people with 

disabilities (International Society for Pharmacoeconomics and Outcomes Research, 

2017). The QALY operates from the premise that a more desirable health state is deemed 

more valuable (Weinstein, Torrance, & McGuire, 2009). However, a critical question is 

“value to whom?” (Reed et al., 2019; Weinstein, Torrance, & McGuire, 2009) The 

desirability of a health state is measured via “preference surveys in which standard 

gambles, time trade-offs, or visual analog scales are used to assess preferences for 

specified disease states” (Weinstein, Torrance, & McGuire, 2009, p. S5). As a result, the 

QALY was not created to be an individual decision-making tool (Weinstein, Torrance, & 

McGuire, 2009).  

Other limitations of the QALY may stem from its original purpose. The QALY 

was derived in the 1960s in response to dialysis for end-stage renal disease and may not 

be applicable to current cancer care cost scenarios (Nabhan & Feinberg, 2017). The 

United States has been far more reticent to use the QALY in health care decision making 
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than the United Kingdom (Garrison, 2016). The National Health Service and the National 

Institute for Health and Care Excellence (NICE) in the United Kingdom (which have a 

much different and more universalized health care system than the United States) have 

been incorporating explicit economic factors into the development of clinical guidelines 

for over a decade (Garrison, 2016). Although the QALY remains the standard metric by 

which to assess the cost effectiveness of health care intervention value, there remain 

ethical, conceptual, and operational concerns regarding its use (Prieto & Sacristán, 2003). 

Although economic evaluations are conducted in the United States, they are largely not 

utilized in policy and practice in part because there are limited incentives to make 

challenging decisions regarding insured patients. Depending on the patient, decisions can 

also be heavily influenced by individual/provider decision making, public health 

considerations, or insurance company or government (in the case of Medicare and 

Medicaid) policy. Further, opposition to cost effectiveness analysis of medical treatments 

in the United States has been significant. For example, Oregon’s Medicaid program 

began to rank medical procedures based upon cost effectiveness. Following the denial of 

a woman’s $4,000 per month lung cancer treatment, the experiment was abandoned due 

to backlash (Carroll, 2014). 

The QALY is a tool to measure health, not wellbeing (Drummond et al., 2009). 

Patients do not use the concept of “utility” in their decision-making processes (Perfetto, 

2018). Other factors such as function, quality of life, family impact, and social burden are 

at the forefront of their minds when determining which treatments to use, ultimately 

making both the QALY and CEA not patient-centered approaches to assess value 

(Perfetto, 2018). The QALY cannot address many concepts that may be important to 
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patients such as the value of hope for a patient to live long enough to experience another 

future treatment or even cure (Reed et al., 2019).  

The cost-per-QALY ratio is a measure of efficiency, and not a measure of 

“fairness” (Drummond et al., 2009). The QALY values “perfect health” leaving 

individuals with disabilities or those living with chronic conditions discounted 

(Partnership to Improve Patient Care, 2017). The QALY also does not take into account 

individual preferences and “given the same information, different individuals would and 

do make different choices among health interventions…” (Garrison, 2009, p. S37). In real 

life health care decision-making, a multitude of individual, societal, and environmental 

factors play a meaningful role. However, QALY relies on generic measures aggregated 

across populations, which puts it in opposition with patient-centered care.   

Disability-Adjusted Life Year. Similar to QALYs, DALYs combine morbidity 

and mortality. It summarizes overall burden of diseases (World Health Organization, 

n.d.b). One DALY equates to the loss of one year of full health (World Health 

Organization, n.d.b).  DALYs illustrate the “total number of years lost to illness, 

disability, or premature death within a given population” National Institutes of Mental 

Health, n.d.). “Using DALYs, the burden of disease that cause premature death but little 

disability (such as drowning or measles) can be compared to that of disease that do not 

cause death but do cause disability (such as cataract causing blindness)” (World Health 

Organization, n.d., para 1).   

Cancer Care Value Discussion 

The concept of cancer care value has been an area of academic, policy, and 

practical focus for several decades, but has become increasingly salient in the current era 
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of ever-increasing treatment costs and the movement from fee-for-service to outcomes-

based health care. As outlined above, the field of cancer care value has largely focused on 

treatment benefits and costs, typically identified as the overall health outcomes achieved 

as a result and the financial cost of the treatment.  

While most stakeholders recognize the need to rein in health care costs, these 

value frameworks may oversimplify complex issues and ultimately limit patient access to 

necessary treatments (Perfetto et al., 2017). Additionally, while value assessment 

frameworks have shifted from theoretical exercises to real-world use, their consequences 

are “very real” and it has been argued that they are not yet “ready for prime time” (Reed 

et al., 2019, p.518). “No single perspective can represent the interests of all participants 

in value-based decisions” (Mandelblatt et al., 2017, p. 186). Any approach that utilizes 

rigid, single metrics is not sufficient as patients view value broadly and in a multifaceted 

manner (Perfetto, 2018).  

While the interest in value assessments gains traction, there continues to be a lack 

of consensus regarding the appropriate structure and components of these tools 

(Mandelblatt et al., 2017). As the field of value assessment moves forward, the patient-

centered aspect of such analyses must be at the forefront of such efforts (Mulvey & 

Peppercorn, 2017). 

Inclusion of Patient Perspectives in Value Assessment. Individual patient 

disease characteristics are not considered by many of the value frameworks, nor do any 

of the frameworks consider short- or long-term value from the individual patient 

perspective. Yet, value to the individual patient is considered by stakeholders (including 

patients, patient advocates, and pharmaceutical and medical device manufacturers) to be 
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the most important factor in any assessment (Slomiany et al., 2017). Many of the 

framework developers have not comprehensively assessed value as they do not include 

individual patient or provider value systems (Bentley et al., 2017) and operate under a 

narrow and static concept of value, focusing predominantly on clinical and economic 

outcomes, overlooking concepts including quality of life, severity of disease, and daily 

functioning (Sorenson et al., 2017). Patient advocacy organizations have outlined a host 

of missing factors that are important to patients and caregivers such as “personal 

aspirations, productivity, out-of-pocket costs, hope, convenience, and certainty of 

prognosis or treatment (Sorenson et al., 2017, p. 300).  

Some argue that the relative weights of therapy attributes should be based on 

patient preferences and should be transparent (Cohen, Anderson, & Neumann, 2017). 

Garrison et al. (2018) note that individuals value identical health gains differently based 

on personal incomes and differences in preferences for spending on health care versus 

spending on other items of value outside of health care. People also differ in terms of 

what they are willing to trade off in terms of mortality and quality of life. Yet, payment 

and incentives in the health care system are based on population averages (Garrision et 

al., 2018).  

Bentley et al. (2017) state that comprehensive patient-engagement is necessary to 

achieve true value, which the National Health Council (2016) defines not only as quality 

of life or patient-reported outcomes, but also as patient engagement throughout the 

development of the framework and the value assessment process. Westrich and Buelt 

(2019) found the current value frameworks (including oncology as well as other 

frameworks created to determine value in other disease states) to lack patient-
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centeredness (as well as other areas of caution including lack of transparency, limited 

evidence base, untested methods, confusing output, and lack of system-wide perspective). 

The inclusion of patients in value assessments is supported by various entities. The 

National Health Council (2016) highlights the domains of a meaningful patient-centered 

value model including patient partnership, transparency to patients, inclusiveness of 

patients, diversity of patients/populations, outcomes patients care about, and patient-

centered data sources. The Pharmaceutical Research and Manufacturers of America 

(PhRMA) (n.d.) call for value assessment frameworks to ensure a strong role for 

physicians and patients as they bring essential expertise and perspective and should play 

a central role. The National Pharmaceutical Council (n.d.) states that interested 

stakeholders should be involved in the assessment process to represent all perspectives. 

Dubois and Westrich (2017) agree that as patients are the recipients of health care 

services, frameworks should incorporate components of value that are important to them. 

Not including the patient perspective can lead to assessments that do not accurately 

estimate a therapy’s value (DuBose & Westrich, 2017). Comprehensive value 

frameworks accommodate different values and any approach utilizing a single 

perspective will be inadequate and incomplete (Phelps & Madhavan, 2017).  

A common deficit of many current oncology value frameworks is at a minimum 

the lack of consideration of PROs important to patients, the full range of patient 

experience outcomes, and meaningful patient engagement. Noted throughout the 

literature, PROs were either not included in many assessments, or they were considered 

but discarded due to a “lack of evidence” regarding the best way to incorporate and 

analyze them. Data that are meaningful to patients are generally excluded from many of 
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the aforementioned value tools. This can result in value assessments that largely ignore 

the real-world implications of the patient experience.  

Beyond Efficacy, Toxicity, and Cost. The needs of patients differ from those of 

payers or providers and as such, frameworks must go beyond clinical outcomes and costs 

(National Health Council, 2016). Value frameworks missing the relevant trade-offs can 

result in both incomplete reports to patients and ultimately misuse of the frameworks 

(Allen et al., 2017). Bentley et al. (2017), in their analysis of the reliability and validity of 

some of the frameworks outlined in this study, note that they include only two of the six 

Institute of Medicine defined elements of value—effectiveness and safety, leaving out 

patient-centeredness, timeliness, efficiency, and equity.  

There is a need for measures that combine “clinical performance, appropriate use 

of resources, and measurement of outcomes and experiences to achieve an accurate and 

fair assessment of the value obtained by patients and the health-care system overall” 

(Neuss et al., 2016, p. 135). Value frameworks that incorporate only one cost, such as 

drug acquisition costs, ignore the full range of factors and consequences that determine 

value including those of drug administration and supportive care, patient time and travel 

costs, as well as toxicity and other burdens. Blanket measurements of components such 

as side effects fail to gauge the nuances of how different treatments impact different 

patients. This not only includes the differing types of side effects experienced by different 

patients, but also the intensities, duration, and ability of patients to tolerate the effects. 

There has also been criticism of the inclusion of primarily active therapies in frameworks, 

leaving out less aggressive approaches (such as active surveillance or palliative 

interventions) that may better match patient preferences (Mandelblatt et al., 2017).  



 

43 
 

Many of the frameworks do not include the full range of available evidence and 

focus sometimes exclusively on clinical trials (Sorenson et al., 2017). Randomized 

controlled trials (RCT) are seen in value assessments as the “gold standard.” However, 

due to their inherent purpose—to minimize selection bias—RCTs are typically not 

representative of the diverse, real-world patient populations they were meant to represent 

(Slomiany et al., 2017). The IOM (2009) states that RCTs may not be predictive of real-

world costs. Therefore, assessments that include consensus or combined analyses with a 

variety of diverse endpoints are better able to determine therapeutic value from a 

population perspective (Slomiany et al, 2017). Sorenson et al. (2017) criticize 

frameworks that are not inclusive of real-world or patient-generated data. In addition to 

RCTs, observational evidence, comparative cohort studies, patient registries, and 

systematic reviews should be considered during value assessments (Sorenson et al., 

2017).  

Finally, many of the value frameworks include only short-term outcomes and are 

not updated in real time as additional data become available. This could devalue certain 

advances, particularly those with longer-term clinical benefits. Frameworks must be 

dynamic and flexible enough to reflect evolving innovation and evidence (Sorenson et al., 

2017), continually incorporating new information and assessing the ongoing value 

associated with different uses of the treatment (Allen et al., 2017).  

Intent and Impact of Frameworks. As of the publication of this study, ICER, 

NCCN, and IVI are actively conducting value assessments. ASCO and DrugAbacus have 

not updated their frameworks nor conducted value assessments over the past two years 

(DuBois & Westrich, 2019). Value assessments have the potential to drive patient, 
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provider, payer, and manufacturer decision-making. In addition to shared decision 

making, the value assessments and frameworks could be used at all levels within the 

health care system including provider behaviors, payer decisions, and policy 

implications. Many of the value frameworks are operating “de facto, to influence health 

care decision making” (DuBois and Westrich, 2017, para. 5). Ultimately, value 

assessments may have implications for the ability of patients to access cancer therapies. 

Value assessments are increasingly having real-world impacts in the United 

States. Without U.S. federal policy requiring pharmaceutical companies to demonstrate 

that their therapies are cost effective, payers look to economic analyses (Brower, 2008). 

“Payers are increasingly viewing ICER as a decision resource for budgetary and clinical 

policy decision making” (ICON, 2019). Approximately 42% of payers reported that they 

follow ICER in coverage decisions for medical benefit drugs (Magellan, 2018). Another 

study found that 65% of manufacturers and payers believe that ICER has a moderate to 

significant impact on payer coverage and formulary decisions (ICON, 2019). The New 

York Drug Utilization Review Board utilized an ICER value framework in 2018 to 

inform a coverage decision for a therapy to treat cystic fibrosis (DuBois & Westrich, 

2019). CVS Caremark announced in 2018 that it would allow its clients to exclude from 

formularies any non-breakthrough designated drug that exceeds a threshold of $100,000 

per QALY, based on ICER’s analysis. This was in an effort to “put pressure on 

manufacturers to reduce launch prices to a reasonable level (CVS Health, 2018, p. 10). 

The Pacific Business Group on Health stated that it would develop a formulary for 

purchaser use that includes ICER assessments (DuBois & Westrich, 2019).  
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When international agencies conduct health technology assessments, negative 

appraisals can lead to coverage refusals or utilization management policies (Cohen & 

Looney, 2010). In oncology, cost-per-QALY estimates have been “relatively high” and 

for medicines approved after 2000 (and before publication of Cohen and Looney’s article 

in 2010), between 40 percent and 55 percent of oncology therapies were either denied or 

subjected to restrictions by the UK’s NICE, the Australian Pharmaceutical Benefit 

Advisory Committee, and the Canadian Common Drug Review (p. 1161). Cohen and 

Looney (2010) state that cost effectiveness thresholds may impede patient access to 

cancer drugs and reduce the potential for manufacturers to invest in innovative therapies 

in the future.  

Relevance to Social Work 

The role of the social work profession in oncology cannot be overstated. Over the 

past nearly forty years, oncology social workers have shaped psychosocial services, 

developed and delivered patient support programs, facilitated support groups, developed 

resources, distributed information, provided education, and conducted research (Christ, 

Messner, & Behar, 2015; Krawiec & Greer, 2015). Further, social workers have 

researched patient and caregiver needs, reported gaps in services, and recommended 

ways to remove barriers to care (Christ, Messner, & Behar, 2015; Krawiec & Greer, 

2015). Additionally, social workers give expert testimony, serve as patient advocates, and 

engage in legislative and policy advocacy (Christ, Messner, & Behar, 2015; Krawiec & 

Greer, 2015). This study will build on this legacy of oncology social work contributions 

by integrating the social work perspective into cancer care value assessment. This topic 

has the potential to impact every facet of cancer care, including those that intersect with 
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social work such as patient decision making (including the various components included 

in the decision making process as well as the ensuing emotions, concerns, and ongoing 

choices that stem from those decisions), access to treatment, and payment for treatment 

as well as the delivery of timely, high-quality treatment. 

In terms of cancer care value assessment, oncology social workers are often privy 

to the personal experiences, feelings, and needs of cancer patients and their loved ones. 

Social workers also view clients in a person-in-environment (PIE) framework which 

allows them to see clients through a micro, meso, and macro lens and encourages them to 

consider the full context of the client’s life. However, decisions that are made regarding 

cancer care value are often devoid of the social work perspective. At present, health 

economists, physicians, scientists, and/or individuals with a business background have 

taken the lead in creating value assessments, and other members of the health care team, 

including oncology social workers, often follow the lead of these experts. Developers of 

value frameworks have largely utilized conventional health economic and biomedical 

approaches, utilizing quantitative models that derive cost effectiveness, utility, and/or 

budget impact (Perfetto et al., 2017). Meanwhile, value to patients is individual and can 

differ greatly from the perspectives of providers and payers. 

A cancer diagnosis is not only physically challenging but emotionally taxing and 

expensive, testing the means and resolve of many who are diagnosed with the disease. 

Yet, patients have historically been treated under the medical model, which is exclusively 

in relation to their medical diagnoses (McInerny, 2015). An approach that is patient 

centered and encompasses biological, psychological, and social/environmental factors 

(biopsychosocial approach) is ideal for incorporating and analyzing the full patient 
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experience (Novy & Aigner, 2014). This approach has been pioneered in the mental 

health fields, including social work, and yet has not been meaningfully incorporated into 

cancer value assessment.   

Sound cancer care value assessment is relevant and important to both policy and 

practice. It has the potential to dictate many aspects of the cancer care delivery system 

from the micro (patient and provider decision making) to the macro (payer decision 

making). There is currently a critical window of opportunity to inform this debate as 

value frameworks are being developed and implemented by decision makers. This 

research incorporates concepts of value as defined by cancer patients or survivors. It was 

also analyzed and translated through a social work lens, bringing key ethical principles 

such as patient self-determination to the debate. The next chapter will specifically outline 

the broader inquiry and theoretical frameworks informing this research, with a focus on 

all levels of the health care ecosystem from the patient perspective to the societal 

overview.  
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Chapter 2: Inquiry and Theoretical Framework 

Inquiry Framework 

I chose an inquiry framework suitable to a qualitative exploration of patients’ 

perspectives on value, and a theoretical framework which provided a lens through which 

to examine findings (Padgett, 2017). Pre-existing theory helped me to prepare the overall 

approach including study materials such as the interview guide. This allowed me to 

prepare and competently address the research question while also allowing the capacity 

for new insights to emerge from the data (Padgett, 2017). Although some qualitative 

studies tend to take a more emergent approach, this study used a semi-structured 

interview in order to focus on the research question (Krathwohl & Smith, 2005). My 

framework was informed by literature, lightly applied during analysis, and revisited 

during interpretation (Coffey & Atkinson, 1996). Theories that guided this study were 

derived from the relevant literature coupled with my own professional expertise and 

experiences working with cancer patients and cancer policy and advocacy organizations.  

Post-Positivism and Epistemological Constructivism. Post-positivism and 

epistemological constructivism informed this research in the view that reality cannot be 

understood from a purely objective perspective and that there are no absolute truths 

(Maxwell, 2013; Padgett, 2017). Medicine has historically operated through a positivistic 

lens (Alderson & Goodey, 1998), concerned with cause and effect and a belief that an 

external reality exists that can be apprehended through scientific methods (Alderson, 

1998).  

Positivism fits into an overall structure of functionalism in which society is 

viewed as a single organism (Alderson, 1998) ultimately seeking to maintain homeostasis 
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(Gidden, 1979). Such a view posits that medicine exists to cure and maintain normality in 

society (Oliver, 1998). Sickness and impairment are viewed as deviance (Oliver, 1998). 

In a functionalist view, “all doctors are principled and benign, and patients adopt a sick 

role, wanting to recover and to comply with treatment” (Alderson, 1998, p. 6). Those 

who choose not to conform are discarded in order to maintain the status quo (Alderson, 

1998). Positivism and functionalism have been criticized when applied in health care 

settings, at best as insensitive to individual circumstances, and at worst, oppressive 

(Oliver, 1998).  

 Alternatively, post-positivism allows for social construction in which there is no 

one single truth or viewpoint, allowing for different voices (Alderson, 1998). In a post-

positivist framework, individuals construct their viewpoints from their own experiences 

(Alderson, 1998). Meanings are “socially constituted within the context of the present 

sociopolitical juncture” (Lowe, 1991, p. 47). Social construction theories allow 

researchers and practitioners to explore patient perspectives without seeking to control or 

bias them (Alderson, 1998). A social construction framework acknowledges and thus 

explicitly allows space for the expectations, values, backgrounds, and roles of 

stakeholders as well as time, space, funding, and political influences (Alderson, 1998).  

From my work in oncology and policy, the distinction between a constructivist 

and a universalizing, reductionist positivist framework gets to the heart of cancer care 

value. Cancer patients do not experience systems, processes, or interactions in the same 

way as other stakeholders in the health care system such as members of the health care 

team, pharmaceutical manufacturers, insurance companies, etc. Experiences also vary 

dramatically from patient to patient based on their cancer type and stage, personal history 
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with the health care system, individual resources (including financial status, personal 

agency, social support, etc.), cultural background, health literacy level, psychological 

perspective, spiritual beliefs, goals and values, and so forth. Further, the world of 

oncology is so complex and nuanced, that an ontological realist perspective in which the 

real-world exists independent of our perceptions could not sufficiently inform this 

research (Maxwell, 2013). Such a positivist approach would not allow for a complete 

analysis of all of the factors that both inform oncology decision making and impede 

access to cancer care services. There is simply not a general truth to be found here, but 

rather a collection of experiences, narratives, and processes that impact the ability of 

some cancer patients to gain access to an expensive, labyrinthine, and often elitist system 

of care.   

Theoretical Framework 

 Ecological Systems Theory (EST). This study centered on the perspectives of 

cancer patients and survivors regarding the concept of value in cancer care. However, 

additional stakeholders influence the construct of cancer care value including individuals 

(patients, families, friends, colleagues, etc.), providers, payers, and pharmaceutical 

companies, as well as society as a whole (Institute of Medicine, 2010). When considering 

cancer care value from the patient’s perspective, Bronfenbrenner’s (1979) Ecological 

Systems Theory (EST) is a suitable framework to examine interconnected, multi-level 

factors (Forte, 2007). This theory stems from human ecology which is the “study of the 

spatial and temporal relations of human beings as affected by the selective, distributive, 

and accommodative forces of the environment” (McKenzie, 1924, p. 288). Systems are 

defined as “a whole made up of interdependent and interacting parts” (Stein, 1974, p. 3). 
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Ecological Systems Theory is an applied theory which posits that systems impact the 

individual and vice versa “because ecology considers the organism to be inseparable from 

the environment—together constituting a transacting system—an ecological metaphor 

can avoid dichotomizing person and situation and direct our attention to the transactions 

between them” (Germaine, 1980, p. 326; Hepworth, Rooney, & Larson, 2002). Humans 

are in constant interchange with their environment (Germaine & Gitterman, 1980) and 

the person and the environment must be considered jointly (Bronfenbrenner, 1989). The 

evolving relationship between the individual and the environment is continually 

negotiated (Garbarino, 1983). Of key importance to this study was that “different people 

may react differently to the same environment and the same environment may interact 

differently with the same person at different times” (Greene, 1999, p. 268). Ecological 

systems theory allows us to recognize and analyze the impact of unique and evolving 

systems with varying characteristics and interactions among stakeholders (Hepworth, 

Rooney, & Larsen, 2002).  

As a core characteristic of the social work profession (Greene, 1999), EST 

positions the person within their environment surrounded by a microsystem, mesosystem, 

exosystem, macrosystem, and chronosystem as illustrated in Figure 5 (Bronfenbrenner, 

1979). The microsystem is composed of those closest to the individual such as family 

members, loved ones, friends, and colleagues (Bronfenbrenner, 1979). The mesosystem 

includes relationships from multiple microsystems such as a teacher and parent meeting 

(Bronfenbrenner, 1979). The exosystem encompasses factors that the individual may 

have limited control over such as a neighborhood, community, social services, business, 

or the media (Bronfenbrenner, 1979). The macrosystem consists of the culture, 
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subculture, social class, ethnic group, and religious tradition that the individual lives 

within (Bronfenbrenner, 1979).  The chronosystem is a time-based layer under which the 

individuals’ interactions change or stay the same over the life-course from birth to death 

(Bronfenbrenner, 1986). While some systems may be easier to influence (such as the 

microsystem which is composed of direct contacts) there are opportunities for people to 

impact broader systems (such as exo- and macro-systems) through outreach and 

organization.  
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Figure 5 

Conceptual Drawing of Bronfenbrenner's (1979) Social Ecological Theory 

 

EST informed this study in several ways. First, EST plays a significant role on a 

micro scale, as individuals take the most “rewarding or profitable course of action, and 

this calculated choice propels their movement in the environment” (Forte, 2007, p. 141). 

In this study, I examined how patients determined what was personally valuable to them 

when they made treatment decisions—potentially taking into account their individual 

preferences as well as the desires of their loved ones, the recommendations of their health 

care team, and ultimately the treatments that are approved by the FDA and that they can 

afford.  

EST informed this study on a mezzo scale by focusing my efforts on the 

exploration of how patients interact with the various stakeholders (providers, health care 
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institutions, pharmaceutical companies, insurance companies, the government, etc.) and 

how each one within the system influences the other  as causal agents (Forte, 2007). 

Further, individuals are involved in transactions that are informed by the roles each 

person plays (Forte, 2007). Individuals challenge their environments, respond 

dynamically to one another, and engage in an ongoing process of change (Forte, 2007). 

Positive transactions suggest a favorable fit between individuals and the environment, 

whereby the individual “develops continuously and functions effectively and the 

environment is sustained or enhanced” (Forte, 2007, p. 142). Meanwhile, negative 

transactions “impair the health, functioning, and development of the client’s system while 

also damaging the environment” (Forte, 2007, p. 143). Negative transactions are not 

sustainable for either individuals or the environment, while positive transactions are 

sustainable (Forte, 2007). In the cancer care system, a positive, sustainable interaction 

could be one in which in which all stakeholders successfully reach their goals without 

harming any other stakeholder in the process. The patient would define what is valuable 

to them, access their preferred treatment based upon a shared decision making process 

with their family, and would be able to afford that treatment while the insurance 

company, pharmaceutical company, and health care institution reach mutually beneficial 

agreements that allow them to maintain profitability.  

Finally, EST informed this study on a macro scale. Each stakeholder causes 

reverberations that ultimately have the potential to change procedures, policies, and 

systems. These could include the coverage decisions made by payers, the manufacturing 

decisions made by pharmaceutical companies, the policy decisions made by legislators 

and regulators, the systemic decisions made by health care systems, the practice and 
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business decisions made by providers, and ultimately the treatment decisions made by 

individual patients. Every lever has the potential to promote, maintain, or impede patient 

access to cancer care treatment.  

Assessment from an EST perspective requires “knowledge of the diverse systems 

involved in interactions between people and their environment” (Hepworth, Rooney, & 

Larsen, 2002, p. 19). Systems theories operate under the assumption of causation that 

does not adhere to a conventional linear movement but rather multiple causal paths that 

are multidirectional. In other words, one change can reverberate and affect many parts of 

the system (Forte, 2007). In this study, the assessment of cancer care value affects 

patients, caregivers, providers, payers, manufacturers, and society as a whole (among 

others). These components of the system are engaged in a feedback loop that involves a 

network of direct and indirect influences (Forte, 2007). 

 Systems theories have been criticized as too broad to apply to specific situations 

(Whittaker & Tracy, 1989). Applied social systems theorists may believe in system 

determinism which posits that systems and processes are so powerful that individual 

stakeholders have little choice or ability to influence their environment. This could be in 

conflict with the social work ethical standard of self-determination (National Association 

of Social Workers, 2017; Forte, 2007) and also runs counter to empirical accounts that 

stakeholders almost always exercise some level of agency even in constrained 

circumstances. The concept of a person as an agent (or victim) is not an identifying 

characteristic but rather a transitory descriptor that can change based upon context and 

negotiation (Showden & Majic, 2014). Ultimately, EST provides a useful 

conceptualization of relationships between complex structures (Wakefield, 1996). It must 
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be applied with an awareness of the sociopolitical structure and a belief in the ability of 

stakeholders to act upon and influence their environment.  

Four-Level Healthcare Systems Model. Originally developed by Ferlie and 

Shortell (2001), the Four-Level Health Care Systems Model (see Figure 6) builds upon 

the ecological systems model with a specific focus on the health care ecosystem. The 

Four-Level Healthcare Systems Model consists of four nested levels: 1) the individual 

patient; 2) the care team; 3) the organization; and 4) the political and economic 

environment (including regulatory, financial, payment regimes, and markets) (National 

Academies of Engineering & Institute of Medicine, 2005). Ferlie and Shortell (2001) 

posit that in order for change to occur, all four levels should be seen as interrelated. They 

all must be involved in change and likewise, change impacts all levels.  

At the center of the model is the individual patient “whose needs and preferences 

should be the defining factors in a patient-centered health care system” (National 

Academies of Engineering & Institute of Medicine, 2005, p. 19). In modern health care, 

patients are expected to play a more active role in decision-making, ultimately driving 

changes for improved quality, efficiency, and effectiveness” (National Academies of 

Engineering & Institute of Medicine, 2005). Yet, many patients do not have access to the 

necessary information and tools to be effective in that role (National Academies of 

Engineering & Institute of Medicine, 2005). One way to amplify patient perspectives 

advocated by the National Academies of Engineering and the Institute of Medicine 

(2005) is for clinicians to consider patients and their loved ones as partners in care, 

incorporating their values and needs throughout the decision-making process.  
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  The second level of the health care system is the care team, which includes the 

patient and their loved ones, as well as the range of health professionals providing care 

(National Academies of Engineering & Institute of Medicine, 2005). This level comprises 

a microsystem and is the smallest replicable unit within an organization (Ferlie & 

Shortell, 2001). One goal of the care team is to utilize the evidence base and standardize 

care if possible (National Academies of Engineering & Institute of Medicine, 2005). The 

care team also seeks to customize care based on individual patient needs (National 

Academies of Engineering & Institute of Medicine, 2005).  

 The third level of the health care system consists of organizations that provide 

infrastructure—hospitals, clinics, nursing homes and other care settings. The organization 

includes the financial, administrative, human-resource, and clinical functions and 

supports the work of the care team and delivery of care to the patient (National 

Academies of Engineering & Institute of Medicine, 2005). The organization “provide(s) 

an overall climate and culture for change through its various decision-making systems, 

operating systems, and human resource practices” (Ferlie & Shortell, 2011). In the U.S., 

in particular,, the organization operates on a business level—where system level 

decisions and investments are made (National Academies of Engineering & Institute of 

Medicine, 2005).  

 The final layer of the health care system is the political and economic 

environment which includes regulatory, financial, and payment regimes and entities. 

Numerous stakeholders are involved in this level including federal and state governments 

and regulators, payers, pharmaceutical companies, purchasers of health care products, 

and others. The political and economic environment has not historically been structured 
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to support the goals and objectives of patient-centered health care (National Academies 

of Engineering & Institute of Medicine, 2005).   

 As Ferlie and Shortell’s (2001) model illustrates, individual strategies to effect 

change are rarely effective, particularly in medicine which is largely a team activity. 

Ferlie and Shortell (2011) found that effectively functioning teams/microsystems have 

been associated with better care. However, in order for a team to be high functioning, 

there must be buy-in from all stakeholders and the organizational environment must be 

supportive (Ferlie and Shortell, 2001). 

 Ferlie and Shortell (2001) advise that significant change can only occur through 

multi-level coordination and integration of all four levels. This includes larger political 

economic changes that are aligned with and supportive of the goals of health care 

organizations as they seek to deliver better care. Likewise, organizations must not inhibit 

the works of groups as they attend to the varying needs, skills, and preferences of 

individuals. However, it is also important to note that change cannot always happen 

within all four levels simultaneously, in which case changes aimed at one level should be 

considered within the context of the other three levels (Ferlie & Shortell, 2001). 

 In line with Ferlie and Shortell’s model, multiple stakeholders at various levels 

have exerted influence over the cancer care value debate. Each stakeholder group brings 

differing viewpoints and biases and are incentivized in different ways. Ultimately, this 

has resulted in an issue that has the potential to dramatically impact both clinical practice 

and policy systems with stakeholders at odds with one another in many ways. Arguably, 

the individual patient has the most to lose in these arguments, as access to cancer 

treatments hangs in the balance. Now that the stage has been set for why this research is 
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an important addition to the social work and public health literature, the following 

chapter will outline how this research will be conducted through the specific methods and 

settings.  

 

Figure 6 

Conceptual Drawing of Four Level Healthcare System. 

 

Reprinted with permission from “National Academies of Engineering and Institute of 
Medicine. (2005). Building a better delivery system: A new engineering/health care 
partnership. Washington, DC: The National Academies Press. 
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Chapter 3: Study Setting and Methods 

Research Aims 

The overall research questions this study sought to answer included: How do 

patients define cancer care value in the United States and how do those definitions align 

or conflict with the ways in which cancer care value is currently defined?  

The specific aims of this study include: 

Specific Aim 1: Determine the factors cancer patients and survivors consider when 

defining value in cancer care.  

Specific Aim 2: Determine the degree of alignment or conflict between the factors that 

patients and survivors deem as critical to cancer care value and those factors of 

importance to framework developers when defining value in cancer care. 

Study Design 

This study was reviewed and approved by the University of Maryland, Baltimore 

Institutional Review Board. Informed consent was obtained verbally from each 

participant. The consent process included: 1) disclosure of study procedures; 2) 

identification of the researcher’s identity and sponsoring organization; 3) assurance that 

participation is voluntary, and that the respondent can withdraw at any time; 4) assurance 

of strict confidentiality; and 5) description of the risks and benefits of the study (Padgett, 

2017). In addition to consent from participants, gatekeeper approval was sought through 

the CSC. This included ongoing discussions regarding study aims and design with leaders 

and researchers within the organization.  

The study was conducted through primary data collection and analysis. This was a 

qualitative research study that sought to describe and clarify experiences as they have 
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unfolded in people’s lives (Polkinghorne, 2005). “Qualitative inquiry deals with human 

lived experience. It is the life-world as it is lived, felt, undergone, made sense of, and 

accomplished by human beings that is the object of study” (Schwandt, 2001, p. 84). 

Languaged data were analyzed to answer the research questions (Polkinghorne, 2005). 

Such data include not only singular words but groupings that make sentences and 

ultimately equate to discourses (Polkinghorne, 2005). The research topic is multilayered 

and complex, and the specific research questions could only be answered through a 

qualitative approach.  

Inherent in all data collected exclusively through self-report are the limitations 

posed by the ability of participants to reflectively discern all aspects of their experience. 

However, it is important to note that no data, regardless of type, can reflect all aspects of 

an experience. Qualitative research can mitigate biases that arise from this limitation 

(Polkinghorne, 2005). This was done through extensive exploration of the concepts using 

the interview guide. A semi-structured approach allowed for flexibility and in-depth 

analysis of experiences. Some participants relied on notes taken during their cancer care 

journey, particularly when recalling specific treatment regimens and technical aspects of 

their care. Others inquired with loved ones during the interview in order to augment or 

validate information.  

Phenomenological Analysis. Phenomenology seeks to answer the question: 

“What is it like to have a certain experience?” (Law et al., 1998, p. 2). Study data were 

analyzed using a phenomenological analysis of the perspectives of a diverse group of 

individuals who have been diagnosed with cancer within the last five years and are 

navigating (or have navigated) cancer care systems. A phenomenological approach to this 
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research was taken to uncover the meanings that participants derive as a result of their 

experiences (Thomas, 2006). This allowed for the exploration of common themes 

through participant stories. Further, the experiences, situations, and conditions in which 

those experiences are grounded were explored through the interview process (Padgett, 

2017). The research questions identified the topic to be understood while the interview 

questions identified the questions to access that information (Maxwell, 2013).  

Informed by epistemological constructivism and post-positivism, this study was 

based in the understanding that patients’ and survivors’ perceptions and beliefs are 

shaped by their assumptions, experiences, and personal reality (Maxwell, 2013). 

Although cancer patient perspectives were at the forefront of this research, it was also 

analyzed within the context that these beliefs are subjective constructions that are one 

component of an overall cancer care value system.  

Development of the Interview Guide. I drafted an interview guide (Appendix E) 

including questions designed that were based on a review of the literature as well as a 

fundamental understanding of the context of cancer care value, which has been gained 

through professional experience and patient interactions (Maxwell, 2013). The interview 

guide was reviewed by several patients and health care professionals working in the field 

of oncology and their feedback was incorporated into the final version of the instrument. 

I also pilot-tested the interview guide with two cancer patients to assess for appropriate 

content, question flow, and overall length of time to complete the interview. The primary 

interview questions were designed to elicit meaningful patient experience about cancer 

care value, and not to drive patients towards particular answers (Maxwell, 2013). As 

Maxwell (2013) notes, it is important to anticipate how participants will understand the 
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interview questions. While the concept of cancer care value is potentially an unknown 

concept to cancer patients and survivors, those who have navigated the health care system 

are presumably more familiar with these concepts than someone without that experience. 

Interview Approach. The interview approach was interpretive with an emphasis 

on an understanding of the full interaction and context of individual experiences (Rubin 

& Rubin, 1995). Participants were asked a series of questions from the interview guide, 

however each interview evolved to be somewhat different with participants providing 

additional information or focusing more intently on certain questions or experiences.  

Although this question was not originally included in the interview guide, I asked 

each person to tell me about their life before a cancer diagnosis. It became clear by the 

second interview that I needed a more in-depth understanding of the participants as 

individual people before diving into their experiences as cancer patients. This allowed me 

to gain an understanding of their daily routines, habits, and activities or experiences they 

enjoyed before a cancer diagnosis. This provided a baseline from which to better 

understand them as individuals, and often served as a starting point (or homeostasis) from 

which to gauge how their experiences with cancer changed their lives. Individual voices 

were explored to determine how participants view their world and develop meaning in 

their lives (Rubin & Rubin, 1995).  

Data Source. Participants were recruited from the roster of individuals enrolled in 

the Cancer Experience Registry (Registry) managed by the Cancer Support Community 

(CSC) (Cancer Support Community, n.d.a). CSC is the largest professionally-led, 

nonprofit network of cancer support worldwide and is dedicated to ensuring that all 

people impacted by cancer are empowered by knowledge, strengthened by action, and 
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sustained by community (CSC, n.d.a). CSC provides direct services, produces 

psychosocial, behavioral, and survivorship research, and engages in policy and advocacy 

(CSC, n.d.a). 

The Registry was launched in 2013 and is open to individuals diagnosed with any 

type of cancer at any point along the care continuum, as well as caregivers of someone 

diagnosed with cancer. Registry participants are recruited through the CSC affiliate 

network, online communities for cancer patients and caregivers, and a national cancer 

patient and caregiver helpline, as well as through partnerships with oncology and 

advocacy organizations and health care industry connections. Registry outreach and 

enrollment is continuous.   

The Registry currently includes over 14,000 cancer patients and survivors with 

over 35 different types of cancer. Patients enrolled in the Registry do not reflect the U.S. 

population, as they tend to be predominately white, have incomes levels that are higher 

than the US average, and have higher education levels than the average individual 

residing in the U.S. To be included in the Registry, patients register online at 

www.cancerexperienceregistry.org. All participants agree to informed consent and 

privacy policy. Registry participation is free and confidential. 

All Registry participants are asked toanswer a core set of questions about their 

experiences as a cancer patient. They can also identify the issues that impact their lives, 

take surveys, access resources, and learn from each other. Those patients and survivors 

who have received a diagnosis of a cancer type for which a specialty registry exists have 

the option to answer an additional set of questions specific to the specialty registry. 

Registry questions were developed by experts in each disease type who specialize in 
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medical oncology, clinical research, advocacy, behavioral research, health care issues, 

policy, and by patients and caregivers.  

Sample. Purposive sampling was used in this study to identify participants who: 

1) are adults (18 years of age and older); 2) are cancer patients or survivors; 3) speak and 

understand fluent English; 4) live in the United States; and 5) are navigating (or have 

navigated) the U.S. cancer care system. It is important to note that participants were 

sought with experience exclusively in the United States as health care and economic 

systems can vary widely from country to country. This sampling strategy allowed for the 

discovery of “fertile exemplars” in order to allow for substantial learning through 

“information-rich cases” (Polkinghorne, 2005, p. 140). Participants were sampled for 

heterogeneity in terms of cancer type and stage, health care setting, insurance type, 

geographic location, socioeconomic status, and other personal characteristics. The goal 

was to explore the experiences of a diverse group of cancer patients and survivors and 

determine the ways in which they define cancer care value. As I continued to collect data, 

I utilized the constant comparative method of analysis, and revisited previous transcripts 

and recordings which allowed for the ongoing collection and analysis of data until 

saturation (the point at which no additional data collection is needed) had occurred 

(Padgett, 2017; Glaser & Strauss, 1967).  

Recruitment. I sent an initial email to the relevant Registry participants on 

January 15, 2019. Out of the full Registry, contact was limited to patients who were 18 

and older and who had received a cancer diagnosis within the last five years. This 

information was provided by patients when they signed up for the registry. The email 

(see Appendix C) provided information about the research study including the overall 
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study objective, the timeframe necessary to conduct the interview, the inclusion criteria, 

and the $50 gift card for study participation. I received 160 emails from interested 

individuals within several days. I responded via email to each individual acknowledging 

receipt of their interest and asked them for additional information to assess whether they 

met the study inclusion criteria. Information about the type of cancer diagnosis was also 

collected as this time. Two individuals did not meet the inclusion criteria and were 

notified immediately that they were not eligible for participation.  

Selection. I engaged in a decision-making process to determine how to select 30 

out of 158 cancer patients for potential participation in the study. I clustered my selection 

around eight types of cancer diagnoses, including: 1) blood cancers; 2) breast cancers; 3) 

gynecological cancers; 4) lung cancers; 5) colorectal and anal cancers; 6) prostate 

cancers; 7) rare cancers; and 8) multiple cancers. These cancer types were selected for a 

number of reasons. First, I wanted to collect information about the experiences of patients 

who, in general, were diagnosed with more common cancers such as lung, breast, 

prostate, and colorectal. However, within these categories diverse subpopulations 

emerged such as two men with breast cancer and two women who were comparatively 

young when they were diagnosed with breast cancer. I also chose individuals with 

cancers that historically have had challenging treatment regimens in terms of 

interventions and side effects such as blood, gynecological, and anal cancers. Finally, two 

groups of patients emerged who I believed would offer particularly unique insights as 

they were diagnosed with either rare cancers (for which there may be limited providers 

with the necessary treatment expertise or limited treatment options) or multiple cancers 

(which gave them insights from several different experiences). I made decisions about the 
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types of cancers to include in order to elicit a broad range of data across different types of 

cancer experiences to allow for diversity as well as cross comparison amongst individuals 

with the same type of cancer. Rationale for why specific types of cancer were chosen are 

as follows: 

Blood cancer. Four patients had blood cancers including one multiple myeloma, 

one mantle cell lymphoma, one chronic lymphocytic leukemia, and one diffuse, large B-

cell lymphoma. The patient with chronic lymphocytic leukemia dropped out of the study 

before the interview took place. Blood cancers affect the production and function of 

blood cells and account for approximately ten percent of all cancer diagnoses (Leukemia 

and Lymphoma Society, n.d.). Approximately 1,345,123 people in the United States are 

living with, or are in remission from, a blood cancer (Leukemia and Lymphoma Society, 

n.d.). The three main types of blood cancers include leukemia (a type of cancer found in 

blood and bone marrow), lymphoma (a type of cancer that affects the lymphatic system) 

and myeloma (a cancer of the plasma cells) (American Society of Hematology, n.d.). 

There are no screening tests for blood cancer. One specific type of treatment for many 

blood cancers is a stem cell transplant which can be resource intensive, painful, costly, 

and prone to side effects. Blood cancer survivorship rates have grown dramatically, with 

the most recent breakthrough therapy of chimeric antigen receptor therapy (CAR-T cell) 

for non-Hodgkin lymphoma. This highly specialized therapy modifies a patient’s own t-

cells and seemingly offers a cure for the disease with a list price of upwards of $400,000.  

Breast cancer. Six patients had breast cancers including two with metastatic 

cancer, two men with breast cancer, and two women with breast cancer who were 

diagnosed at a younger age than the average breast cancer patient. It is important to note 
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that this section is longer as my choice of participants with breast cancer included these 

three distinct subpopulations. This was partly due to the fact that these subpopulations 

were likely to have different experiences, and because the CER has more breast cancer 

patients and survivors than any other cancer type.  

Breast cancer is the second most common cancer in American women (after skin 

cancer). There are currently more than 3.1 million breast cancer survivors in the United 

States. The average risk of a woman in the United States developing breast cancer is 

about 12 percent. In 2019, approximately 268,600 new cases of invasive breast cancer 

will be diagnosed, 62,930 new cases of carcinoma in situ (CIS) will be diagnosed, and 

about 41,760 people will die from breast cancer. Approximately 2,670 new cases of 

invasive breast cancer will be diagnosed in men and about 500 men will die from the 

disease in 2019 (American Cancer Society, n.d.a).  

CSC found a range of challenges facing breast cancer survivors including eating 

and nutrition; exercising and being physically active; worrying about the future; sleep 

problems; body image; fatigue; health insurance or money worries; chemo brain (or the 

colloquial term for the memory loss and/or brain fog associated with treatment with 

chemotherapy); moving around; and changes or disruptions to work or family life. Breast 

cancer patients may also undergo therapies that can diminish sexual desire, increase pain 

and discomfort, and reduce sensation (Cancer Support Community, 2017).  

Among the broader population of breast cancer survivors, this study focused on a 

subset of three different cancer types including those that are younger than the average 

person at diagnosis with breast cancer, patients living with metastatic breast cancer, and 

men living with breast cancer.  
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First, the median age for women in the U.S. who are diagnosed with breast cancer 

is 62. Age is a risk factor for the disease. Very few women under the age of 40 are 

diagnosed with breast cancer (Komen, n.d.). Starting at age 30, one in 227 women will be 

diagnosed with breast cancer and starting at age 40, one in 68 women will be diagnosed 

with the disease. Compare this to one in 28 women age 60 and one in 26 women age 70 

(National Cancer Institute, n.d.b).  Young breast cancer survivors may have major 

concerns regarding infertility, delays in childbearing, and menopause. Some young 

patients may feel that their concerns are not taken seriously by their providers and young 

survivors appear to have greater psychosocial needs (Gorman et al., 2011).   

Second, breast cancer patients with metastatic disease have cancer that originated 

in the breast and then spread to other parts of the body. Although metastatic disease does 

not necessarily equate to immediate or imminent death, it can evoke fear, distress, 

sadness, depression, etc. CSC (2017) found that 62% of metastatic breast cancer patients 

were at risk for clinical depression. Patients may need to learn how to hope for new, 

different things than patients with less advanced disease may hope for. Many metastatic 

breast cancer patients make life-changing decisions to their professional, social, and 

family lives. CSC (2017) found that metastatic breast cancer survivors experience many 

social impacts of their disease including: 1) reluctance to ask for help (71%); 2) limited 

contact with friends (60%); 3) forgoing professional development opportunities (57%); 4) 

forgoing job opportunities or career advancement; 5) not sharing information about their 

illness/treatment with friends; 6) limited contact with family (50%); 8) not sharing 

information about illness/treatment with family; 9) having fewer people they can rely on 

than before they had cancer (33%); and 10) feeling like they don’t have enough close 



 

70 
 

friends or family members (31%). Metastatic breast cancer survivors live with more 

advanced disease and potentially a different set of concerns, fears, and hopes. This could 

change the way in which they conceptualize value and how they approach decision 

making in a variety of areas of their lives.  

Third, breast cancer in men is similar to breast cancer in women from a biological 

standpoint, but socially quite distinct (Quincey et al., 2016, p. 17). “Increased prevalence, 

awareness-raising, advocacy, and activism around breast cancer in women has reinforced 

a perception of breast cancer as a women-only concern” (Quincey et al., 2016, p. 17). 

This can deter men from seeking prompt medical care and support (Quincey et al., 2016). 

Men who receive a breast cancer diagnosis may face an existential crisis, or feel threat to 

their masculinity or a sense of marginalization (European Journal of Surgical Oncology, 

2018). Men may engage in more high-risk behaviors and avoid medical care at higher 

rates, leading them to receive diagnoses later than women. Men can experience 

embarrassment, stigma, and altered body image as a result of their diagnosis (European 

Journal of Surgical Oncology, 2018). There are likely differences in the way patients of 

different genders think about value in general, but men who experience a disease that is 

far more common in women may need to unexpectedly consider their values through a 

new lens.   

Gynecological cancer. Five patients had gynecological cancers including two 

with ovarian cancers, one with fallopian tube cancer, one with vulvar cancer, and one 

with cervical cancer. The patient with vulvar cancer dropped out of the study before the 

interview took place. Gynecologic cancers are those that start in a woman’s reproductive 

organs. This includes cervical, ovarian, uterine, vaginal, and vulvar cancer. There is no 
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way to know which women will get gynecological cancer and each type of gynecological 

cancer has unique risk factors. Human Papillomavirus (HPV) is a common virus that can 

lead to several types of gynecological cancers (Centers for Disease Control and 

Prevention, n.d.b). Symptoms of gynecological cancers can include abnormal vaginal 

bleeding or discharge; feeling full too quickly or difficulty eating; pelvic pain or pressure; 

more frequent or urgent need to urinate and/or constipation; bloating; abdominal or back 

pain; itching, burning, or tenderness of the vulva; or changes in vulva color or skin, such 

as a rash, sores, or warts (Centers for Disease Control and Prevention, n.d.b).  

Gynecological cancer patients may experience significant unmet psychosexual 

needs, fear of recurrence, uncertainty about the future, anxiety, and fatigue (Cook et al., 

2017). McCallum et al. (2012) document vaginal changes, premature menopause and 

infertility, bladder and bowel dysfunction, depression, and anxiety as physical and 

psychological complications facing many gynecological cancer patients which are 

associated with a poor quality of life. Like many cancer patients, gynecological cancer 

patients make treatment choices that can have a serious impact on many facets of their 

lives, however the value placed on sexual reproduction and reproductive organs brings a 

different element to their treatment decisions.  

Lung cancer. Three individuals had lung cancer. Lung cancer is the third most 

common cancer in both men and women. It is by far the leading cause of cancer death 

(American Cancer Society, n.d.c). Approximately 228,150 cases will be diagnosed in 

women and 142,670 cases in men in 2019. Many lung cancer patients are screened for 

genetic markers, allowing some patients to receive targeted therapy. Although significant 

advances have occurred in the treatment of lung cancer, outcomes still lag behind and 
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symptomatic treatment is challenging. Symptoms and side effects can include chronic 

cough, dyspnea, pain in the chest, fatigue, weight loss, cachexia, and general weakness 

(Polanski et al., 2016). CSC (2017) found that lung cancer can be associated with 

significant emotional distress and half of lung cancer patients are at risk for clinical 

depression.  

Lung cancer is often associated with stigma—largely because many people 

believe it is a disease of smokers, even though many patients have never smoked. This 

combination of a fatal disease coupled with stigma makes lung cancer a unique disease. 

Patients have to make trade-off decisions and determine what they value in order to select 

the treatment options that are right for them.  

Colorectal/Anal cancer. Three individuals had colorectal or anal cancers 

including two with anal cancer and one with metastatic colorectal cancer. Although not 

the same types of cancer, the decision was made to group colorectal and anal cancers 

together as similar stigmas and some similar experiences among patients was expected. It 

is important to note that gastrointestinal stromal tumors (GISTs) can be considered an 

anal cancer, but because they are rare, they were included in the rare cancer grouping.  

Colorectal cancer is the fourth most common cancer for men and women and a 

leading cause of U.S. cancer deaths. In 2018, there were approximately 140,250 new 

cases of colorectal cancer including 97,220 colon and 43,030 rectum cancers. 

Approximately 50,630 Americans died from colorectal cancer in 2018. The localized 

survival rate is 90% and the five-year survival rate is 64% among colon cancer patients 

and 67% among rectum cancer patients (American Cancer Society, n.d.b). Anal cancer 

will be diagnosed in 8,300 adults in 2019 in the U.S. and approximately 1,280 deaths are 
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estimated to be attributed to the disease (American Cancer Society, 2019). Anal cancer 

cases are on the rise. Early-stage colorectal cancer often has no symptoms and warning 

signs of more advanced cancer includes rectal bleeding, blood in the stool, a change in 

bowel habits, or cramping pain in the abdomen (American Cancer Society, n.d.b). Anal 

cancer symptoms can be similar (American Cancer Society, 2019).  

Patients with colorectal cancer or anal cancer may undergo a range of treatments 

including surgery, ostomy, chemotherapy, chemoradiation, and targeted therapy 

(American Cancer Society, 2019; Cancer Support Community, n.d.b). Patients can 

experience a range of side effects which can be distressing (Appleton et al., 2013). These 

including fatigue, bowel disturbance, erectile dysfunction, weight loss, and altered body 

image (Houldin & Lewis, 2006; Bloom et al., 2007).  

The American Cancer Society (n.d.b) cites fear of recurrence; chronic and/or 

acute pain; sexual problems; fatigue; guilt for delaying testing or treatment, or for doing 

things that may have caused the cancer; changes in physical appearance; depression; 

sleep difficulties; changes in what they are able to do after treatment; and the impact of 

cancer on finances and loved ones. Colorectal cancer patients may experience stigma 

(American Cancer Society, n.d.b), lifelong distress and life-limiting consequences of their 

disease (Appleton et al., 2013). Colorectal and anal cancer patients may face treatment-

related side effects that are stigmatized and potentially embarrassing, forcing them to 

make difficult treatment decisions based on not only their personal value system but a 

societal value system that can make daily tasks such as working, eating out, or exercising 

very challenging.   
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Prostate cancer. Two individuals had prostate cancer. One dropped out of the 

study before the interview took place. Another participant (discussed below) who 

experienced multiple cancers received a prostate cancer diagnosis. After skin cancers, 

prostate cancer is the most common cancer among men. Approximately 174,650 new 

cases of prostate cancer were expected to be diagnosed in 2019 and 31,620 men are 

expected to die from the disease. Approximately one in nine men will be diagnosed with 

the disease. Prostate cancer can be deadly but most men diagnosed with it do not die from 

the disease (American Cancer Society, n.d.d).  

However, side effects and symptoms of the disease can be extremely challenging 

for survivors. These include urinary incontinence and erectile dysfunction with over half 

of survivors reporting this as the top concern (Cancer Support Community, n.d.d). 

Although prostate cancer is not a particularly fatal disease, it can be extremely 

challenging for men to navigate their “new normal” as a survivor of the disease. Men 

may not be presented with many options when they are selecting their cancer treatment. 

However, if they are, they have to determine what they value and if that will influence 

their decision making.   

Rare cancers. Four individuals had rare cancers including one with myelofibrosis 

with myelodysplastic syndrome, one with lung neuroendocrine cancer and carcinoid 

syndrome, and two with gastrointestinal stroma tumors (GIST). One patient with GIST 

dropped out of the study before the interview took place. Rare cancers occur in fewer 

than 15 out of 100,000 people per year and “they are often more difficult to prevent, 

diagnose, and treat than the more common cancers. Because there are fewer cases, 

research is difficult” (National Cancer Institute, n.d.d, para 1). Knowledge about rare 
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cancers is often limited to specialists (Feinberg et al., 2013) and Gutierrez et al. (2007) 

demonstrated better outcomes for rare cancer patients treated at rare cancer centers. 

However, Feinberg et al. (2013) found several themes from their interviews of patients 

with rare disease, including: 1) difficulty in obtaining a diagnosis; 2) difficulty finding 

appropriate information from physicians; 3) difficulty finding treatment centers with 

knowledge of the disease; and 4) difficulty finding disease-specific support. It is 

important for survivors of rare cancers to be included in this study because their ability to 

receive an accurate, timely diagnosis can be limited and their options for treatment may 

be minimal as well. Their experiences will likely differ from those of survivors who are 

diagnosed with more common cancers. They also likely experience many of the same 

hopes, fears, and concerns as many other cancer survivors although their options for 

treatment are often more limited.  

Multiple cancers. Three individuals had received multiple cancer diagnoses. One 

had been diagnosed with colon cancer, Merkel-cell carcinoma, and prostate cancer. One 

had been diagnosed with colon cancer, uterine cancer, vulva cancer, and squamous cell 

cancer in the groin as well as Lynch Syndrome. One had been diagnosed with vulva, 

breast, and colon cancer. Once a person has been diagnosed with one cancer, they are 

more likely to be diagnosed with a secondary or recurrent cancer (American Institute for 

Cancer Research, n.d.). Further, cancer survivors are living longer and age is the greatest 

risk factor for cancer. Cancer treatments can also increase a survivor’s risk of developing 

another cancer. Although the risk of receiving another cancer diagnosis is relatively 

small, the psychosocial impact of living in fear is significant. People who have been 
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diagnosed with multiple cancers likely have experienced a range of experiences, 

emotions, and options and have felt their values change over time.  

Data Collection. I invited the 30 selected individuals, as described above, to 

participate in the study. All 30 cancer patients accepted by invitation. I also contacted the 

remaining 128 individuals (excluding the two who were previously contacted because 

they were ineligible based on the inclusion criteria) alerting them that they had not been 

chosen to participate. I thanked each person and asked if they would like to remain on my 

list of potential study participants in the case of attrition.  

To be included in the study, all participants had to participate in an open-ended 

interview in one of three ways, by way of: 1) a face-to-face interview at a location of the 

participant’s choosing; 2) an interview conducted using online technology such as Skype 

or FaceTime; or 3) an interview conducted via telephone. I scheduled all of the 

interviews between January and March 2019. I successfully conducted 26 interviews. I 

conducted zero interviews in person, one interview over Skype, one interview over 

FaceTime, and 24 interviews over the telephone. All participants accepted $50 Amazon 

gift cards as a token of appreciation for their time. Four individuals did not engage in 

interviews due to a variety of reasons including non-response after initial engagement, 

conflicts in scheduling due to unforeseen medical issues, and voluntary withdrawal from 

the research. However, my research questions were answered through 26 interviews and 

additional outreach was not necessary as saturation was achieved.  

 I initially communicated with each participant via email. As described above, 

participants were asked to confirm that they met inclusion criteria and to provide 

additional information regarding their type of cancer. I reviewed the initial details 
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collected about each participant before each interview, so that I was prepared for the 

conversation. Once engaged over the phone or Skype/FaceTime, I discussed in detail the 

rights of participants using a study explanation form (Appendix B). This form was also 

emailed to participants prior to the interview. Participants were asked to select a 

pseudonym prior to the start of the interview to preserve confidentiality. I maintained a 

password-protected file connecting patient identification with pseudonyms. Potentially 

identifying details were removed from research materials.  

I personally collected data using individual, semi-structured, in-depth interviews. 

I allowed up to two hours for each interview. I recorded the audio of the interviews for 

which I was granted consent. I took limited written notes during each interview, instead 

seeking to maintain full attention on being present in the conversation. I created 

additional notes of my impressions immediately following each interview. Interview 

times ranged from 48 to 120 minutes. The interview guide was followed but flexibility 

was incorporated in order to follow the direction of each participant. My goal was to 

remain open to the narrative presented by each participant and follow their lead, while 

allowing the interview guide to serve as a roadmap. In several instances, participants 

asked questions of their significant other who was in the room and I could often hear their 

conversations. This was done by several participants in an effort to jog their memory and 

recall details of specific experiences. I did not speak directly to the significant others.  

It was vital to capture the breadth and depth of each participant’s individual 

experiences while also listening for shared experiences among participants. Participants 

used different language to express similar experiences and preferences. The ways in 

which participants understood, processed, responded to, and addressed their experiences 
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with cancer was different based on a host of personal, familial, community, and systemic 

factors.  

Asking probing questions during the interview allowed me to dive more deeply 

into areas where participants showed interest in the concept as well as areas where they 

seemed more reticent to share information. If a respondent did not wish to disclose 

information, I reminded them that this was their right as a research participant. Certain 

interviews were efficient with participants whose speaking style was abbreviated and 

succinct. While others easily encompassed the full window of time and spanned a great 

number of topics as the participants became not only interviewees but storytellers. Most 

participants kept focus and brought the conversation back to the questions at hand, 

inquiring if they were meeting my needs as a researcher. The majority of data generated 

were useful to answer the research questions.  

Data Analysis.  Inductive coding (see Figure 7) was utilized for this study. 

Systematic data analysis included: “1) immersion in the data; 2) coding; 3) creating 

categories; and 4) the identification of themes” (Green et al., 2007, p. 546). I read the raw 

data in detail and text segments were analyzed for meaningful content (Thomas, 2006). 

Coding began after three to four interviews were conducted so that an initial list of codes 

could be created (Padgett, 2017). These codes grew throughout the full analysis and were 

applied to all transcripts (Padgett, 2017). Categories were created and ultimately 

networks, hierarchies, or causal sequences were identified, and themes emerged (Thomas, 

2006). Maxwell’s (2013) coding schema was utilized and involved: 1) organizational 

categories which are broad topics of interest that set the overall tone for the analysis; 2) 

substantive categories which are descriptions of participants’ concepts and beliefs; and 3) 
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theoretical categories which place the data into an overall framework and fit the 

researcher’s etic concepts. Continued revision and refinement occurred (Thomas, 2006). 

Some coding occurred in vivo, with the participants’ specific wording was used to 

illustrate the concept (Padgett, 2017). Patterns as well as deviant cases were sought and 

examined. Constant comparative analysis allowed for an ongoing search for similarities 

and differences within the data (Strauss & Corbin, 1994).  

Memo writing throughout data analysis captured in-depth thoughts and ideas 

ultimately informed the full dissertation (Thomas, 2006). These included code notes (for 

documentation), theory notes (to record ideas), and operational notes (to capture 

logistical issues) (Thomas, 2006).  

 

Figure 7 

The Coding Process in Inductive Analysis 

 

Reprinted with permission from “A General Inductive Approach for Analyzing 
Qualitative Evaluation Data,” by Thomas, D. R. American Journal of Evaluation, 27(2), 
242. 
 

 

Interviews were transcribed by a professional transcription company. I listened to 

each interview recording and read each transcript multiple times. I immediately began 

coding data following the first few interviews and throughout data collection. Throughout 
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this process, I routinely revisited the recordings and transcripts in order to fully absorb 

and understand the data. I coded data using NVivo 12 Plus and kept all coding materials 

in a codebook. 

Methods to Enhance Rigor  
 
 Traditional methods to enhance the rigor of qualitative research were utilized in 

this study.  Member and stakeholder checking occurred in which stakeholders, including 

study participants, had an opportunity to comment on categories and interpretations made 

(Thomas, 2006). This was carried out at the end of interviews, with a summary of the 

discussion and immediate feedback from the participant. Participants were asked to verify 

interpretations of the researcher. This allowed for a shift of some authority from the 

researcher to the participants (Padgett, 2017).  

 Debriefing occurred with peers and committee chairs in order for the researcher to 

analyze biases and assumptions. Memos and codes were analyzed, and reactions were 

sought to enhance rigor throughout this study. Negative case analysis was also utilized in 

an effort to reduce bias and encourage critical reflection of all data captured throughout 

the study. This also helped to ensure that equitable attention was given to all viewpoints 

and interpretations were honest and fair. A detailed audit trail was in place from the 

beginning to the end of this study. This included all raw data, transcriptions, memos, and 

coding notes. All decisions were documented and while this qualitative study is not 

exactly replicable, the process is transparent (Padgett, 2017).  

 Finally, researcher bias was minimalized by acknowledgement of the theories, 

beliefs, and perceptual lens brought to the research (Maxwell, 2013). I wrote memos 

during the interviews including my subjective responses. I discussed those responses with 
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peers throughout the study process. The inherent influence of these factors were explored 

and included in the conclusion (Maxwell, 2013). Further, the element of “reactivity” was 

acknowledged throughout the study. Avoiding leading questions and recognizing the 

influence of the researcher over the process were critical to minimizing the impact of 

reactivity (Maxwell, 2013). I regularly checked in with both patients and oncology 

colleagues to address this.  
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Chapter 4: Research Findings  

Overview 

Description of the Research Sample 

 The research sample is described in Table 1 which outlines sample demographics 

and Table 2 which outlines participant characteristics.   

 

Table 1. Sample Demographics 

(N = 26) 
Variable % (n) 
Cancer Types  
  Blood 11.54 (3) 
  Breast 23.08 (6) 
  Colorectal/Anal 11.54 (3) 
  Gynecological 15.38 (4) 
  Lung 11.54 (3) 
  Multiple Cancers 15.38 (4) 
  Rare 11.54 (3) 
Cancer Stage  
  I 7.69 (2) 
  II 26.92 (7) 
  III 11.54 (3) 
  IV 34.62 (9) 
  No Stage/Other 19.23 (5) 
Gender  
  Male 26.92 (7) 
  Female 73.08 (19) 
Race  
  White 84.62 (22) 
  Black 7.69 (2) 
  Other 7.69 (2) 
Hispanic Ethnicity  
  Hispanic 3.85 (1) 
  Not Hispanic 96.15 (25) 
Marital Status  
  Married/Partnered 50 (13) 
  Not Married/Partnered 50 (13) 
Educational Attainment  
  HS or less 3.85 (1) 
  Some college/vocational 15.38 (4) 
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  4-year college graduate 30.77 (8) 
  Graduate school or higher 50 (13) 
Geographic Type  
  Rural 19.23 (5) 
  Suburban 65.38 (17) 
  Urban 19.23 (5) 
Geographic Region   
  Midwest 
  Northeast 
  Pacific 
  South 
  West 

26.9 (7) 
11.5 (3) 
  3.8 (1) 
30.7 (8) 
26.9 (7) 

Insurance Type at Cancer Diagnosis  
  Employer Insurance 53.85 (14) 
  Medicare 19.23 (5) 
  Medicaid 3.85 (1) 
  Marketplace 7.69 (2) 
  Military 7.69 (2) 
  Uninsured 7.69 (2) 
Current Employment Status   
  Employed 26.92 (7) 
  Unemployed 34.62 (9) 
  Retired 38.46 (10) 
Health Status  
  Poor 11.54 (3) 
  Fair 30.77 (8) 
  Good 34.62 (9) 
  Excellent 11.54 (3) 
  Other 11.54 (3) 

 
  
 Mean (SD) 
Age (in years) 60.35 (11.62) 
Note. M = mean; SD = standard deviation 
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Table 2. Participant Demographics  

Pseudonymª Age Cancer 
Type & Stage  

Race/ 
Ethnicityᵇ 

Relationship 
Status 

Sexual 
Orientation 

Annie 54 Diffuse Large 
B Cell 
Lymphoma; 
Stage 4 

Hispanic Single Heterosexual 

Barbie 55 Multiple 
Myeloma; No 
Stage 

African 
American 

Divorced Heterosexual 

Bernie 55 Myelofibrosis; 
No Stage 

White Single Heterosexual 

Bodhi 68 Multiple: 
Uterine; Stage 
2; Vulva; Stage 
Unknown; and 
Squamous Cell 
Carcinoma; 
Stage 
Unknown; and 
Colon, Stage 
Unknown; also 
Lynch 
Syndrome 

White Married Lesbian 

Buffy 63 Gastrointestinal 
Stromal Tumor; 
No Stage 

White Single Heterosexual 

Cat 47 Breast; Stage 4 White Divorced  Heterosexual 
FL Newt 69 Mantle Cell 

Lymphoma; 
Stage 4 

White Married Heterosexual 

Grace Bell 43 Lung, Stage 3 White Married Heterosexual 
Izzy 67 Lung; Stage 4 White Married Heterosexual 
Jay 75 Breast; Stage 2 White Married Heterosexual 
Josh 79 Multiple: 

Prostate, 
Merkel Cell 
Carcinoma, and 
Colon; Stages 
Unknown  

White Single MSM 

Journey 57 Fallopian  
Tube; Stage 4 

White Married Heterosexual 

Lynn 37 Breast; Stage 2 White Married Heterosexual 
Mike 83 Multiple: 

Prostate, 
White Married Heterosexual 
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Bone, and 
Lung; Stages 
Unknown 

Morgan 48 Cervical; Stage 
1 

African 
American 

Married Heterosexual 

Natalie 44 Ovarian; Stage 
2 

White Single Heterosexual 

Old 49’er 64 Colorectal; 
Stage 4 

Alaska  
Native 

Divorced Heterosexual 

Rachel 43 Breast; Stage 3 White Engaged Heterosexual 
Sadie 64 Anal/Skin; 

Stage 2 
White Divorced Heterosexual 

Samantha 
Flynn 

74 Lung 
Neuroendocrine 
and Carcinoid 
Syndrome; 
Stage 1 

White Divorced Lesbian 

Sarah 68 Lung; 
Unknown Stage 

White Married Heterosexual 

Sue 66 Breast; Stage 4 White Divorced Heterosexual 
Taylor 56 Breast; Stage 2 White Single Gay 
Tushy Girl 67 Anal; Stage 2 White Married Heterosexual 
Ziva 58 Multiple: 

Vulva; Stage 2,  
Breast; Stage 2; 
and Colon; 
Stage Unknown 

White Widowed Heterosexual 

Zume Wing 65 Ovarian; Stage 
3 

White Married Heterosexual 

 

  ª All participants chose their own pseudonym at the beginning of the interview 

  ᵇ Race and ethnicity were identified by the participants.  
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Overview of Data Analysis Codes 

Data analysis occurred on three levels. Data were initially coded line-by-line from 

transcripts, which yielded 391 open codes. I labeled these codes in a manner that 

reflected my understanding of the concepts communicated by participants. These served 

as a starting point from which to further analyze the data. As additional interviews were 

conducted, codes were compared incident to incident to explore participant experiences 

around thematic elements (Charmaz, 2006). The initial 391 codes were analyzed, and as 

Padgett (2017) recommends, were then trimmed back due to content that was either too 

minimal or because they were merged into other codes. The open codes were then 

collapsed into 31 higher level codes. Finally, four overarching themes emerged with 9 

codes as illustrated in Figure 8. 

 
 
Figure 8  
 
Coding Summary 
 

 
  

 As I listened to the interview recordings, read through the transcripts, and coded 

the content, an overall thematic framework to understand the data emerged. This 

framework was influenced by the interview guide and helped me to consider each 

participant’s experience in four thematic phases throughout their cancer journey. 

However, I remained flexible in order to capture additional themes. Figure 10 provides an 
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overview of each code from initial analyses to focused coding and themes. It illustrates 

the movement of patients across their cancer journey: from before they were diagnosed, 

through the moment of diagnosis, to treatment decision making, and finally throughout 

their survivorship experience as they deal with the impacts of cancer and cancer 

treatments on their lives. As participants move through each phase, their experiences 

inform their perspectives on cancer care value.  

 

Figure 9 

Study Themes  

 

From Person to Patient—Experiences of Receiving a Cancer Diagnosis. 

Following the general discussion regarding their lives before cancer, I asked respondents 

to describe the experience of receiving a cancer diagnosis. I expected most, if not all, 

participants to express emotions that can be categorized as negative such as fear, anger, 

frustration, sorrow, or confusion, etc. upon recalling the experience of being diagnosed 

with cancer. While that held true for many participants, I explain in Chapter Five that 

these reactions were not universal. Different factors played into participants’ reactions to 

their cancer diagnosis such as stage of life and personal expectations (e.g., a newly 
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married woman in her 30s eager to start a family contrasted with an 85-year old survivor 

of multiple cancers primarily seeking to avoid discomfort), personal dispositions (e.g., a 

man who was relentlessly positive despite a metastatic diagnosis contrasted with a man 

whose frustration with his situation and lack of care was palpable), and extenuating 

circumstances (e.g., participants who were seeking answers to mystery illnesses and who 

welcomed a diagnosis of any kind contrasted with participants who could not reconcile 

their self-perceived healthy lifestyles with a cancer diagnosis).  

Participant reactions to a cancer diagnosis also evolved over time. Some initially 

feared the worst but came to understand that their specific type of cancer was not acutely 

life-threatening but would be experienced as a long-term, chronic illness. Although they 

experienced stress at the thought of managing their disease or facing a recurrent or 

secondary cancer, they progressed through their cancer journey with less fear as time 

went on. Patients with metastatic disease that was not successfully treated also evolved. 

While they may still experience fear, they also found ways to change their lives and 

reposition their outlook to lessen regret and take advantage of opportunities to experience 

happiness and/or fulfillment.  

From Patient to Expert—Experiences of Treatment Decision Making. I then 

explored how participants engaged in the cancer treatment decision making process. The 

ways in which study participants approached and experienced treatment decision-making 

varied. Shared decision-making process was not common. For many participants, they 

acted as someone thrusted into a crisis. This manifested itself in their desire or 

willingness to trust figures of authority (in this case physicians/oncologists) or 

standardized treatment protocols. These participants tended towards quicker decision 
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making and more traditional treatment choices offered by their provider. Some expressed 

an urgency driven by fear. They asked fewer questions and put their faith in their 

provider who had the professional training and knowledge necessary to guide them to the 

“right” decision. Many of these participants also had a positive relationship with their 

health care team and trusted them partially because of this connection. These participants 

existed on one end of a continuum. In the middle of the continuum were participants who 

also felt an urgency to decide, although the pressure was not a burden they placed on 

themselves but rather was felt externally from physicians or family members. At the 

opposite end of the continuum were the participants who allowed themselves time, 

consideration, and the weighing of options. These participants were clear regarding what 

they hoped to achieve through treatment and shopped for second opinions or sought 

therapies either in addition to or in place of the standard of care, whether they were 

innovative clinical trials or alternative therapies.  

From Expert to Survivor—The Impacts of Cancer and Cancer Treatments. 

Following treatment decision making, study respondents experienced the range of 

impacts of both their disease and the treatments they had undergone. Side effects is one 

of the major categories that have an impact on quality of life. The ways in which side 

effects were felt were divided into tolerable, challenging, and life-altering in order to 

highlight how participants were impacted (and continue to be impacted) by the physical 

changes they experienced. The social and emotional implications of treatment 

corresponded with two starkly different groups of participants. The first included those 

who experienced varying levels of distress, depression, and anxiety following their 

diagnosis and treatment. This included participants who simply felt down or blue from 
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time-to-time and who sought psychiatric and medical management or received clinical 

diagnoses for their symptoms. The second category of participants consisted of those who 

experienced a positive emotional response following diagnosis and treatment. They 

described themselves as innately upbeat and found that a potentially life-limiting or life-

threatening illness was either not burdensome or even amplified their positive nature.  

Participants also communicated a range of experiences regarding the financial 

implications of cancer. These were divided into three sub-codes based upon the effect 

that these implications had on the lives of patients, ranging from minimal to significant. 

Unsurprisingly, this largely hinged upon the type of insurance coverage the participant 

had as well as their personal safety net consisting of either the financial support of loved 

ones and/or their own ample income or savings. Although financial literacy and prior 

planning played a role in terms of who experienced the most significant financial 

repercussions, there was also an element of chance—being married to someone with 

good insurance, purchasing a supplemental cancer plan on a whim, or having a well-

resourced network of generous friends and family. Self-advocacy also played a role in 

terms of the ability of participants to navigate and/or negotiate amounts that had to be 

paid as well as the timing of payments. More proactive participants exhibited an ability to 

exercise some control and management over their financial situation through payment 

plans or negotiation.  

From Individual Patient to Population Health—Defining the Concept of 

Value. Finally, participants were engaged in conversations that drew from their 

experiences in the first three thematic phases, informing how they view cancer care 

value. The structure of the interview guide was intentional, in an effort to learn about 
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how each individual conceptualizes value for them self, based on their personal 

experiences between receiving a cancer diagnosis to the time of the interview.  

Participants were also asked for their opinions regarding external decision makers 

determining value and who they believed should be making value decisions. They 

generally conceptualized value as highly individualized and resented any efforts that 

removed personal agency or limited treatment possibilities. Although participants were 

negative about stakeholders with financial or other power motives engaging in value 

decisions, many communicated an understanding of why difficult decisions may be 

needed regarding how to allocate scarce health care resources to an increasing number of 

cancer patients.  
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Figure 10 

Overview of Codes 
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Chapter 5: Research Findings 
 

From Person to Patient—Experiences of Being Diagnosed with Cancer 

I remember thinking that…my immediate feeling was absolute panic, that 

this was it, I was going to die. 

-Sarah, Lung Cancer Survivor 

I really never felt a dread or anything. I just decided I was gonna beat it.  

-FL Newt, Mantle Cell Lymphoma Survivor 

When exploring the experiences of participants as they became cancer patients, 

four sub-codes emerged: (1) Will I survive this? When life is threatened by cancer; (2) It 

is what it is: Attacking cancer and getting back to life; (3) Sense Making: When 

Expectation and Reality Collide; and (4) A silver lining: When cancer provides an 

answer.  

Will I Survive This? When Life is Threatened by Cancer 

Falling into the first category are participants who reacted with negative emotions 

to their diagnosis. I use the term negative in this context not to render a value judgement 

that their reaction was right or wrong, but rather that upon diagnosis they initially 

experienced unpleasant feelings like fear, worry, or sorrow. These reactions were 

primarily due to their fear of dying as a result of their cancer. The participants who fell 

into this category received a variety of different cancer diagnoses, but many of the types 

of cancer fell into what could be considered (or perceived as) either more deadly (such as 

lung cancer), or cancers that were rare or that participants were unfamiliar with (such as 

multiple myeloma or gastrointestinal stromal tumor). Many of these participants reported 

being “shocked”’ by their diagnosis. Among those who have experienced multiple cancer 
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diagnoses, specific types of cancer also concerned them more (such as lung cancer). For 

some participants who received multiple diagnoses, it represented a pattern of illness that 

would continue to haunt them. For others, they felt more prepared to deal with the disease 

each additional time they were diagnosed.   

Three participants with lung cancer immediately feared the worst. Mike called it a 

“killer” versus what he viewed as the less deadly prostate cancer he faced. When his 

doctor did a scan and found out that he had bone cancer as well a spot on his lungs he 

said, “now that scared me.” When I asked him why, he said, “Now we’re getting, the best 

way to say it, now we’re getting to play with the big kids in the big leagues. You know, 

there’s no going back from here.” Sarah, a 68-year-old retired teacher, felt fatigued and 

was in pain when she attempted to take deep breaths. She referred to receiving a 

diagnosis of lung cancer with “a wave of just this overwhelming fear,” and an “out of 

body experience.” She added that it’s scary when you “come up against your own 

mortality.” She said, “my immediate feeling was absolute panic, that this was it, I was 

going to die. And I remember…as soon as I saw my husband, I said to him …I don’t 

want to die from this, that’s my big fear.” Grace Bell, a 43-year-old woman, had just 

celebrated her first wedding anniversary when she received a diagnosis of metastatic lung 

cancer. She said, “I felt kind of like the wind was taken out of my sails because I was 

starting to regain ground…you know, lots of really wonderful things were happening, and 

then we had this situation. So that was very, it was very difficult.”  

Without prodding, several of the participants with lung cancer felt it important to 

tell me that they were not smokers, making their diagnosis even more shocking. Lung 

cancer has long been stigmatized as a smoker’s disease. As the leading cause of cancer 
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deaths (American Lung Association, n.d.), a diagnosis of lung cancer is often associated 

with distress which is compounded by pervasive stigma connected to the disease. The 

participants with lung cancer expressed a mix of emotions stemming from both fear of 

the potential outcome of their disease, as well as indignation that they were dealing with 

lung cancer in the first place.  

The specific type of cancer was not the only reason participants expressed grave 

concern. A secondary or recurrent cancer indicated reason to be alarmed. At 68-years-

old, Bodhi had been diagnosed with colon cancer, vulva cancer, uterine cancer, and 

squamous cell carcinoma in her groin. She lives with a genetic condition known as Lynch 

syndrome, which puts her at a heightened risk for multiple types of cancer (Cancer.net, 

2018). Individuals with Lynch syndrome are more likely to be diagnosed at a young age 

(Cancer.net, 2018) and Bodhi was no exception, having received a colon cancer diagnosis 

at 21. Bodhi told me, however, that when she was diagnosed with stage two uterine 

cancer specifically, “I was very scared because it was the second real cancer I had had. I 

was just scared with what’s gonna be next, and how far advanced it is. Would I survive 

it?”  

Josh, a 79-year-old survivor of multiple cancers including prostate cancer, Merkel 

cell carcinoma, and metastatic colon cancer, recalled his first diagnosis, saying “Oh my 

god, that’s the end of life pretty much.” He told me “I just thought that I wouldn’t have 

many more years to live.” He said the “diagnosis threw me up against the wall. I was 

really, really concerned about that.” Unlike Bodhi, however, Josh was not increasingly 

concerned following each additional diagnosis. The initial shock of a first diagnosis was 
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no longer present, he knew what to expect in terms of the process, and each time he 

survived a new type of cancer, it seemed to strengthen his resilience.    

Several participants had never even heard of their disease. After being 

diagnosed with multiple myeloma (a relatively uncommon cancer (American 

Cancer Society, n.d.e)), Barbie said “you get all stressed out because you don’t 

know what it means, you think you’re dying.”  When Buffy, age 63, received a 

diagnosis of a cancer, she also had never even heard of her tumor type, 

gastrointestinal stromal tumor or GIST, which is also uncommon (American 

Cancer Society, 2017). She quickly went from feeling fine to taking up residence 

in the hospital for three months after experiencing flu-like symptoms and 

progressively worsening pain. Buffy said:  

When I did have any time to stop and think about it, I was scared, just like 

anybody. The whole idea of having cancer was foreign to me, because 

even though I had friends and associates that have been diagnosed…I was 

petrified that then it was happening to me.  

 The participants discussed in this category exemplify the type of reaction that may 

be expected of someone upon receiving a diagnosis of cancer. Immediate, and often 

overwhelming concerns, regarding the potential of impending death overshadowed (at 

least initially) all else. They approached the experience of cancer with the understanding 

that a diagnosis equates to death. This altered their perception of a safe reality, creating a 

pre-cancer and post-cancer lives in which they experienced the world in different ways. 

This is often called the “new normal” for cancer survivors. This lens served as the 

foundation from which participants made decisions, both medically and otherwise. This 



 

97 
 

fear can either paralyze or provide an opportunity to overcome seemingly insurmountable 

obstacles.  

It Is What It Is: Attacking Cancer and Getting Back to Life 

As evidenced above, many of the participants in this study found themselves 

grappling with their cancer diagnosis and the ensuing emotions as they faced (at least 

what they initially perceived as) their own mortality. However, other participants reacted 

quite differently and expressed a practicality and forward-focus that seemingly lent itself 

to goal setting and efficiently attending to the disease in order to get back to life. Several 

of the participants in this category found solace in innovation and a belief that 

advancements in the field of oncology meant their lives would be spared. Others found 

comfort in spirituality. Still others had previously faced life challenges such as the death 

of a spouse or a diagnosis of a potentially life-threatening illness (such as HIV) which 

contributed to a milder disposition and perspective on cancer.  

FL Newt, a 69-year-old survivor of stage four mantle-cell lymphoma, Izzy, a 67-

year-old stage-four lung cancer survivor, and Tushy Girl, a 67-year-old stage-two anal 

cancer survivor, expressed the most resolute positivity and determination that the only 

option was to overcome their diseases. FL Newt said, “I really never felt a dread or 

anything. I just decided I was gonna beat it.” A retired chemical engineer, he had worked 

near toxic chemicals throughout his career, which piqued his doctor’s interest when he 

presented with pain and a lump in his neck. Although his initial response to the diagnosis 

was, “oh shit,” he told me with a laugh, he moved forward swiftly and pragmatically.  

Izzy found strength in both her health care team as well as her spiritual beliefs 

saying:   
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I have very strong religious beliefs and so it was like, I turned it over to 

God immediately…and from that time on it’s like, okay, I put my trust in 

my doctors and I just felt confident…just feeling like okay, I’m as 

proactive as I can be…we’re just going to keep attacking this. 

Izzy acknowledged that it may sound “bizarre,” but she was not terribly worried. 

She told me that only about five percent of people with her disease are alive five years 

after diagnosis. She added, “So that’s the way I look at it. I’m a five percenter.” She said 

that if her treatment stops working at some point she hopes to survive long enough to 

utilize another innovative therapy.  

Tushy Girl also only saw one path forward. She was told about 40 percent of 

patients with her type of cancer do not seek treatment because of how punishing the 

standard of care can be. Side effects could include fecal incontinence, an inability to have 

sex, burns to her skin, and nausea. However, she quickly chose to move forward 

believing that the side effects probably would not happen to her. She stated:  

Well, to me it was just, this is what you do, you know? You put your foot 

forward, and you go forward. Everybody always asks about how I felt 

about it. It’s like, how do I feel? It’s OK, we’ll take care of it. 

Tushy Girl is proud of her strength. She celebrates each milestone, no matter how 

seemingly small. She said that she is not afraid of cancer adding, “No, it’s just a part of 

life now to me.” 

Several participants took their cancer diagnosis in stride, viewing it in relation to 

their other life experiences such as co-morbid chronic illnesses or the loss of loved ones. 

At 59, Ziva considers herself an “overachiever” having received three cancer diagnoses—
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vulvar cancer in 2016, breast cancer in 2017, and metastatic colon cancer later that same 

year. Her husband died from lung cancer and COPD a month before her first diagnosis. 

When her grown children expressed concern about her health, she told them “Kiddos, it is 

what it is, and I’ve got what I’ve got. We go forward from here.”  

The Old 49’er has metastatic colon cancer that has spread to his lungs and liver. 

At 64, he has been living with heart disease for over twenty years. He underwent a 

quadruple bypass surgery at 44. His grandfather, father, and brother all died from heart 

disease. He told me that the men in his family do not make it past the age of 62 and at 64, 

he feels like he is living on borrowed time. He said he is just grateful to be alive adding:   

 I’m so far gone. The cancer is so far…I have no chance. But I don’t care, 

because I’ve lived a good life…You’re not going to live forever. This is 

just my thing. I’m not going to be 80. I’m not going to be 90 like my 

mom. It’s just a fact of life. 

When his last treatment stopped working, his oncologist told him not to worry 

because there were other therapies they could try. “OK, cool” the Old 49’er responded, 

“As long as you have something you can do, just keep me going for now, I’m good. I’m 

here to stay.” 

Taylor, a 56-year-old man, noticed blood from his nipple and felt a lump in his 

breast. He said he knew he had breast cancer, which was confirmed with a stage two 

diagnosis. Taylor faced his diagnosis matter-of-factly, noting “I never worried about 

dying from it. I knew that it wasn’t that severe, and really that was never in my mind.” 

He has been living with HIV for the past 17 years and told me he approached that 

diagnosis in the same manner. Taylor told me simply that his cells have malfunctioned, 
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and he puts his faith in science and trusts the experts. As an atheist, he is not “touchy 

feely” and does not believe in a “metaphysical” approach. Even his doctor refers to him 

as “stoic,” but he says, “at least I know the information and then can deal with it, and 

know what may lie ahead, and just face it. I was never emotionally overwrought by it 

either.” 

From my conversations with these participants, it became clear that they 

approached cancer with the same outlook they approached all aspects of their lives. They 

were practical, sometimes stoic, with an ability to see through the fog of a potentially 

life-limiting illness. They were often process oriented, with an ability to focus on what 

needs to happen today to get the outcomes they want to see tomorrow. They were not 

unwilling to face the realities of their disease, but recognized what they perceived as the 

futility of being overly concerned. They came from different backgrounds, had diagnoses 

of different types and stages of cancer, and different support systems. Their approaches 

appeared to be informed by their general dispositions, seemingly innate positivity 

grounded in practicality. Some were also influenced by past serious or traumatic life 

experiences, creating a sense of simultaneous gratitude and rationality.    

Sense Making: When Expectation and Reality Collide 

The participants in this sub-code experienced a different kind of negative emotion 

than the participants in the first sub-code. The news of a cancer diagnosis sent them 

reeling because it did not align with their beliefs regarding the disease and their personal 

behaviors. Their avoidance of carcinogens like tobacco or alcohol and their engagement 

in exercise and healthy eating lent to them a sense of invincibility, at least against cancer. 

Clark and Bolte (2015) state that sense-making in oncology occurs when people seek to 
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reconcile “personal histories, sense of self, behaviors, and social context with external 

messages and information” (p. 51). Cancer was not seen by these participants as random 

happenstance but as evidence of something pernicious. Something was “wrong” and the 

participants in this category sought (and continue to seek) to make sense of, and 

reconcile, their cancer diagnoses with their personal (and in their viewpoint positive) 

lifestyle choices. 

At 66, Sue had spent nearly her entire life avoiding traditional medicine and 

relying on “natural food, diet, fresh air, activity.” She could not understand how it was 

possible to have metastatic breast cancer. “I don’t get sick. It’s not like I have colds, I 

don’t have flus. I don’t have ear infections. I don’t get sick. I just have cancer.” Sue could 

not reconcile her healthy lifestyle with her cancer diagnosis. Beginning in 1970, she gave 

up white sugar, white flour, and became a self-described health food nut. She focused on 

diet and nutrition in an effort to improve her life—one that had been filled with stress and 

trauma. Speaking three years after her diagnosis, Sue was still in conflict saying:   

I was totally in shock and bewildered because I never smoked. I don’t 

drink. I always exercise. I work, work, work. I don’t do anything wrong. 

And I started researching, researching, how could it be? How could this 

happen to me? 

Cat, now 47 years old, was an avid athlete, playing softball, hiking, going 

kayaking and whitewater rafting. She struggled with her diagnosis of stage three 

inflammatory breast cancer saying:  

It was a very hard concept for me to buy into, being very, very healthy at 

that moment. I thought—how do you go from being the healthiest you’ve 
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ever been in your life to being terminally ill in a year? That really scared 

me. 

Lynn, an attorney and former college athlete, was astounded when she was 

diagnosed at 34 with stage two breast cancer. It was 18 days after her wedding to her 

long-time boyfriend. She said:  

It was kind of ironic that when we finally bit the bullet, that 18 days later 

our world would be shattered… I was in a state of just complete 

disbelief….You don’t think of young, athletic, healthy, non-smokers. We 

probably drink a little too much, but other than that we don’t have any risk 

factors.   

Natalie also received a cancer diagnosis at a relatively young age. Now 44, she is 

living with metastatic ovarian cancer. An avid runner and passionate teacher, she began 

to feel sluggish and fatigued. Her muscles hurt and she gained weight exclusively in her 

abdominal area, which she dismissed as an unfortunate characteristic of middle age. An 

inability to urinate landed Natalie in the emergency room where a tumor was eventually 

discovered. She initially received a diagnosis of stage two ovarian cancer, which has 

since metastasized. When she found out that the treatments were not successful, she was 

“gutted,” stating:  

I don’t know if I’ve completely accepted it. I really don’t want to. It’s 

hard. It’s emotionally taxing. You know, when I think about it, I get really 

sad, but I can’t spend all the time thinking about it. I have to get on with 

everything else, so I don’t spend time dwelling on it. 
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 Healthy lifestyles gave participants in this category a sense of control over their 

lives, which was shattered upon receiving a diagnosis of cancer. Younger participants 

were surprised to find that youth was not a protective factor. “Healthy” participants were 

shocked to find that neither food nor exercise nor being a teetotaler could always ward 

off disease. They faced cognitive dissonance and found it difficult to learn that their 

narrative had to be re-written. This requires a shift of perspective and some participants 

still struggle to cope with the understanding that cancer is, at times, random and was not 

caused by a factor that was under their control. Their fears were perhaps driven less by 

facing potential mortality and more as a disruption in a belief system that provided 

certainty in their lives. If cancer is random, how is it possible to control any facet of our 

lives? This recognition is groundbreaking and can redefine how a person sees the world.   

A Silver Lining: When Cancer Provides an Answer 

The final, and perhaps most surprising, category includes participants who were 

eager to find answers to mystery symptoms and undiagnosed illnesses. A cancer 

diagnosis, although not ideal, at least provided them with an answer of some kind. They 

understood and attended to the negative impact that cancer could have on their lives, 

while appreciating the clarity an official diagnosis could provide where only ambiguity 

and confusion existed previously. The labels physicians ascribe to patients have the 

potential to legitimize patients, allowing them to both undergo treatment and claim a new 

identity. These participants went from being perceived as hypochondriacs to official 

patients. As they spoke of this transition, it sounded as if they gave up citizenship in a 

foreign land to join a world where answers were more readily available, and they could 

much more easily navigate the terrain. Although the journeys of these participants were 
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not necessarily easier than others’, they overcame significant barriers prior to receiving 

their diagnosis, contributing to somewhat easier coping. 

Participants in this sub-code had the opposite experience from the participants in 

the previous sub-code. Instead of feeling healthy and being suddenly thrust into the world 

of cancer, these individuals have been chronically ill and were desperate to receive a 

diagnosis of some kind. Their anxiety stemmed from a lack of information versus a 

sudden influx of unwanted information. The participants who received a late diagnosis or 

initial misdiagnosis expressed deep frustration with health care systems that did not 

attend to their needs, take them seriously, or provide answers when they were desperate. 

Once they received a diagnosis, they felt vindicated. In contrast with seemingly healthy 

respondents who were surprised by a cancer diagnosis, these patients found that a cancer 

diagnosis eased their anxiety, regardless of the seriousness of the disease or their 

prognosis. They were officially and legitimately patients, leaving the world of what 

externally appeared as somatic symptom disorder or illness anxiety disorder (previously 

known as hypochondriasis) behind.    

Samantha Flynn, a 74-year-old nurse with lung neuroendocrine cancer and 

carcinoid syndrome, and Bernie, a 55-year old man who was diagnosed with 

myelofibrosis and malignant dysplastic syndrome, were relieved to finally receive 

diagnoses. Samantha lived many years with endometriosis, gastroparesis, sleep apnea, an 

ulcer, irritable bowel syndrome, and small intestinal bacterial overgrowth. For decades, 

she said that health professionals told her that she was faking her illness, was prone to 

anxiety, or didn’t know how to cope with stress. Upon receiving a cancer diagnosis, she 

said “…you really feel like it’s all sort of coming together and people are sort of 
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respecting you as a patient and helping you…it’s been really positive.” Bernie said it 

“was just like a relief to an extent” because he “knew something was there but it just 

wasn’t quite there and to actually find out what it is…that part was a relief but also new, 

a new direction.” He has coverage through Medicaid, and he has been frustrated with an 

inefficient and outdated system. He felt that his Medicaid coverage delayed diagnosis and 

left him with limited options and resources.   

Annie and Rachel said that they knew their bodies and their family history and 

felt when something was “off.” They also struggled to get answers but remained self-

advocates. Annie, a 54-year-old psychologist from California, started feeling “weak, 

fatigued, and mentally foggy, with pain in the abdominal area.” She said that she knew 

her body well and was very aware of any changes she experienced. She asked her 

primary care physician for help and underwent a series of tests that all came back 

negative. She said, “I know I’m not crazy. I know that there is something off in my body 

I feel it.” Annie kept pushing and an endoscopy revealed lymphoma. Rachel was 

diagnosed at age 38 with stage III invasive ductal carcinoma, but had been seeking 

information for years. With a significant family history of cancer, she was terrified that it 

would also invade her body one day, saying: 

For years, I kept asking my doctor, every doctor I ever saw, I said okay, I 

was 26 when my mother passed away. Do I need to do anything different? 

Do I need to do anything? They all just said no. Then at age 35 when my 

second aunt was diagnosed with cancer, I finally raised my hand again and 

I said look, I’m very nervous. Honestly, just to placate me, I had a 

mammogram done. 



 

106 
 

 At 35, the mammogram did not reveal cancer, but Rachel has dense breasts, 

masking the disease she feared was growing inside her. Three years later, she could feel 

the lump. She wanted to shout to everyone, “I told you so!” She was not shocked, telling 

me she “knew it would happen.” The diagnosis allowed her to deal with her cancer head 

on. “That’s what I tell people,” she said, “you just have to…you can’t take no for an 

answer if your gut is telling you something.” 
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Chapter 6: Research Findings 

From Patient to Expert—Experiences of Treatment Decision Making 

I don’t remember getting a choice. Either you do treatment, or you don’t 

basically.  

-Rachel, Breast Cancer Survivor 

Well, I hear all these stories about people being sick for a week 

afterwards, you know? Once again, remember, I’m going to be 84. I do 

not want to be sick for 4 months to live another 18 months. I have no 

interest in doing that.  

-Multiple Cancer Survivor 

 When exploring the experiences of participants as they made treatment decisions, 

four codes sub-codes emerged including: (1) Trusting a physician or protocol; (2) 

Shopping and second opinions; (3) Hesitating and responding to perceived pressure; and 

(4) Looking beyond the standard of care.  

Trusting a Physician or Protocol 

Cancer can be a crisis for many, throwing them into a situation where they not 

only need (or feel the need) to make quick decisions, but they must do so with limited 

information and/or an inability to process complex scientific data, especially under 

pressure. For many, this process is daunting and may be impacted by overwhelming fear 

and/or confusion (although the information in Chapter Five proved this is not always the 

case). In this situation, patients may turn to people they trust to either strongly 

recommend or make decisions on their behalf. Dominating this sub-code were themes of 

trust, respect, and/or fondness for providers. Many participants felt comfortable 
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relinquishing decision-making responsibilities if they believed their doctors prioritized 

their survival and wellbeing. Among the participants in this sub-code, many were those 

who immediately feared for their lives as discussed in Chapter Five. They felt a self-

imposed sense of urgency because a clock had started counting down and they had to 

move quickly to stop it. Conversely, a good number of participants who fell into the sub-

code of attacking cancer and getting back to life also put their faith in their providers as 

the experts who could help them accomplish their goal of survival.  

Sarah said, “I trust my medical team, they’re wonderful. They’ve always been 

open, honest, and kind.” Lynn liked her oncologist who “drew pictures, who explained, 

who wrote things down.” Taylor said that the most important thing to him was “having 

confidence that the doctors would get all the cancer and oversee whatever [he] did, 

meaning the chemotherapy and the radiation, in a way that I had confidence.” He 

reiterated that he wanted to have “a real sense of faith in the staff” and a “personal 

rapport with the surgeon, with the oncologist, and with the staff.” The Old 49’er told me 

that he trusted the “native hospital system” (the Alaska Native Medical Center where he 

received care), citing their “unique and current treatments” and “basically just went with 

them.” Likewise, when I asked Josh about how he made his treatment decisions, he said: 

I just trust the doctors and have done minimal research after them telling 

me what they planned to do. I have no reason not to trust them. I feel I 

don’t have to make further decisions. They make my decisions basically.  

Barbie underwent chemotherapy for her multiple myeloma and ultimately 

received a stem cell transplant. She said that she relied heavily on physicians as her 

expert guides. She prayed to find “someone who knows what they’re doing and knows 
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their stuff.” She said she was “very comfortable” with her doctor and did “whatever he 

said.” She elaborated: 

I’m not a researcher. I look to the experts in the field because what I find 

with cancer and especially when it’s affected your brain and all that, when 

you start reading about one thing, it opens up a floodgate…then you get all 

stressed out cause you don’t know what it means, you think you’re dying. 

I rely on my doctor. 

Ziva, who has been treated for three separate cancers, relied on her doctor’s expertise 

saying: 

I wanted the best possible resolution to my situation, and as far as the rest 

of it, it was like whatever they wanted sounded good to me. I’m not the 

doctor here, so they can direct me accordingly, and I relied on their 

expertise, again, to direct me where I need to go to get to the goal we were 

after.   

The participants in this group were also the most likely to say that they did not 

feel like they had a choice in terms of treatment, or as the Old 49’er put it the choice was 

“treatment or die.” When I probed regarding what was most important to them when they 

were choosing a specific therapy, they said that they did not know they had a choice and 

that their providers never presented alternative options. To treat Lynn’s breast cancer, she 

underwent chemotherapy first, which she said she wouldn’t call a decision noting, “I 

guess I never viewed it like that, nor was it necessarily even presented like that. It was 

more, with your type of cancer, here’s the chemo that you need.” When asked about how 
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he made his treatment decisions, Taylor said, “it wasn’t really a choice” and that he 

decided to “follow the directive of the experts and didn’t investigate it greatly.”  

Natalie’s doctor was explicit and clear in his interactions with her. During her 

initial surgery to diagnose her ovarian cancer, he told her that if he found that the cancer 

had spread, he would remove the organs and tissue necessary to eradicate the disease. He 

told her, “If you’re planning on staying with me, this is what I’m going to do, and are you 

ok with that?” Natalie agreed.  

Sadie noticed anal bleeding and assumed she had hemorrhoids. She was sent for a 

colonoscopy and received a diagnosis of squamous cell carcinoma of the anal canal. 

When asked about her treatment decisions, she said that “There was no decision to be 

made. It was this is what you’ve got, this is what we’re going to do.” She just wanted to 

“get it done. Get it out of me. Let’s get done with this.” She said she “just went with [the 

prescribed course of treatment] because [she] was basically terrified.”  

Shopping and Second Opinions  

A few participants chose to seek a second opinion or find a provider or institution 

that was willing or had the capacity to provide specific therapies. Although Josh was 

included in the first category of trusting his physician, it took him time to reach that 

point. When he was diagnosed with his first cancer, he interviewed five doctors before 

selecting one at a comprehensive cancer center. He said he was lucky to have many 

options for treatment as he lived in a large metropolitan area. He was impressed with a 

relatively young doctor who was a “good salesman” and told him about a study with 

“practically no serious risks.” He said he would be followed for a period of years and 

Josh thought “well that’s a no-brainer. I’ll do that.” Unlike traditional prostate cancer 
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treatment, this study utilized hormones that were offered orally. His doctor did not 

recommend surgery because he was relatively young compared to other prostate cancer 

patients. When I asked Josh if he was concerned about the potential side effects of his 

chosen treatment, he said he “wasn’t concerned at all, because the doctor was a very good 

salesman. He’s also a good doctor, it turns out.”  

After searching for an answer to her health challenges, Samantha Flynn was 

diagnosed with lung neuroendocrine cancer and carcinoid syndrome. She sought care 

locally and went so far as to schedule surgery within her local hospital system. However, 

before her surgery, internet research revealed that a multidisciplinary team was 

recommended for her type cancer. Therefore, Samantha Flynn instead sought care and 

received surgery at a comprehensive cancer center about ten miles from her home.  

Grace Bell was diagnosed with stage three A lung cancer and said, “The treatment 

was the standard, the chemo, the radiation, I went in for that, and then additionally…they 

said I was not a surgery candidate.” However, she sought a second opinion because she 

wanted “the most effective treatment…the thing that would get the best results.” 

Ultimately, she received an open thoracic lumpectomy as well as additional 

chemotherapy following surgery.  

Mike, who at 83, has experienced multiple cancer diagnoses, took some time 

deciding on courses of treatment. He initially explored treatment options in his hometown 

but was turned off by local oncologists, saying they were “amazingly greedy.” He said 

they didn’t want to talk to him but rather give him the treatment and send him a bill. 

Imitating those doctors, he said: 
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Don’t worry about it, just let me give you the shots. You don’t need any 

explanation. Just go ahead. We’ll give you the treatments. I said well, you 

know, whoa, wait a minute. This is my body here. I want to talk about it. 

No, no, no. Just let me give you the shots. I walked away from them.  

Ultimately, Mike sought care 130 miles from his home, at a Department of Veterans 

Affairs hospital. He said he received wonderful treatment there, the kind of care that he 

had expected from the private doctors.  

Rachel, who underwent a single mastectomy and chemotherapy for stage 

four breast cancer, wishes her oncologist had been more direct. “My particular 

oncologist, I’m not the most happy with. Despite my treatment being aggressive, 

he’s a little too wishy-washy for me. I prefer very direct and very honest. With 

him, he’s just kind of wishy-washy.” Rachel prefers direct answers to her 

questions and a firm plan of action. Although she has not yet sought a second 

opinion, she told me that based on her next scans she may “jump ship and find a 

different oncologist.” 

The decisions of participants who sought second opinions or care from a different 

provider were driven by a desire to find a provider with their best interests at heart or to 

seek treatment that was originally denied or unavailable to them. They were inclined to 

ask questions and search for providers who made them comfortable and institutions that 

could provide the type of care they desired. They were willing and able to take additional 

time and effort (such as driving further to an institution) before making final treatment 

decisions. Samantha Flynn, who had been seeking medical answers for years, wanted to 

ensure that she had access to a multidisciplinary team who could most appropriately and 
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comprehensively treat her disease. Although Josh selected his provider because he was a 

“good salesman,” in Chapter Seven I will discuss the unexpected side effects he 

experienced as a result of his treatment. Interestingly, two participants in this category 

(Mike and Grace Bell) originally feared for their lives upon receiving a diagnosis but 

were able to take a step back to ensure they were getting the type of care they wanted.  

Hesitating and Responding to Perceived Pressure 

At times, a cancer patient’s anxiety can help propel them to seek and/or 

receive cancer treatment as quickly as possible. As evidenced by participants in 

categorized under the sub-code, Trusting a Provider or Protocol, feelings of fear 

and/or anxiety can potentially lead to a willingness to trust providers in 

determining the best course of treatment. Other times, external pressure is placed 

upon patients from loved ones or providers as evidenced by the participants in this 

sub-code. They either felt pressure from their providers to choose a specific 

treatment and choose quickly, or they did not believe that their concerns (such as 

fertility preservation or quality of life) were taken as seriously as they would like. 

While providers or loved ones can provide critical counsel and/or support to 

patients, this pressure, as illustrated by the participants in this sub-code, they can 

also cause problems in the lives of patients tasked with making difficult treatment 

decisions.  

Annie said she was “in shock” when she received her diagnosis of 

lymphoma. The same day she received the diagnosis, she was sent to have a bone 

marrow biopsy upon which they said, “We need to start you right now, right now, 

right now with the chemotherapy so we’re sending you to the hospital to get your 
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port installed.” Annie said she “felt like there was no choice.” She sought the 

counsel of two doctors, and both told her “this is a very aggressive cancer and this 

is the treatment. This is what you have to do but we need to do it now.” A week 

later Annie received the chemotherapy regimen known as R-CHOP. She said she 

did not want to do chemotherapy but felt that she had to “choose now, now, now, 

now, and this is the treatment.” When I asked her why she did not want to 

undergo chemotherapy, she said: 

I know how destructive it is to the body. It kills the good, the bad, and the 

ugly. It kills everything. And I was hesitant because chemo also has very 

serious side effects on your body, including heart failure. I didn’t want to 

go through that and I wanted to investigate other therapies, other 

alternatives. But I felt like the two doctors, they were adamant on chemo 

and now, now, or never. So I felt cornered in a way. And I was so scared 

and so shocked and I didn’t have a support system with other people who 

could give me alternatives. 

Although Annie’s main treatment goal was to “get rid of this monster 

inside” of her body, she was “completely uncomfortable” with the way her 

treatment was chosen saying “my oncologist said the problem with you is that 

you’re in denial. The more you stay in denial, the more these cells will grow all 

over your body.” She added “I hated the process. I hated it.”  

Several participants were hesitant to utilize a specific treatment, like 

chemotherapy, for fear of the impact on their bodies. Following surgery, Jay was initially 

uncomfortable with the treatment plan laid out by his physicians for his breast cancer. 
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While he had accepted the idea of radiation, chemotherapy gave him pause. He was 

“worried about the residual effects of the chemotherapy” and had “a lot of questions 

about it.” Jay told me that his wife is a nurse and he knew that it was “poison in the body. 

It kills everything.” He told me that if he were ever in so much pain that prevented him 

from “doing anything…not enjoying being around people” that he would “rather not be 

here.” Jay said that his doctors were comforting but “intense” and told me:   

The strongest people that were talking to me were the oncologists and the 

surgeon. They were explaining to me why I needed to have both radiation 

treatment and chemotherapy. They were adamant about it. Ultimately it 

was my choice, but they were very direct. 

Like Jay, Mike was hesitant to try the chemotherapy his doctors selected. He said 

he heard “horror stories” about chemotherapy and wasn’t sure he would “put up with 

that.” When I asked him what his specific concerns were, he said “I hear all these stories 

about people being sick for a week afterwards, you know? I’m going to be 84. I do not 

want to be sick for 4 months to live another 18 months. I have no interest in doing that.” 

Mike said that at his age, his main goal is pain avoidance. 

Ten years after breast augmentation, Cat’s bras were no longer fitting properly. 

She began feeling sharp pains in her chest. She thought it was time to refresh her 

implants. When she visited her plastic surgeon, he noticed a dry patch of skin on her 

breast which she attributed to an allergic reaction to a dog or workout-induced chafing. 

The surgeon was concerned about the presentation of Cat’s breasts (but did not indicate 

to Cat that those concerns were about potential cancer) and would not operate on her until 

she received a mammogram. Cat let six months pass by and her surgeon’s office 
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contacted her to find out why he had not received her mammogram results. She 

responded that she didn’t want to “spend a $5,000 out-of-pocket or whatever.” The 

surgeon sent her literature on inflammatory breast cancer which she’d never even heard 

of. Cat saw her primary care provider who said, “I think you need to see a breast surgeon 

tomorrow.” Cat responded that she had a full-time job and four children and did not have 

time. She also did not want to pay for it. The doctor was “very emotional about it” which 

Cat was “stunned by.” Her doctor connected her to a low-cost clinic. She thought “is it 

really something to be worried about? It’s just a little piece of skin.”  Testing revealed a 

mass in Cat’s breast as well as spots on her liver, sternum, and ribs. She described her 

metastatic inflammatory breast cancer “like cotton candy” invading her skin and bones.  

Cat attributed her hesitation to several factors including watching her mom go 

through a “devastating” double mastectomy and radiation, financial concerns, and her 

busy life and caregiving responsibilities. Cat involved her family in her treatment 

decisions. She said “I made decisions half as me individually, but so much of who I am 

as a mother. So, I think my decisions were strongly weighted on the fact of me being a 

mom versus if I didn’t have children, I would’ve possibly made very different decisions.” 

She added “making those decisions for me, individually, I would not maybe have wanted 

to put myself through all of that for a 30 percent that it might impact my life expectancy. 

But when you have kids, you can’t imagine not being around for them.” She said without 

the treatment she was “more than likely going to be terminal within a year.”  

As noted above, Lynn trusted her health care team, although she also did not rush 

into breast cancer treatment but took time to prioritize fertility preservation. She said she 

was never afraid of dying but her “brain immediately went to children” because it was 
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her lifelong desire to be a mother. She felt pressured by her family to rush into 

chemotherapy but said “at the same time we’re adults and we’re going to make our own 

decisions based on what the doctors are telling us.” Lynn waited two weeks before 

starting chemotherapy in order to undergo fertility treatments. She had her egg harvest 

and port placement on the same day. Following chemotherapy, Lynn decided to have a 

single mastectomy in order to preserve her ability to breastfeed in the future. She said it 

“was actually one of the hardest parts of my treatment because it was a decision I had to 

make and no one could really tell me.” She said, “With everything else there was a 

protocol and plan in place.” It got to the point where her surgeon said, “You need to 

decide.” This shows that patients may need different things at different points in their 

cancer journey. Although she wanted time to preserve fertility before she embarked upon 

cancer treatment, she also wished for more guidance in terms of the specific type of 

treatment she was willing to accept. Both decisions centered on her desire to be a mother 

one day. 

Looking Beyond the Standard of Care 

A final sub-code emerged composed of participants who prioritized treatment and 

care that went beyond the standard protocol. All are living with metastatic disease 

including two participants who were focused on accessing the latest innovations in cancer 

treatments such as clinical trials and immunotherapy. The other participant wanted to 

maintain her commitment to holistic and alternative therapies.  

For many patients, treatment options consist primarily of surgery, chemotherapy, 

and/or radiation. While this is still true for some, dramatic advances in our understanding 

of the disease has contributed to a host of treatment breakthroughs (for some but not all 
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cancers) leading to innovative new approaches that are proving more efficacious and/or 

with fewer side effects. Further, for patients who place a greater value on quality of life, 

the pursuit of complementary therapies is an attractive option.  

Sue, who describes herself as a “health nut,” told me that taking traditional 

medications was “just horrible, almost the end of the world.” She said that having surgery 

was “almost like [she] betrayed [herself] and everything [she] stood for…”  She was “off 

and on taking” an oral chemotherapy treatment and undergoing radiation for her 

metastatic breast cancer. She valued alternative therapies and went to a “health institute 

for three weeks for a detox thinking that would help.” When I asked her if she’s come to 

terms with her medical treatments, she said: 

I don’t feel like I can talk to anybody about anything because I certainly 

didn’t follow a path that I thought was optimal or the right one. I certainly 

do not believe that the current medical route is optimal, it’s just the one 

that there is, and the one that’s being followed. It’s not being followed 

everywhere on the planet. There are other things being used in other 

places, but I can’t get there. I don’t live there, and it’s not open to me. We 

get surgery, drugs, or chemo. That’s it.  

Other than natural and alternative therapies, Sue’s main priority when she was selecting 

treatment was avoiding side effects. She said, “I was thinking about side effects a lot each 

time, but so much that I almost didn’t think about getting rid of the cancer.”  

As described above, FL Newt was diagnosed with stage four mantle cell 

lymphoma and initially sought treatment at his local cancer center before seeking a 

second opinion at a National Cancer Institute (NCI) designated cancer center. He was 
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presented with three treatments options that included standard of care, standard of care 

with additional chemotherapy, and a clinical trial for an immunotherapy. He was instantly 

drawn to the clinical trial saying, “basically I immediately decided it was innovative. I’m 

going to go with the more current treatment technologies than the five-year-old stuff.” FL 

Newt finds comfort that new treatments are constantly being developed and if he ever 

experiences a relapse, he said he would again seek the most innovative therapies 

available.   

Upon receiving her diagnosis of fallopian tube cancer, Journey started researching 

local oncologists. She “was not very impressed” after reading online reviews and 

consulting with the doctors. Journey sought a higher quality of care and received her 

treatment at a leading comprehensive cancer center in a neighboring state. She underwent 

several difficult rounds of chemotherapy, an open hysterectomy, and debulking surgery. 

Approximately four months later, Journey found out her cancer had recurred. She knew 

she didn’t want chemotherapy again. She read online that some people go through 

multiple lines of chemotherapy and ultimately do not qualify for a clinical trial due to the 

lingering side effects. She asked her doctor to skip the standard of care and put her on a 

clinical trial. She and her doctor had to fight for her to be accepted into the trial because 

of her comorbidities, but she was accepted and is still on the trial today.  

Participants in this sub-code were alike in some ways and very different in others. 

Their top priority was accessing therapeutic options that they valued and which they 

believed offered the best chance to realize their goals. FL Newt and Journey prioritized 

innovative, leading-edge therapies, believing that they give them the best chance at 

survival. They were not only willing to forgo standard of care but insisted upon it. They 
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advocated for themselves and ultimately partnered with their providers to gain access to 

clinical trials which they believed offered them the best chance at overcoming their 

cancer. Sue also fought for access, albeit to a very different type of treatment. She 

expressed deep disappointment and frustration when she could not utilize alternative 

therapies as her primary mode of treatment and felt a sense of personal betrayal that if she 

wanted to treat her cancer, she had to utilize traditional methods. These differences 

illustrate how differently people approach treatment decision making. While innovative, 

highly scientific treatments were the gold standard for some, they are anathema to others. 

Efficacy may be the only priority for certain patients while quality of life is of utmost 

importance to others.  
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Chapter 7: Research Findings  

From Expert to Survivor—The Impacts of Cancer and Cancer Treatments 

It’s not the cancer itself that’s the problem. It’s all the issues around it. It’s 

the health insurance, it’s what they cover, what they don’t cover, it’s the 

emotional stuff. 

-Sarah, Lung Cancer Survivor 

Well, I’ll tell you, if you were just in pain, you can’t do anything, you are not 

enjoying being around people. You just regress into a cocoon. That’s a pretty bad 

quality of life. For me, if it got to that point, I would rather not be here.  

-Jay, Breast Cancer Survivor 

  

The impacts of cancer can extend well beyond the medical and physical 

implications of the disease. Although many patients may be initially focused primarily on 

treatment efficacy, their concerns often grow with time as they experience the full range 

of impacts that cancer and cancer treatment can impose. Following treatment, many 

patients struggle with immediate, late, and/or long-term side effects of therapies. In this 

study alone, participants listed over 45 different types of side effects they experienced. 

These range from those that they were able to address or considered tolerable (such as 

body aches, dry mouth, diarrhea, or general discomfort) to those that had a significant 

and/or lasting impact on their lives (such as fertility issues, heart damage, chronic pain, or 

incontinence).      

Patients must also attend to a host of other needs they may experience such as 

quality-of-life issues (such as the impacts of cancer and treatment on their ability to 



 

122 
 

engage in daily activities, work, or family life), financial concerns (including the ability 

to pay for treatment particularly when a patient must take time off from work or is un- or 

under-insured), mental and emotional concerns (such as distress, depression, or anxiety), 

logistical concerns (such as transportation), legal issues, etc. In this chapter, I discuss the 

main topics that participants focused on as they spoke about the immediate and ongoing 

struggles they faced following their diagnosis and treatment.  

Quality of Life. The study participants had different experiences and considered 

different factors that influenced how they understood their quality of life, which I have 

divided into three types of goals including: (1) returning to normal, (2) stability and 

function, or (3) balance. Participants fell into one of these three sub-codes based upon 

how they conceptualized quality of life for themselves and what they hoped to experience 

in their lives following cancer and treatment.  

Returning to Normal. A common expression applied to cancer patients is the 

concept that they must learn to live with a “new normal,” insinuating that they must bid 

goodbye to some aspects of their previous lives. This new normal can refer to changing 

activity levels, nutrition, body changes, routines, or emotional issues (National Cancer 

Institute, 2019). Although this may be true for many cancer patients, and even welcomed 

by some, others struggle as they attempt to understand what this means for them. Almost 

half of the participants in this study said that they believe that quality of life means being 

able to do the things they enjoy doing or returning to a similar level of function as before 

cancer.  

Barbie said that quality of life is “doing everything I like to do, want to do, and 

can enjoy doing without any discomforts.” She wishes she could work, but can neither 
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stand nor sit for long periods of time due to pain. She also struggles with significant 

memory loss and the “inability to process things for a long time.” She enjoys dancing and 

can last for one song before pain forces her to sit down. She has adjusted by going to 

aquatic Zumba.  

 Izzy said that quality of life means “being able to do the everyday things that I 

want to do. Just to be able to go camping and to work out in the yard and function as 

normally as I ever functioned.” Likewise, Morgan said it means “getting back to my 

before-cancer state. Being able to volunteer, being able to get up and move around and 

still have the energy to do whatever I felt I wanted to do.” Annie said quality of life is 

“being able to function normally, being able to think, not being in pain 24/7, being able to 

move, and not being a burden to somebody else’s life, being productive and helpful to 

others.” Ziva wants to maintain the level of independence she had prior to her cancer 

diagnoses. Likewise, Sarah believes quality of life includes making her own decisions 

and having the level of control she had prior to cancer.  

Cancer (and its treatments) can take so much from patients—their physical 

function and appearance, their libido, their emotional wellness, and much more. For some 

patients, the ideal way to restore quality to their lives is by reclaiming some of what they 

have lost. This is evidenced by these participants who spoke about their desire to function 

normally, whether physically, mentally, or emotionally.  

Stability and Function. Unlike the participants in the category above, others 

recognize that a return to normal is unlikely. These participants either experienced 

extreme impacts from their treatment or disease, or were advanced in age and had already 

adjusted to new function levels. Mike said that at the age of 83, quality of life is about 
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“stability.” He said “No excitement. Nothing unusual. No changes.” Likewise, Taylor 

said that quality of life is “feeling well enough to get through my day.” Tushy Girl said 

that quality of life means something different today than it used to. She said before it was 

“being around family and doing things, having fun and laughing…” Now it’s “just 

functioning some days. That I have all my senses and I can go out, I can do things. So 

that’s a little different life.”  

Participants in this category expressed both an acceptance of their reality while 

also longing for their pre-cancer (or younger) selves. They adjusted their expectations 

and allowed themselves to explore a new sense of self. While they expressed some 

disappointment in these changes, they also communicated an attitude that “it is what it 

is.”  

Balance. When considering quality of life, a third sub-code emerged, consisting 

of participants who wished to strike a balance between quantity and quality of life. 

Informed by family members who had struggled through difficult treatment regimens or a 

history of illness (and ensuing impacts) or traumatic events, they do not want to live in 

extreme pain or disability in order to extend their lives. Natalie watched her father die 

from cancer and felt that he kept trying additional therapies because he was worried about 

leaving his wife (Natalie’s mom) alone. She said, “he was hurting and pretty much out of 

it…he was so tired…it was a sacrifice every time he did something socially with his 

family because it was exhausting, and it hurt.” As a result, Natalie believes quality of life 

is physical independence and being pain free. She doesn’t “want to be tied to a machine 

and stuck in a hospital just for the sake of living.”  
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Grace Bell struck a balance between quantity and quality of life. She said, “living 

ten years in a really pained, crippling state is not necessarily as beneficial to me as five 

years in a more healthy state.” Samantha Flynn said while she wanted treatment to work, 

she was also concerned about side effects telling me, “I’m not one of those people 

holding onto life at all costs.” She said, “I’d rather die, frankly, than be in a prolonged 

nursing home situation especially where I have to share a room.” 

These participants drew upon their previous experiences to inform their 

preferences as they move forward in treating recurrent, metastatic, aggressive, and rare 

cancers. They were aware that their treatment journeys were likely not over and had 

thoughtfully considered what they were and were not willing to endure. They value 

moderation that provides both efficacy balanced with quality of life.  

Side Effects. I divided side effects into three sub-codes including those that were: 

1) tolerable; 2) challenging; and 3) life altering. These sub-codes reflect the magnitude of 

impact that participants described and ultimately how their experience of side effects 

impacted their concept of value. Participants viewed side effects differently. For example, 

some may view hair loss as tolerable while others experienced it as life-altering. Some 

participants would choose the same treatment again while others would avoid the ensuing 

side effects at all costs. Every participant experienced some side effects, but the impacts 

ranged from acute to chronic and frustrating to debilitating.  

Tolerable. Among participants who communicated that their side effects were 

relatively tolerable, they still experienced what someone without cancer might consider 

serious symptoms. Participants were placed in this category because they either 

experienced their side effects as minimal or refused to let them interrupt their lives in a 
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major way. Many viewed their symptoms in relation to how much worse they could have 

been, or the more devastating side effects experienced by others. Although we did not 

discuss their expectations regarding cancer treatment, they may also have gone into the 

experience expecting a certain level of disruption or discomfort, making their experience 

more tolerable based upon those expectations. Further, those participants who were 

advanced in age or who had experienced co-morbid chronic illnesses tended to view their 

side effects as having less of an impact, perhaps because they had experienced them for 

extended periods of time or in context of other, more serious symptoms. Finally, these 

participants may also have masked their true feelings towards the impact side effects 

have had on their lives out of a desire to exhibit strength or to limit being labeled a 

complainer.    

The participants in this sub-code were not willing to drastically adjust their 

treatment regimens in order to lessen symptoms. They made tradeoffs to prioritize 

treatment efficacy even if it meant adjusting their quality of life.  

Izzy, who experienced “every side effect plus a few extras” (including hair loss, 

memory loss, itchy skin, difficulty swallowing, insomnia, and long-lasting fatigue) for 

her metastatic lung cancer therapy, said:  

The quality of life didn’t play into it—I was more like whatever we had to 

do to kick butt now—and if it kicks my butt, then so be it. Let’s throw all 

the guns at the cancer that we can…I’m breathing. I’m living. I don’t care.  

Several participants who viewed their side effects as tolerable also considered the 

fact that they may be also due, in part, to aging or other health factors. This assumption 

seemed to help them accept and adjust to a new physical reality. Mike, who was 
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diagnosed with multiple cancers, refers to his side effects (including a weak urine flow, 

bowel upset, insomnia, and dizziness) as “minor irritations.” At 83 years old, he said, “It 

kind of just reminds you that you’re getting older. That’s all.” Taylor, who is 56 years 

old, also attributes some of his symptoms including memory loss to both aging and 

treatment. He said it is difficult to learn new things and to process and retain information. 

Samantha Flynn lives in pain and is often fatigued, but since she lives with numerous 

other health challenges, she doesn’t link it directly to her cancer and “tries to live with it.” 

Participants in this sub-code who experienced dramatic changes in their bodies 

did not express serious concern, or at least attempted to minimize the impact it had on 

their lives. For example, although Taylor said that he is “not thrilled” and a “little 

embarrassed” that his body is “mangled, so to speak” and that he has gained 25 to 30 

pounds since he was diagnosed with AIDS and cancer. He added, “there’s nothing I can 

do about it. No one’s really staring. Who cares?” Likewise, Ziva, who has been 

diagnosed three times with different cancers, lost 150 pounds, from a starting weight of 

over 300 pounds. Her kids “freaked out,” but she brushed them off saying “Hey, I got a 

whole ‘nother me under here. It’s ok.”  Sarah got down to 89 pounds as she was 

undergoing lung cancer treatment, but said she has been “really lucky there haven’t been 

too many issues.” 

Much like how he approached his cancer treatment for mantle cell lymphoma—

laser focused on his goals—FL Newt, an avid runner, said that treatment side effects 

made it so that he “had to cut back [his] marathons to half marathons.” FL Newt assessed 

the side effects of his cancer treatment as minor, in part because he compares them to 

what he might have experienced had he foregone treatment. His positive quality-of-life 
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assessment seems to be anchored in his ability to continue to enjoy activities that were 

meaningful to him prior to his diagnosis and treatment, even in a more limited way. 

Challenging. Participants who found their side effects challenging did not 

diminish the impact they had on their lives. Although they were also more likely to make 

statements like their side effects were “good compared to everybody else.” Many 

participants referred to their side effects using words like “horrible” and “agonizing,” but 

they were able to alter their lifestyles in order to cope with them. What seemingly made a 

difference for the participants in this category, however, was their ability to maintain 

some level of control over their symptoms—researching the potential impacts in order to 

feel prepared, taking proactive actions like cutting their hair before it fell out, controlling 

symptoms enough to be able to work through treatment, etc. Lynn referred to her 

proactive decision to cut her hair before it fell out was an attempt to “control some of the 

trauma.” The Old 49’er was concerned with his opioid intake and proactively requested a 

morphine pump in an attempt to control potential addiction issues. The impacts that took 

the biggest toll on this group were the changes they could not control. For example, body 

and sexual changes were more significant or caused more anguish for several participants 

in this category. 

Josh, the 79-year old survivor of multiple cancers, lives with a lowered libido and 

erectile dysfunction since receiving treatment for his prostate cancer. Following his colon 

cancer treatment, he said he has a “beer belly appearance” that he doesn’t like but knows 

won’t go away. He joked that his swimsuit modeling career was over, but when I 

prodded, he told me that “scars and holes” in his body bother him. As a single man it 
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seemed like a period in his life, when he felt desirable and sexual, was coming to an end 

more quickly than he was prepared for, which was distressing to him.  

Grace Bell, the 43-year-old lung cancer survivor, lost a significant amount of 

weight and feels like treatment aged her, causing rashes and circles under her eyes. She 

said, “It’s hard to explain, but it takes a lot of work to make myself look not tired. I just 

look different.” As a young newlywed who recently changed careers, the physical impact 

has taken a toll on her self-esteem. She said it is hurtful when people tell her she looks 

older than her age.  

Jay, the 75-year-old breast cancer survivor, experienced side effects from 

chemotherapy, including a 20-pound weight loss which included significant muscle 

wasting. He experiences struggles with body image and sexual function. He wishes there 

had been more upfront conversations about these topics. He said: 

I like my oncologist a lot. I don’t feel bad that she couldn’t talk about it. 

It’s just something that somebody maybe in that whole process, maybe 

they need a social worker involved in how you talk about that kind of 

stuff. That would be a better person than the doctors. 

Lynn, the 37-year-old survivor of breast cancer, who recently got married, said 

that intercourse became “dry and painful.” She has lost sensation in the one breast and 

said both breasts are different sizes which causes her distress. She also gained weight 

from treatment and lost her hair which she said, “was surprisingly concerning.”  

As evidenced by these examples, irreversible changes to a person’s body can lead 

to distress and have an impact on a person’s sense of self. Surgical changes to body parts 

(particularly those that are considered sexual such as breasts), side effect impacts to 
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sexual function (such as impotence), and the aging of one’s body prematurely, all proved 

difficult to the participants in this category. Changes that were irreparable or those that 

participants had less control over seemed to have a much bigger impact than those that 

were time-limited or manageable.  

Life Altering. The participants in this sub-code experienced side effects that as 

one participant said were “draining, emotionally, maybe psychologically, and certainly 

physiologically.” At times, they communicated that the challenges they face seemed 

insurmountable and have required them to drastically alter their lives. Several participants 

discussed the changes they have been forced to undergo in an existential sense. Many felt 

that they no longer recognized themselves, physically, emotionally, and/or mentally. 

Many have lost the interest or ability to engage in previously valued activities. They’ve 

had to quit working, retire, or take disability leave. Relationships evolved as both patients 

and their loved ones had to change the ways in which they lived and the ways they 

viewed themselves and their roles and identities.  

Side effects that fell into this sub-code caused participants shame, like 

incontinence or bowel upset. Barbie, the 55-year old survivor of multiple myeloma said 

that vomiting and diarrhea were “the hardest part of the whole thing” especially when she 

was so weak and fatigued and was embarrassed when she couldn’t make it to the 

bathroom.  

Participants in this sub-code also expressed incredible frustration when facing 

life-limiting side effects like fatigue or memory loss. Morgan refers to it as “really, really 

daunting” when she has difficulties remembering people’s names or how to spell things. 

She “hates to go to meetings at work” because she worries about fumbling for words. It 
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got so bad she wondered if the cancer had spread to her brain. Barbie also said “all the 

stuff I learned in school, all those degrees, I don’t remember anything. A lot of my 

memories with my kids and stuff, I don’t remember them. It’s like wiped out most of my 

memory.” Journey lives with fatigue and said, “I’m not the person I used to be. I’ve 

always been a very active, busy person, and that’s the hardest thing for me to deal with 

right now.” 

Their pain has (or continues to be) excruciating. Sue said that following her 

radiation treatment and ensuing burns, the painkillers were not particularly helpful and 

she “learned to scream into a towel and hit things.” Sadie, whose pain from radiation 

forces her to take painkillers, worked until her oncologist told her she needed to stop 

because she was “so sick and incapacitated” adding “[she] didn’t know what planet [she] 

was on half the time.” Cat has “horrible” pain where “every joint in [her] body hurts and 

muscles hurt for no reason.” 

Bodhi says she is in pain “24/7” although she’s not sure if it’s from her 

fibromyalgia, arthritis, herniated disks, cancers, or a combination.  She doesn’t engage in 

activities she used to enjoy like concerns or shopping and said, “I can’t do it as much as I 

like because I’m in so much pain.” Natalie refers to her health as “crappy” and said she 

“absolutely just feels bad.” Her joints are inflamed and she lives in pain, which she says 

without opioids is a “solid five to seven.” With a family history of addiction, she was 

hesitant to take drugs for pain management, but said she takes enough just so the pain is 

tolerable.  

Body and sexual issues progressed past the point of inconvenience for some 

participants in this category. For example, Sue thought she would not be able to use her 
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anus again. She experienced fecal incontinence and had to have a spare set of clothing 

available. She lives with anal stenosis, or a narrowing of the anal canal. Tushy Girl also 

said that her sex life has completely changed, stating, “my husband and I have always 

been very sexual people.” However, vaginal stenosis made her vagina extremely narrow 

and short so “it’s not really usable.” She said her husband isn’t a “happy camper” and it’s 

changed a very important dimension of her relationship. 

Sadie enjoyed sex and was “really sexually active” but has had to “pretty much 

give [it] up” due to vaginal stenosis. She “misses intimacy.” Radiation burns in her anus 

made it difficult for her to put on underwear and painful to pass stool. She still 

experiences fecal incontinence and said: 

I didn’t swim this summer because I am terrified of losing my bowels in 

the pool. I’m not dating. I’m not sleeping with anybody because I’m too 

afraid I’m going to lose my bowels. So it’s impacted a lot of things in my 

life.    

Cat is also discouraged because she doesn’t physically resemble her old self. 

She’s undergone multiple breast reconstruction surgeries. “I can’t stand it. I can’t even 

look in the mirror. I’ve got to get out of the shower and stand with my back towards the 

mirror because I can’t look at it” she said. After her fifth surgery, she thought, “I just 

need to be flat.” 

When asked if she would make the same decisions again, Cat said: 

At this point, the way I look at it is I will do anything if they can tell me 

it’s going to extend my life for years. But, if they are looking at me and 

saying well this might help you for months and it’s going to have these 
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potential side effects, I just don’t do it…I’m not willing to take away 

being able to live my life and sit at home and feel horrible for a couple 

extra months.  

The treatments some participants underwent also caused irreparable destruction to 

other parts of their body like Cat whose heart and lungs were damaged. She had blood 

clots and was hospitalized five times throughout treatment.  

Participants in this category experienced extreme side effects that impacted their 

ability to engage in valued activities such as sex, work, and/or socialization as well as 

their sense of self. Some changed how they interacted with the world as they were so 

devastated by what cancer treatment had done to their bodies or minds. They were more 

likely to consider the kinds of treatments they would and would not be willing to undergo 

in the future and the tradeoffs they would be willing to make.  

Social and Emotional Challenges and Support. Participants in the study 

were asked to discuss their experience of social and emotional challenges. Two 

sub-codes of responses emerged including those who experienced: 1) distress, 

depression, and/or anxiety; and those who experienced a 2) positive emotional 

response.  

Distress, Depression, and/or Anxiety. Participants in this study who 

communicated feelings of distress ranged from those like Sue who said she “feels sad 

sometimes” and believes “it’s natural to be depressed in a depressing situation” to those 

who have received clinical diagnoses of depression, anxiety, and/or post-traumatic stress 

disorder (PTSD). Participants expressed a host of reasons for their feelings including the 

fear of death (particularly those dealing with metastatic disease or multiple diagnoses), 
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isolation from others who can understand their experience, or the mourning of a life they 

no longer felt they could live or a self-image they no longer identify with. One participant 

(Jay) stated this his medication used to treat hormone positive breast cancers made him 

cry and he was “very, very emotional.”  

 While some participants still struggled to cope with the negative impact 

of their emotions, others expressed a somber acceptance of their situation like 

Samantha Flynn who said that although she has never considered herself suicidal, 

when a therapist asked her if death would be welcome, she responded, “yes.” She 

said she’s been “uncomfortable and sort of wished it would hurry up frankly.”  

Just as fear of mortality drove the treatment decision making of some participants, 

it also caused some to experience mental health challenges. Josh, who has dealt with 

depression, “thought [he] wouldn’t have many more years to live.” Rachel said a cancer 

diagnosis is “something that weighs very heavily on you.” She worries about a recurrence 

or someone she loves getting cancer. As someone with metastatic breast cancer she refers 

to herself as a “lifer” and said it’s the ongoing support that you need more than support 

throughout treatment. You need help “not feeling like you’re crazy all the time or 

obsessing over things or researching things. I’ll go down rabbit holes of research…I don’t 

feel like there’s any support for that.” 

Natalie describes herself as “not very emotional” but said finding out that when 

she found out treatment was not working that she felt “gutted.” She said: 

It’s emotionally taxing. You know, when I think about it, I get really sad, 

but I can’t spend all the time thinking about it. I have to get on with 
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everything else, so I don’t really want to spend time dwelling on it. I just 

give myself a little time frame, and then I move on. 

Bodhi, who lives with Lynch Syndrome, which puts her at a heightened lifetime 

risk of multiple cancers always thinks cancer is going to show back up. She said, “It’s 

like, what do I do with this information?” She referred to it as “a time bomb sitting in 

your body. You just gotta hope it doesn’t go off.” Having Lynch syndrome adds more 

complex and seemingly insurmountable levels of distress to her life. She said, “It’s just, 

it’s been a lot of years. I mean I was 21. I’m 68. That’s a long time to live, which I should 

be grateful for, but it’s a long time to worry.”  She sounded exhausted when she told me: 

I think it’s such a major part of my life. It takes over. It takes over your 

thoughts. It takes over what you do, how you do things. It becomes such a 

huge part of who you are, how people identify with you. I don’t know. It 

just becomes so big. It became a huge part of my identity.  

Barbie deals with depression but said she is generally “doing ok,” but “every time 

something surfaces, I feel like I’m back at the beginning.” She elaborated:  

I have dealt with depression because sometimes…I mean that’s why I try 

to keep busy, because if I don’t, I sit and think about my life for what it is 

and what is should have been. You get depressed and at times I cry.  

Several participants felt isolated, like Natalie, because no one could understand 

what it is like for treatment to stop working. She said that while her friends and family 

are a great support system, they cannot understand what it is like to have no more 

options. Tushy Girl also said that although she has a close relationship with her husband 

she does not think he can understand her plight and just wants to fix things.  
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Journey also feels isolated but because of a lack of family support. Her husband 

of 33 years “has just gone in the opposite direction” and totally “checked out.” He didn’t 

come to her surgery and could not “care less” about her appointments. She said “I just 

can’t believe what I am experiencing. I haven’t had any peace dealing with all of this.” 

While she receives support from her mother and some friends, she often goes to 

appointments alone. She has three sons that no longer check in to see how she is after 

appointments. She only asks someone to attend with her when she’s particularly worried. 

She said she’s been living with a lot of anxiety over the past few months. Her last CT 

scan showed a slight progression of the disease and she wonders if the stress contributed.  

Some participants experienced mental health challenges that stemmed from 

feelings of disappointment that their lives did not follow their carefully designed plans 

for family life, social activity, mental wellness, physical fitness, etc. Lynn was a 

newlywed when she received her cancer diagnosis and said she had “this whole plan for 

us” that “went to shit.” She said she experiences anxiety and sadness for several reasons 

including her challenges in conceiving a child and her body changes such as “literal 

physical scars that you see every day that remind you of what you went through.” She 

told me she doesn’t want to sound “victimish,” but she has a “little, nagging feeling all 

the time of why me? It’s unfair.” 

Taylor feels “depleted” both physically and emotionally and has “hit a wall.” He 

finds it difficult to leave his home and feels like a “hermit.” He said suddenly it looks like 

he’s aged by ten years, stating: 

What has happened to me? It’s distressing. And I keeping thinking can I 

turn back the clock? Can I get back to a good level of physical fitness and 
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emotional fitness? And I’m not sure that can happen but I try not to give 

up.  

Tushy Girl said she’s now a different person with a different personality. She said 

“I’ve always been this corporate person who organizes everything and stuff. I loved to 

cook and stuff. Well, I don’t cook anymore. Eating is not something I enjoy because my 

tastes are wrong.” In addition to cancer, she is losing her eyesight and deals with nerve 

damage in her face. She is worried about losing her hearing. She said “My personality is, 

I don’t want to do things anymore.”  

Grace Bell experienced post-traumatic stress disorder and clinical depression 

before her cancer diagnosis. She was proud of the work she had done to address the 

challenges she faced in her life and said cancer made it feel like “the wind was taken out 

of my sails because I was starting to regain ground...lots of really wonderful things were 

happening, and then we had this situation. So that was very difficult.”   

Several participants spoke of the benefit of therapy and/or support groups in 

dealing with sadness or anxiety. Bernie said he just appreciates when he can talk to 

someone about his experience. He was prescribed medication for anxiety and depression, 

but can’t access a therapist, which he feels would be more helpful than anything else. 

Grace Bell said having a therapist was very helpful in learning how to “get through the 

process of living with a stage four, incurable lung cancer.” Sarah learned through therapy 

that she “didn’t do anything wrong” and “didn’t deserve” lung cancer.  

Barbie told me that “being in a support group is one of the first things I tell people 

when you’re diagnosed. Find a support group. I don’t care. You need to talk to others…” 

She said that her friends in the support group help to mitigate worries and learn “some of 
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the things that made it a little easier that the doctors and nurses don’t really tell you.” 

Annie said her experience has been trying. She takes an anti-depressant but wished she 

had access to a support group during her treatment. She eventually found a “very helpful” 

online support group. She said, “You need to find community. Community is always 

important.” 

Sadie found the emotional side of cancer “extremely hard.” She considers herself 

independent and self-sufficient. She said she wasn’t good at asking for help but found 

herself needing support. She practiced yoga and meditation but found it helpful to talk to 

someone about her anxiety. She went to support groups and “hung on for dear life.” 

However, she is also thankful for cancer because it taught her to “see life in a whole 

different way.” It taught her compassion and that some things just “aren’t important 

anymore.”  

Morgan said she tried “to get back to life,” but couldn’t. She was “really 

depressed,” but hesitant to see a professional. She told me that “African American 

people, they don’t believe in mental health.” Her sister, a clinical social worker, pushed 

her to see a psychiatrist and start taking medication for her depression. Today, she is a 

proponent of therapy, especially for African Americans who may be inclined to depend 

on prayer, but “you really need to talk to professionals because it’s rough.” 

The majority of participants in this study experienced some level of distress. 

Several were clinically diagnosed with depression and/or anxiety. Fear of mortality and 

recurrence of cancer for themselves or loved ones was often the culprit of negative 

emotional responses. Body changes, transformations in appearance, or impacts to sexual 

function also proved concerning too many. Isolation and beliefs that no one could 
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understand their experience was also distressing. Further, changes in physical and mental 

abilities which led to participants taking leave from or quitting work or losing control or 

independence led participants to feel that an important component of their lives had been 

lost. Many participants in this category felt unprepared to cope with the emotional impact 

of cancer. They felt that physical side effects were discussed at length, while the potential 

to experience distress was overlooked. For many participants, mental health medications, 

therapy, and/or support groups proved extremely helpful. Additionally, some were able to 

shift their perspective on lives, experiencing more gratitude, mindfulness, and/or joy as a 

result of overcoming a potentially fatal disease.   

Positive Emotional Response. A handful of participants communicated that they 

either had not experienced negative emotions following their cancer diagnosis or worked 

to overcome them in order to emerge stronger. Several made the cognizant decision to 

attempt to avoid negative emotions. They prided themselves on their relentless positivity. 

They were mindful of their feelings but were able to work through negative emotions. 

The Old 49’er said he does not experience any emotional concerns related to his life. He 

tries to be “be positive all the time” and can redirect himself into feeling better. Ziva 

describes herself as a very positive person who does not dwell on the negative. When 

friends “wallow in everything” she thinks to herself “good lord, get over it. Let it go. 

Move on.” She said she is not “interested in being six feet under the dirt yet.” On the rare 

occasions she does get low she told me she listens to music and finds a way to get happy 

again. “It’s just not a very pleasant way to live, and I choose not to live that way.”   

Not only did some participants communicate that they did not experience distress, 

but as FL Newt told me, the experience made him even more positive in his outlook. He 
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said, “80 to 90 percent is the outlook if you’re going to beat cancer” and “I always 

decided I was going to beat it.” When I asked Izzy if she experienced any emotional 

concerns she said, “I know it sounds bizarre, but no.” Less than five percent of people are 

alive five years after their diagnosis and she told me she said “why can’t I be in that five 

percent? So, that’s just the way I look at it, I’m a five-percenter.” Likewise, Buffy said 

that cancer shifted her perspective on life. Although she has experienced some survivor’s 

guilt she said that in general she is “really, really grateful.” She said: 

When you have experienced that kind of pain and fear, you wake up and 

you’re so grateful to be alive. I was on a high for six to nine months. I was 

unconquered. Life was my oyster again. It was like graduating when 

you’re 21 and your whole life is before you and everything’s good. It 

really was a high for six to nine months, and it hasn’t gone away, 

necessarily. I’m still very appreciative. But, that was an enormous high. I 

smiled. You could’ve rolled a car over me and I would have still smiled. I 

was so glad to be alive. 

Zume Wing, a 65-year old survivor of ovarian and brain cancer, who was a bit of 

an outlier, did not intentionally approach her cancer through rose-colored glasses, but 

experienced what she considered an involuntary, physiological response. She said, “I 

knew the brain tumor was resting on my emotional part of my brain, therefore it numbed 

everything. And so, it left room for me to be happy, to not even think about it, literally. 

And it still isn’t prominent in my brain. Sometimes I forget I have cancer. It’s crazy.” 

Financial Burdens. Participants’ experiences with paying for their cancer 

treatment (and related expenses) varied greatly and I placed them into three sub-
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codes including those with: 1) significant financial burdens; 2) some financial 

burdens; and 3) little to no financial burdens. These sub-codes were created 

because they helped me to put participants’ experiences in context of the impact 

cancer care costs had on their overall wellbeing. Cost is at the center of value 

discussions and as a result, it is important to understand how patients experience 

the financial burden of treatment (as well as the associated non-medical costs such 

as lost wages, transportation, child/dependent care, durable medical equipment, 

nutrition supplements, wigs, breast forms, legal services, living expenses, fertility 

services, etc.) 

Significant Financial Burdens. Participants who faced considerable 

financial burdens were often dealing with multiple life challenges. Some were 

undergoing relationship changes, and many were unemployed due to their illness. 

Several received minimal disability payments and spent a significant amount of 

time fighting for their benefits. Participants had to make difficult resource 

allocation decisions, always paying for treatment first and determining how they 

would cover daily living expenses through creative problem solving. Those who 

did not have a well-resourced support network in place risked significant debt like 

Sue who was uninsured and divorced when she was first diagnosed. She has 

defaulted on 18 credit cards thinking “well I’m either going to keep my house or 

I’m going to pay on my credit cards and live on the street, so that was a no 

brainer.” She considered bankruptcy but was told “bankruptcy costs money.” If 

the credit card companies sue her, she will consider the possibility. She said she 

needs to add her daughter’s name to the house deed so that no one can take it 
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away, but adds that it is confusing and she would need to pay a lawyer to help her 

to do so.  

Insurance type played a significant role in terms of how much participants 

had to pay out of pocket although it varied widely depending on the specific plan 

as well as the state in which the participant lived. Participants on public benefits 

and those who were underinsured faced the biggest hurdles. When Barbie was 

first diagnosed with multiple myeloma and enrolled in Medicaid, she said it, “paid 

100% for everything” other than minimal co-pays. However, since then she has 

been switched to Medicare where her out-of-pocket obligations are much higher. 

She said the same medicine “went from $3 that I was paying to $2,000 a month.” 

Bernie, who is a Medicaid beneficiary (in a different state than Barbie), spent half 

of his $12,000 savings when he was diagnosed in the hospital. As outlined earlier 

in this chapter, he’s had challenges receiving any treatment since his diagnosis.  

Sue qualified for Medicaid and was able to take early retirement. She 

collected Social Security disability payments for two years, although because her 

jobs (such as being a nanny and having an in-home daycare) were paid in cash 

and not recognized, the disability payments weren’t very much. She said she is 

able to cover her mortgage and utility payments but “that’s pretty much it” and 

that “there isn’t anything left over if somebody doesn’t give me something, do 

something for me.”  

Cat had private insurance coverage and experienced significant financial 

challenges from diagnosis forward. She said that when diagnostic testing began, 

she was told she would have to pay $300 at each visit until she reached her 
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deductible and then 20 percent after that point. She told her doctor, “Listen, I 

can’t make $300 every time you want to see me just to tell me something. Can’t 

you just call me?” After receiving her diagnosis, friends and family raised money 

for ultrasound guided biopsies, MRIs, and CTs. She was $10,000 in debt after her 

mastectomy. She moved in with her parents and applied for Medicaid and 

disability benefits which has alleviated additional out-of-pocket cost burdens. 

When I asked her if her current income is sufficient, she said: 

Here’s how it’s sufficient. If you don’t have rent or a mortgage and if you 

don’t have a car payment. It is sufficient to feed myself and to get myself 

back and forth to doctor’s appointments. It is sufficient enough, by the 

grace of my family, that I don’t have a mortgage or rent. I had a car 

payment. I got rid of that car and bought a car that I would not have a car 

payment. If you’re willing to give up being independent, then it’s enough. 

Some participants borrowed or raised money from friends and family. 

Barbie sought charity care from nonprofit organizations and set up a Go Fund Me 

webpage to raise money although she “was reluctant at first” telling me she’s 

“always been self-sufficient and everything.” She once skipped two months of her 

medication because she couldn’t afford it. Ultimately, she’s had to “beg, borrow, 

and steal to not have to live on the street.” Annie has had to ask friends to lend her 

money to make medical payments. She rented rooms in her house to “get money 

to eat and survive.” However, she said she feels fortunate to have insurance so 

that she could receive cancer treatment.  
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The burden of debt from cancer costs often compounds existing financial 

challenges for participants in this category. When people become cancer patients, 

it is in the context of the rest of their lives. Complex personal and professional 

situations can make paying for cancer treatment much more difficult. A “catch-

22” exists in which “lucky” patients experience a cancer diagnosis at their 

prime—when they are earning livable wages, have good insurance, and 

potentially paid sick leave and other benefits which is often through an employer. 

However, for some patients, cancer then impedes their ability to function at work. 

For those dealing with difficult life events, such as divorce or disability, as many 

in this category were, the financial burden of cancer can be seemingly 

insurmountable without significant assistance.  

Some Financial Burdens. Adequate insurance coverage (often employer-

provided) made a substantial difference for many participants who were 

challenged by but were not devastated by financial obligations. They understood 

their insurance coverage and were able to pay their premiums and deductibles and 

did not have too many financial concerns once they had met their obligations. 

Some additional out-of-pocket costs for specific services such as fertility 

treatments or genetic testing were expensive but tenable. Some participants 

dipped into savings. Others set up payment plans to proactively address their debt. 

Although they were not drowning in debt, their experiences paying for cancer 

treatment impacted their lives in other ways. They had to tradeoff nonessential 

expenses such as vacations or home improvements. Cancer paused many 

participants’ ability to pursue other valued financial goals.   
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Bodhi referred to herself as “fortunate” because when she underwent 

cancer treatment, she had “really good insurance.” However, she worries about 

money now that she is retired and on Medicare. Lynn refers to herself as “lucky” 

that she has been able to meet her $2,500 deductible and has been able to pay 

about $9,000 over the last three years out-of-pocket for medical and fertility 

services. Rachel had “great insurance” although even with a family history, a 

proactive (before a cancer diagnosis) BRCA test would cost her $3,000 out-of-

pocket. Therefore, she didn’t have one until after she received a diagnosis at 

which point it was covered by insurance. Buffy had a “phenomenal policy” which 

included not only basic health insurance coverage but also a supplemental cancer 

policy. However, she is still paying off her surgery. She hasn’t been able to take a 

vacation or purchase things like appliances. She said: 

I’m sure there are people far worse off than I was. But, as a single person 

with a government income, it’s not like I worked for a corporation and had 

a very high salary. But I haven’t lost my house, but I did have it 

refinanced.  

Taylor said the insurance he purchased from the health insurance 

exchange (through the Affordable Care Act or ACA) was “fantastic” and he 

knows the percentage of health care he actually paid for was “miniscule.” He 

worries that if something would happen to the ACA then it would “enable health 

insurance companies to drop people like [him], because obviously [he’s] a money 

loser for them.” However, he added, “I have also borrowed a lot of money from 

my parents and just keeping up with health insurance payments.” While he does 
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not have outstanding bills from treatment and he can pay his rent, “it’s a constant 

struggle.” He is worried about his “economic future” and said he is not as “vibrant 

mentally and physically” as he used to be. 

Natalie’s financial challenges have centered predominately on billing. She said 

she has received bills that “don’t seem right.” She set up a payment plan with the hospital 

and pays the agreed upon amount each month, but continued to receive expensive bills 

and ultimately her account was sent to collections. She seemed resigned to the process 

saying: 

They just get what they get. I was like, well, just so you know, if I pass 

away, you’re not getting anything because I don’t have any money. You 

just better hope I live long enough to pay you off.  

 Zume Wing’s family and friends raised $6,000 through Go Fund Me to help cover 

the costs of her medical treatment. That money helped her meet the catastrophic cap 

through her insurance. Coupled with her husband’s income and disability money, she said 

that she has not had significant challenges paying for care.  

 Many of the participants in this category were working (or had working partners) 

when they received a cancer diagnosis. They had high-quality insurance (or retirement 

benefits) which protected them from untenable financial expenses. Some had enough 

money saved to protect them from financial ruin. Some participants relied on their 

support systems who were able to provide loans or donations to cover their costs. There 

was a safety net in place for the participants in this category, whether through personal 

planning, social support, or benefits from work or government. Although they found the 

financial impact of cancer a burden, it did not overwhelm their ability to deal with it.  
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Limited or No Financial Burdens. Among participants who experienced 

limited or no financial burdens going through cancer treatment, the single biggest 

factor was excellent insurance coverage. The experience of participants in this 

sub-code who had Medicare (particularly those with a supplemental plan) as well 

as those with employer (or retirement) sponsored coverage was exceptional. One 

participant (FL Newt) emerged with no debt as a result of his participation in a 

clinical trial.  

Tushy Girl is covered by Medicare and paid $250 out-of-pocket for 

treatment and “more for medicines,” but “never had any problems” with it. Josh 

and Samantha Flynn are covered by Medicare and have supplemental coverage. 

Josh said, “I have not paid anything for treatments. I’m so happy with that” and 

Samantha Flynn said that she is “extremely privileged and that has not really been 

an issue yet.”  

One of the first things the Old 49’er told me was that he’s “never paid a 

medical bill.” A Native Alaskan and Korean War veteran with a service-

connected disability, he has received his treatment at the native hospital and 

hasn’t paid anything out of pocket. Sarah had a “good plan under the ACA” and 

said she was “responsible for about $800” of her treatment costs. She sought a 

plan with a higher premium and fewer out-of-pocket costs if she needed care, for 

which she was thankful. Mike said that between his insurance and his treatment at 

the VA, he had “no problem with being able to afford it.”  

Morgan and Jay have employer-based coverage and have had no 

difficulties paying for treatment. Izzy said, “That is the biggest, hugest, almost 
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unbelievable blessing because my husband’s insurance is outstanding. My 

[treatment] runs around $7,000 per month and between the insurance and 

pharmaceutical company [co-pay coupon card] I pay $5.”  

Participants in this sub-code recognized how fortunate they were to emerge from 

cancer treatment with limited financial burdens. Several remarked that they experienced 

guilt, similar to survivor’s remorse, that they were able to dodge the financial impact that 

so many other cancer patients experience.  
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Chapter 8: Research Findings 

From Individual Patients to Population Health—Defining the Concept of 

Value 

What’s in the best interest of the patient and their families? For instance, 

accessibility, efficiency, affordability. Basically, how can some get there, 

how can they take it? Can they afford to take it? How much time is it 

going to take out of their day? How is it going to impact their life? All of 

those factors need to be considered. 

-Barbie, Multiple Myeloma Survivor 

Patient Definitions of Value 

Thus far, this study has focused on the individual experiences of participants and 

tracked their evolution from the point of diagnosis to treatment decision making to 

survivorship. It has shown that the experiences of patients are myriad, and their goals for 

cancer care are not only personalized and unique to the individual, but also have the 

potential to change over time. As a result, the factors that patients consider valuable in 

terms of cancer care are informed by a changing kaleidoscope of challenges and 

experiences, and ultimately hopes. The hopes of cancer patients evolve along with their 

situation. A newly diagnosed patient may feel an immediate urgency to seek survival at 

nearly any cost to them financially or physically. This is often experienced as an acute 

crisis when patients may feel that decisions must be made without delay and with 

survival as the ultimate outcome. With additional information and insights gleaned from 

a series of experiences and identities, cancer patients may find that what they value 

evolves. Therefore, study participants were asked to think specifically about how they 
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conceptualize value from their current standpoint. They were asked to “think about value 

in cancer care” and “what it means to them.”  

It is important to note that when I shifted discussion from individual experiences 

to the macro concept of cancer care value, not a single participant was familiar with this 

notion. They were unaware of value assessments and most found it difficult to 

conceptualize what I meant by the question. I did not want to insert any personal bias as 

they were considering the question, so I initially provided broad information about value 

assessments. For example, I said, “As a society, if there are efforts to allocate scarce 

health resources based upon factors that you would consider valuable, what would those 

be?” Participant responses fell into five sub-codes (illustrated by figure 11) including: 1) 

access to high-quality, personalized treatments; 2) access to alternative and 

complementary services; 3) universal access to health care; 4) positive and trusting 

relationships with providers; and 5) research and funding for overlooked cancers.  
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Figure 11 

What Value Means to Cancer Patients 

 

 Access to High-Quality, Personalized Therapies. The past several decades have 

ushered in dramatic advancements in cancer screening, detection, and treatment. With 

more personalized treatments tailored to our specific genetic and genomic makeup, the 

concept of cures for some cancers is even considered possible. In addition to 

breakthroughs that can add years to a person’s life, supportive care drugs that can lessen 

the impact of side effects and treatments that can help patient’s attain their goals, like 

fertility treatments for aspiring parents, are more widespread and available. When asked 

what they value, many participants focused on the ability to access high-quality 

treatments and services that were personalized to their unique circumstances.  

Access to treatments that can extend survival was the most important goal for 

many participants when asked how they understand the concept of value. FL Newt, a 

lymphoma survivor who was laser-focused on innovation and survival throughout his 

cancer experience, said that value should center on “how successful a treatment is.” 
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Almost immediately he opted for a clinical trial, and now in remission. He is highly 

satisfied with his treatment. He was able to advocate for and align his personal values 

with the kind of treatment he thought was best for himself.  Likewise, Izzy thought of 

patients having the opportunity to access the highest-quality treatments through advances 

in science. As a lung cancer survivor, she brought up access to genetic and genomic 

testing so that patients can utilize information that leads to personalized care. She said 

that innovative, leading-edge treatments equate to value.  

Natalie, an ovarian cancer survivor, also conceived of value as access to the 

highest quality and most innovative treatments. This was based in her personal 

experience of being unable to access the original targeted therapy prescribed to her. She 

said her insurance company responded that there was not sufficient scientific data to 

justify use of the drug for her type of cancer. Natalie had to go through two other types of 

treatment before gaining access to the originally prescribed treatment. She said, “How do 

I know that the [originally prescribed drug], if you had given it to me early on, would I 

have had the tumors not advance as much? I honestly don’t know.” She added, “It could 

have made all the difference because it’s making a difference now.” She also noted that 

had the insurance company covered this treatment originally, they wouldn’t have paid the 

nearly $200,000 it cost to cover the first two lines of treatment that did not work. Not 

only did barriers prevent her from immediately accessing the most innovative treatment 

which she believes could have proven life-extending, but it also led to higher long-term 

cost as she was required to step through and “fail first” on other treatments.  

Grace Bell, a lung cancer survivor, believes that value translates to care that is 

specific to her cancer and unique to her situation, stating: 
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To know that it’s actually suitable to me, to my cancer. To know that the 

doctor or the tumor board or whatever has looked at my case and actually 

selected a course of treatment that is best for me rather than just like the 

one size fits all.  

 Lynn, who has a friend with the same type of triple-positive breast cancer she has, 

said: 

Our treatments were completely different. Our side effects were 

completely different…going through cancer is such a personal and 

individual experience that when you get these blanket—this is how we 

take care of things—I think we just remove a lot of the human side. 

Two of the participants included in this category also value access to personalized 

treatments, although survival was not their primary concern. Rather, their personal value 

system centered on access to fertility services. Morgan, who survived cervical cancer, 

said that cancer “isn’t a death sentence” and believes that patients should have access to 

fertility preservation services if they need them. She brought up the fact that physicians 

don’t always ask women with cervical cancer what they value and proceed with a 

hysterectomy without discussing fertility preservation. She said, “I think quite a bit about 

the need to have these types of conversations with patients to find out what’s important to 

them.” Likewise, Lynn opted to freeze her eggs before undergoing therapy for her breast 

cancer and strongly values maintaining the potential to have children. 

Two themes permeated this category—access to innovative, high-quality cancer 

treatment, but also access to the therapies that patients define as most appropriate for 

themselves. This could include leading-edge clinical trials, breakthrough personalized 
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treatments, or specific services like genetic or genomic testing or fertility treatments. 

Participants in this category were either relentless self-advocates, fighting to access the 

types of therapies and services that they knew were in line with their personal goals, or 

they felt regret or resentment when they were unable to do so. Alignment with personal 

values was critical to these participants, but several also mentioned the complementary 

benefit of financial savings, both from a personal and societal standpoint. When patients 

are listened to and their goals are realized, there is a potential to save money in the long-

term as additional lines of treatment and supportive services may not be necessary.  

Access to Alternative and Complementary Services. Several participants 

wanted, but in most cases were unable to access, alternative or complementary services in 

order to enhance their quality of life. These experiences influenced what they considered 

valuable. As Lynn, a breast cancer survivor, said, people need to understand that: 

There are so many layers to cancer treatment beyond just getting chemo or 

having surgery. There are so many things outside of that. Pain 

management, emotional management, and then the long-term 

consequences that you’re having to make decisions now that are going to 

impact you for the rest of your life. Just wanting them to understand that 

putting what I sometimes see as arbitrary limits on the type of treatments 

you can get, or the type of services that are available to you, adds stress on 

top of an already unbelievably stressful situation. 

Participants in this category not only considered such services personally valuable 

in order to enhance their wellbeing but also potentially cost-effective. For example, 

Natalie, who survived ovarian cancer, is on her third line of therapy and said that if she 
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reaches a “dead end,” she wants to explore alternatives, but feels like that is not an option 

because of insurance company denials. She said, “they could probably find much less 

expensive ways of dealing with things if the lawmakers would allow them to.”  

 Sue, who was committed to a healthy lifestyle and worked most of her life to 

avoid chemicals and traditional medications, sought, largely unsuccessfully, alternative 

treatments throughout her breast cancer journey. She said:  

I’m not an idiot, and I think as an adult I have the right to research and 

make decisions about my own health. I want to be able to exercise that 

right and not be legislated into only doing what somebody else 

decided…some of these things do work, and if it wasn’t so expensive to 

get things tested, and if it wasn’t so, I think, kind of one-sided. Even to get 

a study, you have to be published in a peer-reviewed journal. It’s like a 

clique.  

Sue wanted to go to a “functional medicine doctor” because “they deal with the whole 

person, and they might have different doctors working as a team.” However, her 

“insurance won’t cover what they’re doing” and she paid out of pocket for the services 

until she had to stop because she was going into debt.  Likewise, Sarah said she’d like 

insurance to cover integrative medicine visits to help with her lung cancer. 

Cat, a breast cancer survivor, finds it “very interesting that there is a whole field 

of treatment options that are not available to people and not even discussed with people 

because they’re considered alternative and not covered by insurance.” She said:  

I know modern medicine is the best thing that we have, but I think there’s 

so much more that we don’t talk about because it’s not FDA-approved. 
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But it’s never going to be FDA-approved and why? Why isn’t there 

money or research being done into other treatment options that people 

claim really helped them? 

Upon embarking on this study, I expected the value discussion with participants 

to revolve largely around what they prioritized in terms of scientific treatments and what 

they were willing to tradeoff—aggressive therapies that diminish quality of life or 

palliative treatment with less of a focus on efficacy. However, participants viewed value 

in a much more comprehensive manner that included not only medical treatments and 

quality of life but relationships, access to care for all patients, and the ability of patients 

to direct their care and utilize a broad range of traditional, complementary, and/or 

alternative therapies and services. Participants in this category believed that these types 

of services could enhance their quality of life and were frustrated by a system that they 

felt was driven by financial greed and traditional academics and scientists. They valued 

self-efficacy and self-determination and felt that they should be able to determine what 

types of treatments they were able to access.  

Universal Access to Health Care. A theme that came up at various points 

through many interviews was the value participants placed on universal access to health 

care. This was expressed by participants like Bernie who faced hurdles accessing 

adequate care for myelofibrosis with myelodysplastic syndrome. He thinks that “basic 

cancer services should be available to every patient.” Conversely, participants who 

received excellent care also wanted to ensure that experience for all patients, like Bodhi, 

who lives with Lynch syndrome, and said she has “been fortunate to get good medical 

care and come out the other end.” She added:  
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I believe in health care for all…regardless of what your financial status is, 

everybody should have the option to get the same quality of care, however 

they have to make that happen. That’s my biggest concern. I see people 

who can’t afford it, so they have to turn down something that might be 

able to help them. So that scares me. 

Participants in this category believed that health care is a human right. Izzy, a 

lung cancer survivor, said: 

As difficult as it may be, somehow it has to be accessible to everybody. It 

is not fair for people who don’t have my kind of coverage to be dying 

because they don’t have insurance, they can’t afford their medication. It’s 

not fair. It’s not right.  

Likewise, Sarah, a lung cancer survivor, said:  

As a nation, we’re at a point where we think of health insurance not as a 

right. It’s like a benefit in a job. We don’t think of it as a right people 

have. Until we get to that point and we think of it as something everybody 

should have, I think we’re going to be stuck with this scenario where the 

insurance companies can deny certain things or block certain things or 

question certain things. 

Lynn, who survived breast cancer, recounted about a situation she witnessed where a man 

said he couldn’t afford his cancer medications because he had to choose between feeding 

his family or his treatment. She said “I just completely broke down. We should not live in 

a country where that is a thing. That should not be happening where somebody is literally 

choosing between food and saving their life.” 
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Mike, a survivor of multiple cancers, said that his experience being treated at a 

Department of Veterans Affairs hospital was excellent and it influenced how he defines 

value saying:  

I think it’s a terrible thing in this country that people have to worry about 

the cost of hospitalization…I’d vote for socialized medicine in a shot and I 

would have done that long before I had cancer. I think it’s terrible that 

poor people have to split pills or go without. It’s just not right.  

 Ziva, who also survived multiple cancers, said that “affordability and effective 

care” are her top values. She also said that she was supportive of Obamacare and 

“thought it’d be nice for people that are not as well off.” The thought of losing health 

insurance “terrifies” Taylor. He referred to himself as a “poster boy for the Affordable 

Care Act.” 

Although universal access to care came up in many interviews, very few 

participants discussed how to cover the costs of such a system. This was a missed 

opportunity to delve more deeply into how we, as a society, determine value and 

distribute scare health care resources. The Old 49’er was one of the few people 

that brought this up. He believes that the health insurance industry needs to be 

“fixed” and “there should be health care for everybody.” He said everyone should 

“donate a little bit, even when they’re young.” Several participants, like Izzy, 

recognized that such a policy change would be difficult but strong beliefs in 

altruism and social justice permeated discussions.  

Positive and Trusting Relationships with Providers. One sub-code emerged 

that was not specific to treatment, access, or financial burden. The immediate answer 
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when I asked participants in this category what value meant to them concerned the 

positive relationships they had with their health care team. Unsurprisingly some, but not 

all, participants in this category also trusted their providers to select the most appropriate 

treatment for their cancer. For example, Natalie, an ovarian cancer survivor, said:  

I really appreciate how they’ve sat and listened and haven’t hustled me 

along. In fact, it’s my very first initial encounter with my doctor that he sat 

down and chitchatted for a while with me before he even got into the 

medical situation of it. It was comforting to know that he wanted to know 

about me personally.  

Jay, a breast cancer survivor, also thought about health care providers when asked 

about value. He said that he values a compassionate provider who delivers “very direct” 

information about “what the treatment is and the science behind it.” Bodhi, who lives 

with Lynch Syndrome, believes that relationships with medical providers are important 

and “if you luck out and you get the right doctor and the right support staff then it really 

helps.” Ziva, who survived multiple cancers, said that value for her was finding a 

physician she could trust and be “relaxed with and talk things through, and get their point 

of view and understanding.” She added “my value is in trusting who I’m dealing with and 

the ease of me able to do that.”  

Morgan, who sought treatment at a different hospital when she faced a recurrence 

of her cervical cancer, believes that value means “being comfortable with a good 

provider.” She said patients need time to understand the process and ask questions and 

added “if a doctor is not willing to explain stuff to you, if they get an attitude because you 

ask them for a second opinion, then that’s not the provider for you.”   
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Some participants like Lynn, a breast cancer survivor, recognized that different 

patients have rapport with different providers, and it is often unique to not only their 

situation but also their personality. She loved her radiation oncologist because he “was 

fun, and goofy, and would joke.” However, when referencing the fact that one size does 

not fit all, she said she had a friend with cancer who didn’t like the same provider 

because her friend wanted specific data-driven answers to her questions and he was not a 

good fit. She said, “It’s so personal and how I felt cared for by my medical team was so 

personal to me.” 

 Taylor also defined value as the rapport he had with his health care providers. He 

said he was treated as an individual and “never as a number.” He said “doctors would call 

me at home. They’d tell me to call them by their first name. I know that sounds silly…it 

just makes what could be a scary process much more comfortable. I think it aided my 

recovery.” He referenced the free valet parking his hospital offered and said although he 

knows it’s “snob appeal” it is “emblematic that they knew we could at times barely get in 

and out of our cars, and they wanted to make it as easy as possible to get to the 

appointments and feel comfortable and welcomed.” 

 Samantha Flynn, who for so long went without medical answers and recognition 

for her symptoms, believes that value is the support and respect she received from 

physicians. She valued being treated “like a competent adult” and liked to have 

“treatment options presented in some detail” with the “assumption that I’m capable of 

understanding it.” She also valued information that was LGBT-friendly and access to 

LGBT support groups.   
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Research and Funding for Overlooked Cancers. The need for research funding, 

particularly for under-researched, rare, and/or stigmatized cancers, was top of mind for 

several participants when we discussed value. Many of these participants saw the 

successful campaigns to raise funding for specific types of cancer, such as breast, and felt 

that their cancer type had been left behind. They understood the importance of research in 

discovering future treatments and believed that it was of utmost importance if more 

people with their type of cancer were going to survive.  

Journey equates value to additional funding for certain types of cancer like her 

fallopian tube cancer. She was originally misdiagnosed and believes that money could 

have been saved if more research lead to more precise screening tests, diagnostics, and 

treatment options. Izzy also brought up research. As a lung cancer patient, she feels as 

though her cancer is classified as a “smoker’s disease” and she is frustrated when she 

sees how much funding goes towards breast cancer. She said “every cancer deserves 

attention. It deserves funding for finding cures for it.” Morgan also wishes there was 

funding for cervical cancer research and brought up the disparity with breast cancer 

funding.  

Participants in this category were clearly frustrated that some cancers received 

funding and attention in a way that others did not. At other points throughout various 

interviews, I also heard the lament that breast cancer, in particular, has received a 

disproportionate level of interest from researchers and the public. For participants who 

faced particularly deadly cancers (like lung cancer), cancers that were not well 

understood (like gynecologic cancers) and especially for those who felt that their cancer 
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was stigmatized (also like lung cancer), the perceived lack of investment to improve their 

lives was maddening. 

Patient Reactions to External Decision Makers Determining Cancer care Value 

Once introduced to the concept of value assessments in cancer care, participants 

were asked if external decision makers should be able to determine what constitutes value 

in cancer care. I was asked by many participants to clarify what I meant by “external 

decision makers” and I responded that these include policy makers, government entities, 

insurance companies, pharmaceutical companies, and value assessors in general. I also 

probed regarding how participants would feel if value assessments were conducted 

without patient feedback. Responses (as illustrated by Figure 12) were put into four sub-

codes including: (1) Concerns about value decisions being made without significant input 

from individual patients; (2) Belief that value assessments should (but cannot) factor in 

each patient’s unique situation; (3) Concerns regarding negative financial and political 

motives of external decision makers; and (4) Understanding business decisions but 

Desiring Flexibility for Patient Differences.  
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Figure 12 

Patient Reactions to External Decision Makers Determining Cancer care Value 

 

Concerns about External Decision Makers Making Value Decisions without 

Substantial Input from Individual Patients. Several participants were immediately 

frustrated or angered when introduced to the concept of value assessments in cancer care. 

They did not believe that anyone outside of the patient, their loved ones, and/or their 

physician should be making value decisions. They felt that external decision makers 

could not possibly understand their experience and the factors that go into treatment 

decision making. Natalie summed up the general feedback from participants in this 

category when she said it is “incredibly foolish to waste money” if time hasn’t been taken 

to “figure out patient values.” Josh said, “I don’t understand how ethically or morally, 

policies could be made without input from patients.” FL Newt does not like the concept 

of value assessments and thinks “it should be the individual deciding.” Barbie responded 

that external decision makers determining value makes her feel “pissed” and compared it 

to:  
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A rape victim being counseled by someone who’s never been raped.  How 

can you tell me how I feel? You can be empathetic, but that doesn’t cut it, 

you know? Unless the people there are dealing with it, a caregiver or a 

patient, I don’t think they get it. 

Likewise, it “angers” Rachel to think of someone putting a “financial value” on a 

cancer treatment. She said, “Your whole perspective on it changes when you’ve been 

diagnosed.” It’s like being told you “can’t abort a baby. Someone telling me what I can or 

can’t do with my own body.” Journey said, “This kind of stuff just irks me when you 

have these outside organizations that are not in the trenches, not a doctor, not a nurse, 

seeing these patients on a first-hand basis or the patients themselves, I don’t understand 

how they can make those decisions.” 

Value assessment was not in alignment with personalized cancer treatment for 

participants in this category. They believed that cancer was an intimately personal 

experience, either in terms of the impact it had on their lives and/or their ability to pursue 

treatment that they felt was appropriate for them. The idea of someone outside of their 

lives making decisions that could potentially impact their cancer care was extremely 

disconcerting as evidenced by comparisons to rape and abortion.   

Belief that Value Assessments Should (but Cannot) Factor in Each Patient’s 

Unique Situation. Another sub-code of participants emerged who believed that value 

assessments were antithetical to the understanding that every patient’s cancer and life 

situation was unique and deserving of a nuanced, individualized approach. They were 

concerned about the implications of one-size-fits-all value assessments. Izzy said “every 

patient is different, every patient’s cancer is a little bit different. That would be 
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eliminating possibilities for people and that is just, it’s wrong.” Grace Bell said she 

worries about external decision makers not knowing her situation. She wants to know 

how they could “know what’s best” for her.  

Lynn referenced the fact that she chose to have a single mastectomy to treat her 

breast cancer because she wants to breastfeed a child one day. Whereas, she has friends 

who chose a double mastectomy because that is the only way they could “get piece of 

mind, ever.” Although before she had cancer she said she thought women who opted 

against double mastectomies were “crazy” and they were “risking their lives” she now 

thinks differently, stating, “Unless you’ve been in that position, you have no clue about 

that decisions, or what that decisions means, or how it’s going to impact your life.”  

As a survivor of a rare cancer, Samantha Flynn said: 

The reason they use the zebra image [as a symbol for rare cancers] is 

because each case is different….and this is something that is 

individualized, so any guidelines that were set up based on the first 100 

people they studied might not apply to the 101st person. 

Ziva said that it would be difficult to determine value stating, “To me, it’s one-on-

one. What worked for me may not work for the next guy that’s got the same set of 

circumstances. I think that would change from each scenario.” She said she learned from 

her own treatment when her doctor: 

was constantly tweaking the first chemo until they found what I would call 

the sweet spot, what he determined was being useful and I could tolerate.  

If that meant changing a totally different drug infusion, then okay, we 

changed it. You never know until you get to that circumstance yourself, 
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whether or not it’s going to work. If it worked the first time, great, but if it 

needed tweaking then it needs to be tweaked. Not every person’s the same. 

I could see where that needs to be a part of the thought process, but there’s 

no cookie-cutter answer for it.  

This sub-code highlighted participants’ belief that value assessments are at 

odds with the understanding that cancer is a unique experience for every patient 

from both a personal and a medical perspective They believed that what worked 

for them would not necessarily work for other patients, even those with the same 

disease. They made personal decisions about their treatment with a host of factors 

in mind and based on their particular needs. It took time and/or adjustments to 

find treatments that worked for them and fit into their lifestyles. They were 

concerned that value assessments could eliminate the full range of treatment 

options, despite goodness-of-fit for specific patients.  

Concerns about Negative Financial and Political Motives of External 

Decision Makers. For some participants, the concept that external entities or institutions 

were charged with making health care decisions for patients was marred with negative 

connotations, particularly because they felt that the ultimate factor driving decisions was 

greed and/or politics. Journey said she thinks “the bottom line is money. It’s all about the 

dollar.” Grace Bell asked are “they making decisions that are based on the bottom line?” 

Participants in this category were concerned that agency was removed from individual 

patients and providers when external decision makers, who could not understand their 

situation, decided what was best for them primarily based on affordability. They brought 
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up insurance companies, pharmaceutical companies, and the government as bad 

stakeholders who wield too much power. For example, Annie said: 

All these lobbyists in Washington, they own the pharmaceutical 

companies, own Congress. So they’re making those decisions for us. We 

are just patients. And we are numbers to them. So it feels pretty bad, 

frustrating, to know that the value is not determined by the real need but 

by their interests, by money, by profit, by what they want to do by a 

political agenda. So you as a patient become a pawn in the political 

agenda. And when you’re in my position, it’s not just business, it’s 

personal, because it’s happening to me.  

Bodhi is concerned that there is “a lot of power in the hands of the health 

insurance companies, and not in either the doctor’s hands or the patient’s hands.”  Lynn 

has “a negative opinion about the government and insurance companies” because “it’s all 

about the bottom line” or “special interests” and “not about what’s really helping people.” 

She said, “It’s insane to me that we would think anything related to health care could be 

one size, or that this is more valuable than this just by looking at it on paper.”  

Participants were concerned about their fate in a “value-based system” as Sadie 

called it. She told me that her type of cancer was not “life-threatening” and so she 

believes that she would be denied treatment in such a system. Participants also 

highlighted the experiences of patients they knew. For example, Bodhi referenced a 

woman who was being treated saying:  

They just cut off her medication because they decided it wasn’t worth it, 

and it was too expensive. She didn’t have enough money to pay for it. It’s 
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like who gets to make these life and death decisions? And the health 

insurance companies, it scares me for it to be in their hands because 

they’re about profit.  

Mike referred to a situation where a doctor thinks that the patient can afford a 

$500 treatment but not a $1,000 treatment as “really scary.” He said: 

It becomes a game and how far are we from saying oh give them the shot? 

Kill them tonight. We can’t spend any more money on patient B. We’ll 

just have to let him go. I’m dead set against that. I don’t think money 

should enter the equation.   

However, he also expressed a nuanced perspective when he said:  

I’d be the first one to say that I think it’s a horror story when you read 

about the super premature baby that costs $2 million before they were two 

years old, I don’t know what you’d do there. I don’t know what the 

parents should do and I don’t know what the insurance company would 

do. I do think that somebody has to look at that and say, maybe we can’t 

afford this. You know. Maybe we have to take that $2 million and use it 

on people that are going to be viable. I don’t know. I can’t explain it any 

better. I think it’s a horrible situation. I’m glad that I never had to face it.  

 Participants in this sub-code saw a value-based system as one that would separate 

the “have and have-nots.” Money and power were the differentiating features for people 

who could access adequate treatment and those who were denied services. Participants 

were upset at the idea that someone they have never met could make a decision, primarily 
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based on the pursuit of profit that could negatively impact their lives. For these 

participants, the true definition of health care was mutually exclusive with profit motives.  

Understanding Business Decisions but Desire for Flexibility for Patient 

Differences. A sub-code emerged consisting of participants who had business or 

financial backgrounds and, as a result, expressed an understanding of the ways in which 

difficult decisions are made based on economic considerations. For example, Cat said she 

can “really relate to those decisions being made in a business-like manner.” Participants 

in this category understood that value assessments emerged in response to scarce health 

resources in an effort to help allocate limited funds to an increasing number of sick 

individuals. Samantha Flynn said, “People are getting extensive surgeries; they are 

getting this extensive imaging follow-up; they’re getting these medications, things that 

are hugely expensive. So, I could understand the motivation to try to reasonably manage 

costs.” Taylor said, “All of this has to continue without going bankrupt, and we can’t let 

the customer rule it, but the happy medium has to be felt that enables everyone to get 

proper care.” He said value assessments are probably “correct for 98 percent of cases,” 

but referred to the other two percent as “victims.” He added that he would “not want to 

make decisions about other people’s lives.”  

Although participants understood the potential need for value assessments, they 

were also concerned about the potential that it could be taken too far and expressed a 

desire to see flexibility for individual needs. Some were worried about the potential 

outcomes for people who could not afford high-quality care. Mike said that he 

understands why stakeholders in the health care system make the decisions they do since 

we live in a capitalist society. He referred to insurance companies as “greedy” but said 
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“as well they should be.” However, he added “sometimes you get a little too capitalistic 

and that’s scary.”  Grace Bell said she “realizes money is important” but would 

encourage people making value decisions to “review the policy as if it was them or their 

children or their spouses who had the disease.” 

Taylor said that he understands “that health insurance is a business. Hospitals are 

a business” and “that it has to be cut and dry and unemotional” but he added: 

Actuarial-type concerns that you can’t just have people running hither and 

yon, getting tests, and getting health care, because it would bankrupt the 

system. I understand that. And I understand that all of these things are 

incredibly expensive, blah, blah, blah, blah. But, it concerns me that when 

someone has viable, concrete health issues such as I had, had I not had 

great insurance, had I not had access to [my hospital] and these doctors, I 

couldn’t be nickeled and dimed into retreating from getting the proper care 

or retreating and getting lesser care or no care to the point that my health 

issues would’ve gotten worse.  

 Participants who have business or financial-industry experience were more likely 

to understand the purpose of value assessments and sympathize with the need to make 

difficult economic decisions. However, they were also likely to draw upon their own 

experience as individuals deserving of flexibility for unique circumstances. While they 

weren’t opposed to the concept of value assessment, they thought it should be undertaken 

with caution.   

Who Should Determine Value?  
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Finally, participants were asked who should be able to determine cancer care 

value. Their responses fell into three sub-codes including: (1) Patients, caregivers, and/or 

experts; (2) no one; and (3) individuals/entities without financial motives.  

Patients, Caregivers, and/or Experts. When asked who should be tasked with 

determining cancer care value, the majority of participants either stated that it should be 

individuals intimately involved with cancer care (patients, caregivers, and experts) or 

they believed that the perspectives of patients and their loved ones should carry 

significant weight in value decision making. For example, Sadie said “look at the people 

who are actually going through the cancer, talk to the families before they go making 

some major decisions” and Izzy said that decision makers need to “listen to [their] 

customer base. [They] need to listen to [their] patients to find out what it is that is on their 

mind, their priority.”’ Likewise, Jay said that when determining value “it’s best to have a 

team that is actually working with the patient. That’s where the best decisions are made.”  

According to Lynn: 

I think there needs to be more deference to doctors and patients to know 

what’s right for them versus any sort of oversight, whether it’s the 

insurance company, or whatever agency telling you what’s right for you in 

the long run. I think that just needs to be the focus of our health care is 

taking each individual patient, and with the doctor figuring out what works 

best for this patient. 

Annie said that conversations about value “cannot be held with people who are 

not in the process and who have never seen cancer face to face.” She added:  
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You go through this experience yourself; You will never, ever find out 

what we truly need. Never. So, you’re distanced from the reality that you 

should not be in the position to make decisions. And your pockets are 

being filled with money from Big Pharma so it’s very unfair and I hope 

you never have to go through this in your family because you’re going to 

find out how hard it is and how unfair it is that you are doing this to us.”  

Participants who fell into this category believed that each patient was unique and 

should be treated as such when determining what treatments are valuable for them. For 

example, Rachel said that “unless you’ve been diagnosed, you can’t make value 

judgements.” Rachel gave an example of a patient being concerned about vomiting and 

choosing to “go a route of a lower chemo” because they don’t want to get sick. She said 

if someone made a decision that limited her options, she would be furious.  

Josh said that seeking input from patients “may be exhausting and perhaps not 

always so valuable to them. It’s difficult to get input, perhaps. But God, they ought to 

try.” He added that he knows it can get “tiresome” listening to patients at times. He 

referenced his experience in support groups where he just “listened to other people 

basically complain” and said perhaps decision makers don’t want to “hear people 

whining, complaining, I don’t know.” Yet, he said attempts should be made to get 

meaningful patient input.  

The majority of participants in this study felt that value assessment should only 

occur either by, or in partnership, with patients, caregivers, and/or experts intimately 

involved in the patient experience. They felt that this was the only way to ensure that 

their unique needs and stated preferences would be reflected in assessments and 
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ultimately the options they are presented with. They recognize the inherent challenges in 

involving cancer patients in macro-level value decisions, but felt that regardless of the 

potential difficulty, that it must be done.  

 No One. A couple of participants did not think that value assessments should 

have a place in cancer care. This belief stemmed largely from moral concerns regarding 

the impact of such assessments. Mike said that “no one should be allowed” to make value 

decisions. He went further and said, “How do you decide what’s valuable? Do you go 

and say, maybe we take the thing about, you know, all life is valuable? We just have to 

say we’re going to try and treat everybody?” Likewise, Tushy Girl said, “I just think that 

the morality of them assigning value to something that can save somebody’s life is 

wrong.” 

Individuals/Entities Without Financial Motives. Several participants were 

concerned about nefarious financial motives driving value decisions. These participants 

mentioned corporate entities like insurance companies and pharmaceutical companies 

wielding power over decisions that would impact patients. For example, Bodhi said that 

“health-related companies need to not be profit-making, that big decisions should not be 

made on whether their company can make money, and how many millions their CEO can 

take home every year.” Jay said, “I don’t want them to get into a situation very similar to 

insurance companies getting involved with medicine and making those cost-benefit 

decisions and driving medical professionals crazy.” Sarah said that insurance companies 

need to: 

listen to the doctors and listen to the patients and try and not create these 

situations where something is denied. It’s like they wear you down and 
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eventually it’s covered, but they run you through hoops until you get to 

that point. 

Buffy thinks that insurance companies and pharmaceutical companies need to 

work together in the best interest of patients. She said, “Somebody’s got to give” with the 

pharmaceutical company lowering prices and the insurance company covering options. 

She added: 

The bottom line is do we want to save lives, or do we want to make profit? 

I’m so anti-socialist, I cannot tell you, but on the other hand, do we want 

to save lives, or do we want to make money? 

These participants felt that a capitalist, for-profit system was mutually 

exclusive with a true health care system. Experience taught them that ultimately 

the onus was on patients to fight with profit-making corporations for what they 

needed and although they often were able to access the treatments and services, it 

required significant personal effort and navigation of complex systems. They felt 

that a value-based system could only exist if separated from the destructive 

financial motives.  
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Chapter 9: Discussion and Implication of the Findings 

“To think that health care is just this one size fits all sort of thing is just 

insane to me.” 

-Lynn, Breast Cancer Survivor 

 

“I’m telling you…your whole perspective on it changes once you’ve been 

diagnosed.”  

-Rachel, Breast Cancer Survivor 

Implications of Findings 

This qualitative, cross-sectional study explored the lived experiences of diverse 

cancer patients in order to analyze their perspectives regarding the concept of cancer care 

value. The diversity of patient experiences and values are notable and are a core and 

critical finding of this study. Participants did not all follow a predictable trajectory. One 

participant was so opposed to medications that she described the experience of 

chemotherapy as a “betrayal” to herself, while another participant sought the most 

innovative treatment at every turn. A mother said that her decisions may have been 

different if her children were not her top priority. A young married woman put fertility 

first, delaying the start of her treatment. Side effects negatively, and in some cases, 

permanently altered the lives of several participants while others experienced far fewer 

debilitating symptoms. Some people experienced extreme sorrow and continue to live 

with anxiety or mourn the people they used to be, while others communicated that they 

were not highly distressed or even rebounded from their experience with cancer with 

resolute positivity. Every participant expressed some level of gratitude for being able to 
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tell their story (although this could also be the result of bias as participants self-selected 

to be interviewed for up to two hours). Many now spend time volunteering with cancer 

patient advocacy organizations and find fulfillment from this new role in their lives. 

Simply put, a single cancer patient “journey,” even among patients with the same type or 

stage of cancer, does not exist.   

The diversity of patient experiences, perspectives and values, was not particularly 

shocking based on my knowledge gained from personal and professional experiences. 

Individuals enter the experience of becoming a cancer patient with full lives—families, 

friends, jobs, passions, and goals for themselves. They do not leave those identities at the 

hospital or clinic door. They may commit even more fully to facets of their life that are 

important to them or reevaluate the ways in which they wish to engage with the world. 

However, the degree to which the 26 individuals in this study diverged from what one 

might consider (based on the literature) to be a “standard” reaction to cancer is certainly 

notable. Below, I’ve outlined implications of findings along each thematic point along the 

patient journey as diagnosis, treatment decision making, and survivorship each inform 

patient experiences and ultimately patient definitions of value.  

From Person to Patient: Experiences of Receiving a Cancer Diagnosis. A 

diagnosis of cancer is considered a traumatic life event (Holland & Lewis, 2000). Cancer 

is a disease that has been “feared beyond all others for centuries” (Holland, 2001, p. 458) 

and is not just “a disease process with associated medical treatment, but also a succession 

of social interactions and psychological conditions that accompany and sometimes affect 

the etiology, timing, and course of the disease” (Riley, 1983, p. 26). Cancer universally 

disrupts the lives of patients, albeit in different ways (Zebrack, Jones, & Smolinksi, 
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2015). Patients respond to a cancer diagnosis in intimately personal ways, and make 

adjustments to “overcome the effects of these disruptions in the performance of salient 

social roles and everyday lives” (Zebrack, Jones, & Smolinksi, 2015, p. 37). Individuals 

can struggle to understand how they became cancer patients (particularly if they believed 

they consistently engaged in seemingly healthy behaviors and avoidance of carcinogens) 

and how they will incorporate this new role into the various facets of their lives—as 

partners/spouses, parents, family, friends, neighbors, employees/employers, and within 

society. This uncertainty can be “accompanied by fear, dread, panic, and anger” (Clark, 

2017, p. 49). Sometimes the mental impact of the disease can be more devastating than 

the actual biologic implications (Mullan, 1985). To understand patients’ perspectives, one 

must view the full experience of the illness, and not just the physiologic or biologic 

underpinnings of the disease (Zebrack, Jones, & Smolinksi, 2015).   

When beginning interviews with participants and discussing their experiences of 

receiving a cancer diagnosis, I expected (based on personal and professional experience 

and a preponderance of findings in the literature) most participants to communicate the 

negative emotions described in the beginning of Chapter Five. Fear of death is not 

irrational for people living with cancer, particularly for people who are not aware of the 

massive innovations and breakthroughs in cancer research over the past several decades. 

Over 600,000 people die in the United States each year from cancer (American Cancer 

Society, 2018). However, there has been a 27% overall decline in cancer death rates 

(American Cancer Society, 2019). Further, the number of patients expected to live five 

years post-diagnosis is estimated to increase by 31% by 2026 (Bluethmann, Mariotto, & 

Rowland, 2016). Ongoing investments in clinical research and diagnostic testing have 
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made cancer a chronic illness rather than a fatal disease for many. There are now 15.5 

million cancer survivors as compared to 11.4 million in 2006 (American Cancer Society, 

2019). Since 2006, more than 130 new cancer drugs or indications have been approved 

by the FDA (Center Watch, n.d.). For many individuals, “fighting” cancer includes a 

much more heavily outfitted scientific arsenal than ever before. 

For someone whose life has never been personally impacted by cancer or those 

that do not work in the health or cancer care fields, there is arguably little impetus to 

understand this complex set of diseases as well as treatment breakthroughs. The reason so 

much literature exists on the psychosocial impact of cancer is because it can be, quite 

simply, scary. It still has the potential to kill (or to dramatically alter one’s body or life), 

and that is devastating to many. In fact, Emanuel et al. (2015) found that 39% of the 

population agrees or strongly agrees that they would rather not know their chance of 

getting cancer. These individuals are more likely to believe that everything causes cancer, 

that there is not much that can be done to prevent cancer, and that there are too many 

recommendations to follow to avoid the disease (Emanuel et al., 2015). Another study 

found that the majority (62% of respondents) perceived cancer as a death sentence and 

more than one-third avoided seeing their physicians (Moser et al., 2014). Most people do 

not want to face their mortality (Moser et al., 2014) and when they are forced to do so 

through a potentially life-threatening occurrence such as cancer, it can be terrifying.  

While much of the extant literature points to an experience of being diagnosed 

with cancer that is filled with fear and concern, I found that each participant’s journey 

was unique, based on the individual person, level of disruption in functioning, and the 

significance of the cancer site to the patient (Fingeret, Teo, & Epner, 2014). A variety of 



 

179 
 

factors, including their physical, social, emotional, spiritual, and financial standing or 

challenges, impact how patients experience a cancer diagnosis (Zebrack, Jones, & 

Smolinksi, 2015). Many patients were indeed upset, angry, worried, or even devastated 

by a cancer diagnosis, whether because they feared the prospect of death or because they 

could not reconcile seemingly health behaviors with a diagnosis of cancer. Yet, others 

saw positive life-changing attributes after becoming cancer patients or viewed a diagnosis 

as an opportunity to take control, plan, and move past the disease in order to get back to 

life. These participants reminded me of Fitzhugh Mullan (1985), a physician who was 

diagnosed with cancer at the age of 32 who said, “When I was given a diagnosis of 

cancer, my first thought was not, Will I die? But rather, how can I beat this? Like a 

youngster who flunks a big test, I immediately began to worry about what to do to pass 

the course.” (p. 270).  

I did not anticipate that some participants would welcome a cancer diagnosis. 

Although cancer is arguably an unwelcome visitor in anyone’s life, gratitude replaced 

frustration for these participants. In a biomedical model, an official medical diagnosis is 

required in order for a person to be taken seriously and in many cases to be treated with 

respect. These participants felt simultaneously infuriated and terrified to know something 

was wrong but to be told otherwise. A diagnosis can also allow for planning versus 

stagnation. It may be easier to accept an outcome (positive or negative) if a person has 

the information and resources necessary to take action. Inertia, particularly when 

attempting to find resolution, can prove devastating. Lazarus and Folkman (1987) help us 

to understand this process through their transactional theory of stress and coping. They 

see stress as a transaction between an individual and their environment. Further, without 
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the resources that accompany a diagnosis, a person may not believe they have the ability 

to effectively address and cope with their disease, or stressor. If nothing else, being taken 

seriously had the power to change someone’s life and allow them to move forward with 

the power of an official diagnosis and the ensuing treatment.  

No one way of responding to a cancer diagnosis is inherently better than another, 

but study data indicate that one way may be better for the individual, their unique 

circumstances, and their method of coping. There was no distinct pattern in terms of how 

a person in this study reacted to a cancer diagnosis. Although some patients with 

metastatic disease feared death, others did not. Some participants with cancers more 

likely to result in death (such as lung) were terrified, while others were not. Atheists 

(with science) and believers (with God) alike put their faith in something that gave them 

comfort.  

The process of becoming a cancer patient is deeply complex and unpredictable in 

its impacts. I am not sure that people who have not received a cancer diagnosis (myself 

included) would correctly guess how they might react to such news. Cancer tests people, 

and in some cases their general disposition (whether positive or negative) shines through 

and influences their reactions and decisions. Yet in other cases, it changes people and 

makes them reevaluate their lives and approach their situation in ways that surprise them. 

There is no algorithm to determine what cancer will mean to a certain type of individual. 

There is no method to deduce how it does or does not change lives, except to speak with 

people and find out.  Understanding what people value starts with how they experience 

cancer. Are they “cancer patients” or people dealing with cancer among many other 

challenges in their lives? 
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From Patient to Expert: Experiences of Treatment Decision Making. The 

moment of treatment decision making is among the most critical in the journey of a 

cancer patient. A range of factors can influence the ways patients make treatment 

decisions including health literacy levels, the use of decision aids, ability to gather 

information, support from a social network, and communication from and with their 

health care team (Hartman, 2015). While a shared decision-making process between 

patient and provider may be seen as a gold standard to enhance clinical and psychosocial 

outcomes (Hauser et al., 2015), it is often “far from perfect” (Glatzer, Panje, Sirén, 

Cihoric, & Putora, 2018, p. 2). Oncologists consider a host of complex “diagnostic, 

therapeutic, and prognostic uncertainties” when deciding on what options to present to 

patients (Glatzer, Panje, Sirén, Cihoric, & Putora, 2018, p. 2). Patients are reliant upon 

providers to present comprehensive information and, if possible, choices about 

treatments, side effects, and other factors to consider. Standardized processes guide how 

oncologists view cancer treatment, but these processes serve as a starting point and are 

informed by many criteria including scientific evidence and patient specific issues and 

needs.  

Patients bring different needs, preferences and values to treatment decision 

making including “prior experience, quality of life, life expectancy, opinion of their care 

provider, and preference of the patient’s family” (Glatzer, Panje, Sirén, Cihoric, & 

Putora, 2018, p. 2). Initial treatment decisions may also change over time and with 

experience for a variety of reasons. Treatments can include chemotherapy, radiation, 

surgery, hormone therapies, biological therapies, immunotherapies, stem cell and bone 

marrow transplants, targeted therapies, and/or alternative therapies. Treatments can heal 
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and simultaneously harm the patient. For the most fortunate, the cancer can be cured, 

although side effects may still be present in both the short- and long-term. For many 

others, treatments may help keep their cancer at bay, only for recurrent or secondary 

cancers to appear years later.  

Cancer patients may find themselves in crisis mode (Dresser, 2012). Some may 

find it overwhelming to not only face their diagnosis but also to obtain enough 

information to make decisions that are right for them (Hartman, 2015). The burden of 

accepting a diagnosis while sorting through complex information can be extraordinarily 

challenging for many patients (Dresser, 2012). Additionally, much of what happens to 

patients is beyond their control, particularly in flawed and overloaded health care systems 

(Dresser, 2012).   

Treatment decision making can lead to long-term satisfaction if the patient feels 

comfortable with the process and/or content with the outcome. Alternatively, it can 

contribute to feelings of resentment or regret if it is done too quickly or under pressure. 

Frustration can also ensue if patients do not believe that the choices made available to 

them align with their personal values, needs, and preferences. Patients may depend on 

others (including physicians or family members) to help them make swift decisions they 

might otherwise undertake with caution. Within this study, these initial decision-making 

stages were largely dominated by fear of the disease and/or the desire to attack it to get 

back to life. In these instances, participants were likely to place their faith in the hands of 

their health care team to make, or strongly recommend, specific treatment regimens. 

These participants were driven to follow the lead of their provider for several reasons. 

Some were driven by fear which contributed to their willingness to relinquish control and 
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trust the figure of authority to do what was best for them. Conversely, some depended on 

their provider to do what was necessary to deliver the best possible outcome because they 

felt comfortable with and trusted them. Finally, many felt they had no choice in the 

matter with only two options—the specific treatment regimen laid out by their provider 

or complete inaction which would lead to death. Regardless of the reason, oncologists 

and health care providers have a considerable responsibility when it comes to patients 

who trust them to help make their treatment decisions. Patients may not know which 

questions they could ask when discussion treatment options with providers. With more 

cancer treatment options rapidly coming to market, it is also incumbent upon oncologists 

to recognize which options align most closely with what a specific patient values and to 

engage in discussions with patients regarding all potential choices. It is also important to 

note that insurance coverage may also play a role in the options presented to patients. 

However, if patients are presented with the full range of options, they may then be able to 

advocate for specific therapies they believe are most appropriate for them.  

It is also important to note that within this study, it was often challenging to 

understand the full situation including every stakeholder and all of the dynamics involved 

in decision making. When a participant expressed frustration that they were not presented 

with options or fully engaged in the process, it could have truly been that their provider 

did not adequately or appropriately provide these opportunities to the patient. It may also 

be that what the patient interprets and what the provider believes they have 

communicated are at odds. As with all data in this study, I sought the patient perspective 

which is rich with information to help inform future studies on patient-provider 
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communication, particularly in terms of treatment decisions based on patient-defined 

values.   

Some participants recognized a potential downside of making decisions too 

quickly or at the behest of others. They were not comfortable with pressure from either 

health care providers or their loved ones. They wanted to avoid the repercussions (such as 

pain or disfigurement) from specific treatments or they wanted to maintain their decision-

making capabilities and prioritize personal values (such as fertility or quality of life). 

While external figures (like an oncologist or loved one) may believe that their pressure 

comes from a desire for the best outcomes for the patient, these participants showed that 

sometimes it is not in alignment with their own needs and preferences. This can lead to 

resentment, regret, or frustration if the patient feels coerced into a decision.  

Only four participants sought second opinions. Seeking a second opinion or 

selecting a different doctor is thought to be common for cancer patients, although rates 

are unknown as systematic reporting does not currently exist (Peier-Ruser & von 

Greyerz, 2018). These participants were interested in broader care from a 

multidisciplinary team, additional treatment options, or a different doctor that made them 

feel more comfortable. Second opinions can help patients to confirm a diagnosis or 

therapy as well as question or reject it (Peier-Ruser & von Greyerz, 2018). Many reasons 

exist for catalyzing patients to seek a second opinion. A patient may have a rare form of 

cancer or a cancer their original oncologist is not specialized in. Patients and doctors may 

have different communications styles, or not see eye to eye on treatment goals. A patient 

may not trust their provider for a variety of reasons. Specific institutions may offer newer 

or different treatment options. Some patients simply want to exhaust their options and 
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ensure they have all of the necessary information before making a decision. Some may 

deny the presence of disease and progress to different doctors in the hope that they have 

been provided incorrect information. Some insurance companies require a second opinion 

as they have proven cost-effective and at times help to avoid unnecessary procedures 

(Garcia et al., 2018). Regardless of the commonality of the practice of second opinions, 

no gold standard exists to determine which opinion is best (Garcia et al., 2018). Further, 

second opinions can either help facilitate patient decision making or can unsettle them 

(Peier-Ruser & von Greyerz, 2018).  

Finally, a particularly surprising (and perhaps worrying) finding was that some 

patients said they were not offered options from which to choose. The concept of value 

hinges upon the understanding that some treatments are deemed more valuable by 

patients than others because of the attributes of those treatments. Few participants had the 

opportunity (or perhaps the knowledge to question or ability to self-advocate) to truly 

align their treatment with their desire to pursue what they personally felt was most 

important in their lives (such as innovative and breakthrough therapies). If patients are 

not offered options (including different therapies when possible, clinical trials, the choice 

to forgo therapy, supportive or palliative care, complementary therapies, etc.), an 

assumption can be made that provider’s value proposition was considered and never 

discussed with the patient. The participants in this study, in many cases, were trusting of 

their health care team. If the provider is only offering one option for treatment, the best-

case scenario is that option is informed purely by clinical expertise and not by a value 

equation determined without meaningful input from the patient.  
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From Expert to Survivor: The Impacts of Cancer and Cancer Treatments. 

Patient choices and values evolved with time and experience following treatment. When 

asked to discuss their post-cancer treatment lives, participants discussed four factors that 

had distinct implications for their experience as cancer patients and ultimately informed 

their value system including: 1) quality of life; 2) side effects; 3) social and emotional 

issues; and 4) financial burdens. Their experience of these factors informed how they 

view their current approach to life and how they might approach future diagnoses of 

chronic illness and potential treatment decision making. The full cancer experience 

(including receiving a diagnosis and becoming a “cancer patient,” engaging in the 

treatment decision-making process, and dealing with the full range of impacts that can 

ensue) influences how people view themselves and how they interact with the world 

around them. It is intensely personal because while a person can have an excellent 

support system, and even interact with people undergoing a similar experience, no one 

person experiences cancer the exact same way. 

Patients living with metastatic disease, or those who have received multiple 

diagnoses, may or may not experience depression. The financial burden of cancer is 

wildly different for people based on insurance coverage and the presence of some type of 

safety net to prevent financial ruin. Beliefs about quality of life are dependent upon the 

person and range from a desire to completely return to their pre-cancer existence to those 

would just want to live without pain or fatigue. The ways in which people consider side 

effects could change dramatically with time and experience. People who originally 

wanted to fight cancer at all costs but emerged with life-altering consequences might 

make different choices if they could do it over. Others would give anything for survival. 
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Cancer may reinforce someone’s best traits like relentless optimism, or it may force them 

to retract into a shell of self-protection because of the level of trauma they endured.  

Quality of Life. The concept of “quality of life” encompasses a range of different 

issues and dimensions, and has a unique meaning depending on the person defining it. 

The Centers for Disease Control and Prevention (CDC, n.d.d) note that historically the 

concept of health has been measured from a negative perspective, focusing on disease 

and death. However, a public health shift has led us to better understand the importance 

of multidimensional factors that are both positive and negative (CDC, n.d.d). These 

factors include physical, mental, and social domains and are influenced by culture, 

values, and spirituality that add to the complexity of the concept (CDC, n.d.d).  The 

World Health Organization (WHO) defines quality of life as: 

Individuals’ perceptions of their position in life in the context of the 

culture and value systems in which they live and in relation to their goals, 

expectations, standards, and concerns. It is a broad ranging concept 

affected in a complex way by the person’s physical health, psychological 

state, personal beliefs, social relationships and their relationship to salient 

features of their environment (n.d.c, para 2). 

Further, the concept of health-related quality of life “includes physical and mental 

health perceptions and their correlates, including health risks and conditions, functional 

status, social support, and socioeconomic status” (CDC, n.d.d, para 5). Quality of life can 

vary at different temporal points (e.g., a person’s overall life, their broader cancer 

journey, throughout and after treatment, etc.) and differs based on personal values and 

experiences (Fleishman & Messner, 2015). As cancer treatments have improved and 
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extended survival among patients, quality of life issues have become ever more salient. 

People may be living longer, but late and long-term effects (which can greatly impact 

quality of life) are of concern to many survivors.  

Study participants fell into one of three sub-codes when defining quality of life 

and how they hoped to experience their post-cancer lives. These included:  

(1) returning to normal; (2) stability and function; (3) and balance. Patients who had been 

living with metastatic disease or multiple cancers tended to shift their outlook on quality 

of life, recognizing what they were potentially willing to accept and what they would not 

endure. They spoke of helping their loved ones understand their perspective, which at 

times was more difficult than their own acceptance of mortality. Each participant in this 

study had received a cancer diagnosis relatively recently (within the past five years). 

Some participants had received multiple cancer diagnoses at earlier points in their lives 

but for most, it was a relatively new occurrence. As evidenced by those who wished for a 

return to normal, the desire to overcome cancer and its impacts and return to homeostasis 

was strong. Younger participants largely hoped to be able to engage in their immediate 

routines such as a return to work or parenthood (either parenting their children or 

becoming parents in the near future). Participants who were older tended to focus more 

on existential milestones such as witnessing their child’s wedding, the birth of a 

grandchild, or enjoying retirement with their partner. 

Side Effects. Cancer treatments can often carry with them side effects which 

occur when healthy cells are damaged (Centers for Disease Control and Prevention, 

n.d.e). They can range from moderate to severe and can be short- or long-term. Different 

types of cancer necessitate different treatments which can put patients at greater risk for 
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specific side effects. Participants in this study experienced a range of side effects (45 

different types of side effects) from the more common symptoms such as pain, fatigue, 

nausea, diarrhea, constipation, memory loss, and neuropathy to less common side effects 

such as vaginal or anal stenosis or body disfigurement. They also experienced varying 

magnitudes of side effects which I divided into three sub-codes including: (1) tolerable; 

(2) challenging; (3) and life altering. It is important to note that these were participants’ 

personal experiences of side effects, which I categorized based upon what was 

communicated to me during the interview process. They were placed into a category not 

necessarily on the type of side effect they experienced but rather how that side effect 

impacted their lives and how they viewed it in relation to others. 

Participants who viewed their side effects as tolerable indicated that they did not 

impact their life in a significant way. They were able to attend to the side effects and live 

their lives in a manner consistent with their goals and priorities. Participants who viewed 

their side effects as challenging tended to see them as having a significant impact on their 

daily living and with a greater severity (such as pain, fatigue, or memory loss) than those 

who found them tolerable. Some of these participants indicated that their side effects 

were intense but relatively acute. In the context of the rest of their lives, the impacts of 

the side effects play a role, but they have been able to adapt to a new normal. For 

participants that found their side effects to be life-altering, they lived with chronic and 

sometimes debilitating impacts. They had to change their daily activities such as work, 

caregiving, exercise, or hobbies. They viewed these activities as important and mourn 

their abilities before cancer treatment. They have been devastated physically, 

emotionally, or practically by their disease and/or treatments.  
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Feelings about side effects occurred in relation to participants’ lives pre-cancer as 

well as the success of their treatments. They also viewed the impact of side effects in 

contrast with what others with cancer or chronic illness experienced. I was often told by 

participants that they were “blessed” or “lucky” to have experienced fewer side effects 

than others. Many also used this type of language to communicate their gratitude that 

their cancer was treated successfully.  

Social and Emotional Challenges and Support. The impacts of cancer 

and cancer treatments can be significant, leading some cancer patients to 

experience mental health challenges ranging from distress (that does not meet 

clinical diagnostic criteria) to clinical depression, anxiety, and post-traumatic 

stress disorder. NCCN (n.d.b) defines distress in cancer as “a multifactorial 

unpleasant experience of a psychological (i.e., cognitive, behavioral, emotional), 

social, spiritual, and/or physical nature that may interfere with the ability to cope 

effectively with cancer, its physical symptoms, and its treatment…”  

Adults with cancer are at a six-times higher “risk of psychological 

disability” than adults not living with the disease (Hewitt, Rowland, & Yancik, 

2003). Of all psychological disorders, long-term cancer survivors are most likely 

to experience depression and anxiety (Mitchell et al., 2013). Approximately 18% 

to 20% of long-term adult cancer survivors report anxiety symptoms (Boyes et al., 

2001, 2013; Jarrett et al., 2013; Mitchell et al., 2013) and anywhere between 5% 

and 50% of cancer patients experience depression (Fallowfield et al., 2001; 

Holland & Alici, 2010; Keller et al., 2004; Mehnert & Koch, 2008). 
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The majority of participants in this study experienced some level of 

anxiety, sadness, fear or depression. Fear of the unknown and death can play a 

significant role in the lives of many patients. Feelings of hopelessness, loss of 

control, and uncertainty can be detrimental to cancer patients (Niedzwiedz et al., 

2019). Stigmatized cancers, like lung cancer, can contribute to feelings of guilt 

and shame (Ball, Moore, & Leary, 2016). Some treatments, such as 

immunotherapies, androgen deprivation, and/or steroids, are associated with a risk 

of developing depression (Ismail, Lavelle, & Cassidy, 2017; Nead et al., 2017; 

Smith, 2015). The physical symptoms, such as incontinence or sexual 

dysfunction, experienced from treatment can also contribute to depression (De 

Sousa, Sonavane, & Mehta, 2012). 

Conversely, however, a few participants emerged from their experience with 

cancer with a more positive outlook. They approached emotional concerns the way they 

addressed most issues in their cancer journey, as well as their lives. They were practical 

and optimistic, always seeking to make decisive choices that aligned with swift and 

positive outcomes. When they were first diagnosed, almost all of these participants fell 

into the sub-code of It is What it is: Attacking Cancer and Getting Back to Life. They 

viewed distress as an unfortunate byproduct of cancer and treatment, and they could 

overcome it with enough grit and determination, which appears to have worked for them. 

Although optimism and hope were common threads throughout this category, that 

translated to a grounded idealism and a serene acceptance of their circumstances. Some 

found it more difficult to deal with the sadness of loved ones rather than their own 

distress.   
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Financial Burdens. Research has shown that patients with cancer are at a higher 

risk for financial burden than people without cancer (Nipp, Shui, & Kirchoff, 2016). 

Patients dealing with financial toxicity deal with burdens to accessing and affording 

appropriate cancer care (Lathan et al., 2016; Ramsey et al., 2013; Ramsey et al., 2016; 

Ubel, Abernethy, & Zafar, 2013; Zafar et al., 2013). Ongoing medical costs (Narang & 

Nicholas, 2017; Nipp et al., 2017) and barriers such as lost wages and challenges 

affording health insurance compound financial struggles (de Boer et al., 2009; Hewitt, 

Rowland, & Yancik, 2003; Krichhoff et al., 2013; Yabroff et al., 2004;). Financial 

challenges can lead to a reduction in quality of life and poorer health outcomes (Kale & 

Carroll, 2016; Lathan et al., 2016; Ramsey et al., 2016). 

Participant responses were divided into three sub-codes based upon how they 

experienced financial burdens including those with: (1) significant; (2) those with some;  

and (3) those with little to no burdens as a result of the costs of care (or the implications 

of time off from work or other burdens imposed by the disease or its treatments). Several 

factors determined the patient experience with financial burden. These included adequate 

insurance coverage (private coverage or some type of supplemental coverage), financial 

stability (including well-paying jobs, paid time off, and adequate benefits), and a 

financial safety net of loved ones who were able to donate or step in during times of 

financial need. Levels of financial and health literacy may also pay a role in terms of 

financial burden as participants who had the resources to plan (such as proactively 

requesting payment plans from providers) and advocate for themselves (such as 

monitoring bills and calling providers when something seemed incorrect) tended to have 

fewer financial burdens.   



 

193 
 

From Individual Patient to Population Health: Defining the Concept of 

Value in Cancer Care. The shift from a discussion of personal experiences to the overall 

concept of value was challenging. When asked what they valued throughout their cancer 

care experience, many participants responded that they did not understand what I was 

asking. This indicates to me that these participants were never asked what they valued 

and therefore, never conceptualized for themselves what that meant to them. This finding 

reinforces the need for this study. If patients and survivors are completely unaware of 

such a concept, they certainly are not being asked for their feedback regarding what 

components of cancer care are considered most valuable. It is also important to note that 

these participants are not average cancer patients. They were enrolled in the CSC CER 

which means they were connected to a patient advocacy organization in some way and 

personally sought to complete at least a 60-question survey regarding their experiences. 

This indicates that they are more activated patients with a desire to share their 

experiences. If they are unaware of value discussions in cancer care, I would venture to 

say that very few patients are aware of value assessments.  

When introduced to the concept of value assessment, the overall tenor of many 

participant responses was negative. Although several respondents expressed an 

understanding for the potential need to assess value, not a single participant expressed an 

enthusiastic endorsement of the concept. Ranging from wholesale rejection of value 

assessment to a desire to see significant patient input and flexibility to attend to unique 

circumstances, the concept of value assessment was at least somewhat concerning to 

every participant in this study. 
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 Personal agency and access to valued treatments and services permeated 

discussions with participants. If the control of value assessments were wrested from 

individuals or their ability to access the full range of treatments, then it was not viewed 

favorably. Even among participants who communicated an understanding of the potential 

need to make value-based decisions in health care, they expressed a desire for flexibility 

based on unique patient circumstances and needs.  

Patient Definitions of Value. Among participants, a select few almost 

immediately knew what was most important to them and were able to ensure alignment 

with their priorities throughout their experience like those who valued access to high-

quality innovative therapies (like FL Newt who was wanted to be placed on a clinical 

trial) or fertility treatments (like Lynn who took time to prioritize her desire to have 

children one day). Yet other participants felt strongly that they should have access to 

alternative and complementary services as a means to meet their treatment and quality of 

life goals. Several participants not only brought up the idea that these types of services 

were important to their personal belief system but also had the potential to save money in 

the long-run as they would have the choice as to whether they would utilize traditional 

therapies.  

I was surprised to find that so many participants conceptualized value as the 

relationships they cultivated with their providers. While I expect most cancer patients to 

prefer to have a comfortable, trusting relationship with their oncologist and health care 

team, it was of utmost importance to the participants in this category. Many were willing 

to follow the lead of providers whom they trusted and much of that trust was built with 

providers whom they personally liked. Kind providers who delivered information in a 
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way that patients preferred helped to ease anxiety and calm fears, potentially allowing 

patients the mental bandwidth to attend to their disease, or the comfort to outsource some 

decision-making.   

Other participants focused less on their own personal values and more on broader, 

societal issues such as access to universal health care. This was one of the missed 

opportunities for deeper discussion with participants as this sentiment was communicated 

by many but not probed in terms of how such a system would be financially feasible. An 

additional societal concern was the belief that certain cancers (like breast) were treated 

with a greater level of urgency, and thus funding and research, than others. This led to 

feelings of resentment and frustration, particularly for patients with less common or less 

well understood, more stigmatized, or deadly cancers. 

The Value of Treatment Efficacy. The efficacy of treatment (in terms of its 

contribution to overall survival) was certainly important to many participants. This was 

particularly true at specific points in time (immediately upon diagnosis) and for certain 

participants (those who experienced greater fear and uncertainty and those who were 

more likely to follow their doctor’s lead in terms of selecting treatment). It sometimes 

evolved after participants progressed through their cancer experience and lived with the 

consequences of treatment side effects. The desire to continue living is strong for most 

people, however an important question to consider is if that desire is, or becomes, 

overshadowed by other factors that patients may value more. In other words, what are the 

personal costs patients are willing to sacrifice for cancer treatment that will prolong their 

lives? For example, one study found that generally patients prioritize quality of life over 

length of life, which they prioritize over the financial impact of treatment (Buzaglo, 
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Miller, & Longacre, 2016). A systematic review of literature found that older cancer 

patients were willing to sacrifice length of life for quality of life, while younger patients 

sought more aggressive treatment in an effort to extend their lives (Shrestha et al., 2019). 

The same study found that patients in poorer physical health and those with advanced 

cancer tended to value quality of life while those in better health tended to value length of 

life (Shrestha et al., 2019). Yet another study found that some patients would give nearly 

anything to extend their lives for even a short amount of time while others choose to 

forgo treatment altogether (Silvestri et al., 1998). 

In this study, neither cancer type nor stage proved to be accurate in terms of 

predicting the participants who valued treatment efficacy. While correlation was certainly 

not the goal of this study, it remains important to recognize the fact that it is difficult to 

make predeterminations regarding what people will value as they become patients and as 

they progress through cancer treatment and survivorship.  

Yet, even with the diverse ways in which patients view treatment efficacy, overall 

survival remains one of the most, if not the most highly valued, endpoints for cancer 

clinical trials, at least by scientists conducting the trials. A 1962 amendment to the 

Federal Food, Drug, and Cosmetic Act required “substantial evidence of effectiveness 

and specifies that this evidence must be derived from adequate and well-controlled 

clinical investigations” (FDA, 2018, p. 3). The FDA has traditionally sought “direct 

evidence of clinical benefit or improvement in a surrogate endpoint known to predict 

clinical benefit” (FDA, 2018, p. 3). While the FDA has entered a new era of “patient-

focused drug development” as required by the 21st Century Cures Act, it has not come 

without criticism. The New York Times editorial board (2020) bemoaned the influence of 
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patient groups (as well as pharmaceutical companies and others) on the agency’s work as 

well as the reduced standard of evidence, like that of real-world data, when proclaiming 

that the FDA is “in trouble.” While clinical standards and endpoints like overall survival 

are vital to the work of the FDA and the pharmaceutical companies tasked with creating 

new therapies, so are additional patient experience endpoints and data derived directly 

from patients living with the disease and undergoing the treatment.    

The Value of Avoiding Treatment Toxicity. The types of side effects experienced 

by participants in this study spanned 45 general types. They were experienced on a 

continuum from irritating and tolerable to devastating and life-altering. The experience of 

losing one’s hair was traumatic for some participants but an unfortunate, yet unemotional, 

consequence for others. The loss of one participant’s sexual function was destructive to 

her sense of self while another participant’s impotence was considered a routine aspect of 

aging. Extreme weight loss was welcome by a participant who was considered obese 

prior to cancer and concerning for a participant weighing less than 100 pounds.  

It was difficult for many participants to grasp the potential impact that treatment 

toxicities could have on their lives and wellbeing. That is assuming they were prepared 

for what they might experience, either in terms of full and meaningful disclosure of 

potential side effects, and/or delivery of such information at a time and in a way the 

participant could digest. For someone who has never experienced intense or chronic pain, 

disfiguring body changes, or extreme weight loss or cachexia, it is difficult to understand 

the true toll such impacts can take. Chemo brain might be considered something that 

most patients who undergo chemotherapy learn to deal with, but some participants found 

that significant memory loss created severe anxiety or the inability to continue working. 
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Fatigue can lead a previously active person to completely change their activity levels, and 

ultimately their physical and even mental health.  

 Health economic evaluations include the concept of utilities, as described in 

chapter one of this study. These generic health values and preference-based systems help 

researchers determine health-related quality of life which is the “value assigned to 

duration of life as modified by the impairments, functional states, perceptions, and social 

opportunities that are influenced by disease, injury, treatment, or policy (Patrick & 

Erickson, 1993). Many instruments have been developed to measure health related 

quality of life (HRQOL) (Thomas et al., 2019). For QALY-measuring instruments, tools 

are often validated for general populations and do not take into account the relative 

preference of different patients (Thomas et al., 2019). Based on study findings, this 

approach is problematic as a specific side effect has a different meaning for different 

patients based on their expectations, understanding, and tolerance for discomfort as well 

as what they are willing to tradeoff. Further, some preference weights are measured using 

rating scales where participants are asked to rate the strength of their preferences for 

particular health states, or choice methods are utilized in which participants are asked to 

consider how much they would be willing to sacrifice to avoid an impaired health state 

(Neumann & Greenberg, 2009). Additionally, some health state classification systems 

were designed to work across different conditions and treatments (Neumann & 

Greenberg, 2009). Although criticized for being generic or hypothetical, health 

economists argue that estimates should be based on the general public as we make 

resource allocation decisions on a societal basis (Neumann & Greenberg, 2009). I argue, 
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however, that findings from this study point to the need for methods to evaluate the 

specific, disease-based tradeoffs patients are willing to make.  

The Value of Affordable Treatment Costs.  The impact of treatment costs on 

study participants depended on a range of factors including most notably insurance type, 

but also participant preparedness to handle an unexpected financial event (which was 

potentially based on income although this was not captured in the study) as well as the 

financial safety net a participant could tap into (such as friends and family willing to 

personally contribute to help cover the cost of care). Unsurprisingly, participants who 

were uninsured or underinsured were more likely to experience financial challenges as 

well as participants who were dealing with unexpected life circumstances that impacted 

their fiscal wellbeing such as a divorce or disability. Overall, study participants had 

limited financial challenges (most often based on excellent insurance coverage), 

determined how to address their financial challenges (through proactively requesting 

assistance from loved ones or seeking payment plans), or resigned themselves to their 

perceived reality of the situation (which involved letting bills go to collection or living 

with untenable levels of debt). No study participants indicated that they would forgo 

cancer treatment or make different choices based on cost considerations. When asked 

what they would do if they found they could not afford cancer treatment, most said they 

would make accommodations like selling their home.  

The fact that almost half of all participants were largely insulated from the 

financial impacts of cancer point to an insurance system that is both performing as it was 

intended to (with patients paying in and extracting benefits when necessary) and 

preventing them from understanding the full financial ramifications of their treatment. As 
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mentioned in chapter one, moral hazard occurs when individuals are not exposed to the 

full cost implications of different choices (due to protective measures like insurance) and 

therefore are more likely to endure risk. However, the applicability of this concept in 

health care is dubious as patients do not have access to the full range of cost information 

necessary to make completely cost-informed decisions. The health care system is so 

complex that the final price of drugs and services is often obscured not only from patients 

but from providers and other stakeholders in the system. Comprehensive cost information 

(which cannot be limited to list prices of medications or chargemaster hospital fees) is 

vital to make value-informed decisions.   

Additional Valuable Factors Not Typically Captured by Value Assessments. 

Several additional themes emerged from the data regarding what participants considered 

valuable. One of the most important findings was that participants did not readily 

understand what was meant by “value.” They needed additional information and time to 

process what they would consider most valuable in cancer care. Further, no participant 

was aware of the concept of value assessment. I found this to be concerning, as it 

indicates that cancer patients are likely not engaged in conversations regarding value 

either on a personal (micro level) or on a societal (macro level). However, I also believe 

this highlights the need for studies like this one to uncover what patients find most 

valuable and how to galvanize patients to become engaged in macro-level policy 

discussions regarding population-level value.  

The Value of Hope. After the first interview, I also added a broad question to the 

interview guide regarding what each participant hoped for. Many asked me if this was in 

relation to their cancer, and I responded that they could interpret the question however 
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they wished, meaning disease-centered hopes or general hopes. This question was an 

important addition to the interview guide because understanding people’s hopes can help 

to elucidate what they value in life. As the concept of hope is inherently future-oriented, 

their answers also helped me to conceptualize how the experience of cancer, and the 

ensuing impacts, affected their lives and their outlooks for the remainder of their lives. It 

means that someone has confidence in the future, and in order for people diagnosed with 

cancer to make decisions about treatment and survivorship, they must possess hope. Hope 

entails specific, reality-based goals and carries with it some expectation of success. 

Hope is a critical component for many people dealing with cancer. Clark (2017) 

defines hope as both a noun and a verb, a belief and a skill. Hope combats fear, supports 

coping, and is a renewable, endless commodity (Clark, 2017). A cancer diagnosis can be 

a crisis for many people and the acknowledgement of a potentially fatal disease can 

impose a crisis of hope. In those moments of crisis, individuals can lose the ability to be 

self-reliant, to outline goals, and see a path forward (Clark, 2017). Asking a question 

regarding what each participant hoped for allowed me to better understand how they 

envisioned the future, including if they viewed it through the lens of a cancer patient 

hoping for a cure or if they no longer viewed themselves as patients, having moved on to 

hope for things beyond their cancer experience.  

Many participants expressed a hope to be cancer-free (likely translating to valuing 

treatment efficacy). This was accompanied by cautious optimism with the caveat that if 

they could not avoid the disease, that they hope to live long enough to be able to utilize 

new, innovative therapies. The desire to avoid death was a major theme for many patients 

at all stages of their cancer journey. Yet, others expressed a hope for a better quality of 
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life—avoiding pain, returning to work, spending quality time with loved ones. As one 

participant (Bodhi) put it, living a “quiet, healthy, comfortable existence.” One 

participant who was advanced in age (Mike) recognized the potential life limitations he 

faced and said that he wished for a peaceful death that was not prolonged. He said he 

wants to “cough once and die.” Several people remarked that they did not want to be a 

burden to anyone. Another participant (Bernie), hoped that he, and all cancer patients, 

could access adequate care that would not bankrupt them. This was informed by his 

experience facing barriers to accessing the kind of care he needed to successfully attend 

to this cancer. Annie, who mourned a loss of control throughout her care experience, said 

that she wants to be “more assertive and more fearless.” Finally, only one participant 

focused on personal, non-cancer related goals. FL Newt said that he wants to be the 

oldest person on record to finish a marathon. Persistently optimistic, FL Newt did not 

factor cancer into the hopes he had for his life.  

The Value of Personal Agency. Most participants value their own personal 

agency and an ability to access and choose from all available treatments (both traditional 

and complementary or alternative). Even among participants who allowed providers or 

others to influence their decision making, they felt comfortable with the level of control 

they were able to exhibit over the process. When the discussion turned to value, processes 

that could limit the universe of options available to participants (whether this meant 

traditional therapies, alternative therapies, or the option to forgo therapy completely) was 

generally not well tolerated. 

The Value of Universal Access to Health Care. Another theme that emerged was 

the ability of many participants to look outside of themselves when considering value. 
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There was a strong desire among nearly one-third of participants to see the United States 

provide universal access to health care. As noted above, it was a missed opportunity to 

press participants regarding how this type of system would be financed, but nonetheless 

there was a consensus among these participants that there should be adequate access for 

any person diagnosed with cancer.   

The Value of the Patient-Provider Relationship. The role of providers in the 

conceptualization of patient values was unexpected. While I recognize that most people 

would likely prefer a trusting and positive relationship with their health care provider, 

particularly when facing a potentially life-altering or fatal disease like cancer, the primary 

linkage of the provider relationship to value was surprising. Value equated to finding a 

cancer care provider (or team of providers including physicians, nurses, social workers, 

etc.) that the participant trusted to have both the knowledge necessary to present the best 

possible options and the participant’s best interests at all time. Further, they wanted to 

personally like their provider and favored a positive bedside manner and empathetic 

responses.  

The Value of Family. The role of family also came into play in several different 

ways when participants were deciding upon treatment. A mother with advanced breast 

cancer was willing to undergo aggressive therapies she otherwise would have avoided if 

it meant another day to spend with her children. A young newlywed was willing to 

postpone chemotherapy in order to preserve her fertility. She was also willing to defy the 

wishes of her parents who saw her through their own parental lens and wanted their child 

to be attended to as quickly as possible. The one caveat to the financial impact of cancer 

treatment discussion above was if patients thought that their loved ones would have to 
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bear the burden of their health care costs (with unpaid bills after they die, for example), 

they were not willing to “punish” them and would choose to forgo therapy. Future 

research with caregivers should explore their perspectives in terms of value and tradeoffs 

when a loved one needs cancer treatment.  

The Value of Attention to Overlooked Cancers. A concept that was brought up 

several time at different points in various interviews were feelings of resentment for 

specific types of cancer that garner what participants consider to be overt attention and 

funding. Breast cancer was brought up by several participants as the disease that has 

benefited most from enhanced support. Some participants felt that stigmatized cancers 

(like lung or colorectal cancers), rare cancers (like gastrointestinal stromal tumor), and 

less well-understood diseases (like myelofibrosis) were given less consideration from a 

research and funding standpoint and thus, patients felt that they were treated as less 

valued. They considered the possible change in personal health outcome if their diseases 

enjoyed the same level of progress as others.     

Implications for Practice. There are multiple study implications for oncology 

practice. While value assessment may be seen as a macro-level, largely academic 

exercise, the implications of value assessment on how medicine and psychosocial 

oncology can be practiced are real. These, in turn, affect patients and their families. One 

of the most important considerations that emerged from this study is the need to  

recognize that cancer patients are the foremost experts in their conditions and their 

experiences. When attempts are made to assign value to cancer treatments, at a minimum 

the perspective of these patient experts must permeate all decisions. This is true when 

formal value assessments are made as well as when providers make determinations about 
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the best course of therapy for patients or when social workers make determinations about 

resources to share and ways to best support patients. It is not ethically possible to make 

such determinations without seeking to truly understand the patient as a person first. 

Patient-centricity is not enough. We must move towards a patient-led system, with a 

culture that is built to support and follow the lead of patients at every turn.     

Oncology social workers, as well as members of the transdisciplinary health care 

team, play a vital role in health and oncology care value discussions. Study findings 

suggest that members of the health care team are critical to a patient’s understanding of 

treatment options and their ability to make informed choices with which they are 

comfortable. A patient may not explicitly consider their personal values and how the 

elucidation of those values can help to inform their cancer care experience unless such a 

conversation is initiated by their provider or a member of the health care team. The basis 

for all treatment decision making should hinge upon initial and ongoing education (of 

both patients and their health care team) and meaningful and continuous discussions 

between the patient and members of the health care team about the patient’s values, 

goals, preferences, and options and how the patient’s treatment protocols are aligning 

with said values. Such a process should be built into the treatment protocol and in an 

ideal scenario, physician reimbursement and other incentives would hinge upon their 

ability to meet patient goals.  

This study also indicates that there must be a significant commitment to better 

understand and improve patient-provider communication. None of the study participants 

could conceive of what was meant by “value” within this context, and few communicated 

that they were presented with treatment options from which to choose. This indicates that 
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many patients depend (sometimes entirely) on their provider’s recommendations for 

treatment and either do not understand that options are available or are uncomfortable 

pressing their provider for comprehensive information. Providers should understand that 

it is incumbent upon them to appropriately communicate all choices (including the pros 

and cons of different treatment options when they are available as well as palliative care, 

evidence-based complementary therapies, as well as the implications of refraining from 

treatment) to the patient along with the rationale behind each of those options. Members 

of the oncology care team should receive training that incorporates both role modeling 

and real patient interaction and feedback. Social work education programs have long 

incorporated both role modeling exercises and several practicum experiences to ensure 

competency and comfort with client interactions. Newer training models even incorporate 

virtual reality and artificial intelligence (AI) to allow practitioners to interact with AI 

informed “practice” patients. This can provide a unique opportunity to hone providers’ 

ability to connect with and better understand patient values, needs, and preferences. 

Communication breakdowns between patients and providers must also be routinely 

explored to understand where and why communication breaks down and what can be 

done to repair these critical relationships.  

Oncology social workers, specifically, have an opportunity to build the rapport 

necessary to more deeply explore and understand patient values. They are often privy to 

information that patients may share with few other people, including physicians or family 

members. They may have longer, more in-depth conversations with patients, allowing 

them to more deeply understand the lives of patients. The person-in-environment (PIE) 

framework, which is a core social work concept, can be an informative tool in discussions 
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concerning value. The PIE framework includes exploration of social functioning, 

environmental, mental and physical health problems (Wandrei & Karls, 1994). This type 

of holistic interpretation of a person’s life can lay the groundwork for an exploration of 

the full set of values.  

Social workers can help patients identify what they value in order to prepare them 

for shared decision-making conversations with their providers and loved ones. Social 

workers can help patients deal with feelings of grief and loss. Many participants in this 

study indicated that they had to get used to a new normal, leaving some life activities and 

goals in the past. Some expressed regret or confusion, particularly when dealing with 

brutal side effects and long-lasting impacts of the disease and its treatments. Social 

workers can serve as navigators and advocates. They can help patients process their 

distress, establish updated goals, and help them uncover new concepts of value for 

themselves.   

Although the participants in this study had unique and sometimes negative 

experiences, many indicated also feeling “blessed” or “thankful.” They talked about 

being lucky that they did not experience terrible side effects, didn’t go into significant 

debt, or caught their cancer early. For those that did experience pain and suffering, they 

often found gratitude in the formulation of new relationships or a chance to re-evaluate 

priorities and live their lives accordingly. There is an opportunity for social workers 

working with cancer patients, survivors, or their loved ones to tap into this concept of 

post-traumatic growth. Post-traumatic growth occurs when positive psychological change 

results from a challenging traumatic experience (Shakespeare-Finch et al., 2013). 

Dimensions of post-traumatic growth include greater appreciation for life and 
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relationships, the discovery of a deeper meaning in life, a renewed and stronger sense of 

self, new priorities, and enhanced spirituality (Connerty & Knontt, 2013; Engelkemeyer 

& Marwit, 2008; Shakespeare-Finch et al., 2013; Tedeschi & Calhoun, 1995). Research 

with cancer patients suggests that these dimensions apply following an experience with 

the disease (Cordova et al., 2001; Mols et al., 2009; Sears et al., 2003; Thornton, 2002). 

Connerty and Knott (2013) suggest that additional research must be conducted on not 

only the non-modifiable factors but those that are modifiable as well such as social 

support, information seeking, the use of complementary therapies, and changes in 

lifestyle and physical fitness. Although people respond to cancer differently (Connerty & 

Knott, 2013), social workers can nurture post-traumatic growth in cancer patients through 

the enhancement of modifiable factors. 

Finally, as social workers consider various ethical principles (NASW, 2017) 

including addressing social problems, valuing the dignity and worth of the person, and 

recognizing the importance of human relationships, they are well positioned to address 

the ways in which cancer care value is conceptualized and implemented within health 

care and economic systems. Further, value assessment rests within the realm of social and 

political action and social workers are ethically bound to engage in such action including 

acting to expand choice and opportunity for all people (NASW, 2017).  

Implications for Education. This study has implications for social work 

education. The Council on Social Work Education (CSWE, 2015) states that: 

The purpose of the social work profession is to promote human and 

community well-being. Guided by a person-in-environment framework, a 

global perspective, respect for human diversity, and knowledge based on 
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scientific inquiry, the purpose of social work is actualized through its 

quest for social and economic justice, the prevention of conditions that 

limit human rights, the elimination of poverty, and the enhancement of the 

quality of life for all persons, locally and globally (p.5).  

 Social workers are taught to both work with and intervene with individuals, 

families, groups, and communities as well as engage in policy practice (CSWE, 2015). 

This requires an evidence-based information foundation from which to critically evaluate 

and apply knowledge.  

 Further, with the expected increase in the number of cancer diagnoses in the next 

decade, there will be a need for more oncology social workers. In general, the 

employment of social workers is expected to grow 11% from 2018 to 2028 (Bureau of 

Labor Statistics, 2017). Health care social workers currently comprise approximately 

25% of social work jobs (Bureau of Labor Statistics, 2017). It is vital that social workers 

employed in health care settings understand the implications of health economics and 

policy. Value assessments have the potentially to impact clients and therefore must be 

understood and addressed by social workers seeking to work in oncology.   

 Finally, findings suggested that there is a need for members of the 

transdisciplinary oncology team to better understand the important and specific role each 

person plays to provide patient care and learn how each they can contribute to a health 

care system that is built around patient values. I use the term transdisciplinary in this 

section for a specific reason. As Choi and Pak (2006) note, multidisciplinary teams 

incorporate the knowledge of different disciplines while adhering to professional 

boundaries; interdisciplinary teams go one step further to harmonize disciplines into a 
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coordinated whole; and transdisciplinary teams transcend professional roles and 

boundaries, allowing for the emergence of new knowledge. Transdisciplinary teams also 

involve not only professionals from various disciplines but also other stakeholders with 

roles overlapping and integrating each individual’s knowledge and perspectives (Choi & 

Pak, 2006). A modified transdisciplinary approach to value assessment and cancer care 

delivery is essential, whereby new knowledge develops and practice evolves, however 

individual practitioners bring their unique voices and talents to the table to ensure find 

new ways in which to promote patient voices as the north star in all processes and 

practices.   

Implications for Policy. The “triple aim” of health care (as illustrated in Figure 

13) is: 1) improving the patient experience of care (including quality and satisfaction); 2) 

improving the health of populations; and 3) reducing the per capita cost of health care 

(Institute for Healthcare Improvement, n.d.).  

 

Figure 13 

The Institute for Healthcare Improvement Triple Aim 

 

Reprinted from www.IHI.org with permission of the Institute for Healthcare Improvement 

(IHI), ©2019  
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The exercise of defining value largely exists in the second and third realm of the 

triple aim—improving outcomes and reducing cost. These goals are primarily based on 

the concept of population health, which can be defined as “the health outcomes of a 

group of individuals, including the distribution of such outcomes within the group” 

(Kindig & Stoddart, 2003, p 6). In public health, the health of the population is the 

ultimate goal (CDC, n.d.). The focused approach on improving health at the population 

level is akin to the adage that a “rising tide lifts all boats.” This equates to classical 

utilitarianism which is “society-centered” and posits that decisions should be made to 

maximize collective wellbeing and for the greatest benefit of the most people (Mandal, 

Ponnambath, & Parija, 2016, p. 1). The “outcomes determine the morality of the 

intervention” (Mandal, Ponnambath, & Parija, 2016, p. 3). This is contrasted with 

deontology which is “patient-centered” and whereby the “morality of an action depends 

on the nature of the action” (Mandal, Ponnambath, & Parija, 2016, p. 4).  Although both 

approaches have been described as having benefits and drawbacks, approaches to 

decision making in health care can fall dangerously short when patients are not 

meaningfully involved in the design of such a system. Further, utilitarianism and 

deontology have been viewed by some as mutually-exclusive, yet it is arguable that even 

a utilitarian system can include significant and meaningful patient input.  

Value assessments operate on such a population health level, while patients make 

cancer care decisions on an individual level. At the heart of value assessment is economic 

evaluation and as Simeons and Dooms (2011) state “economic evaluation rephrases the 

question of how much the life of a cancer patient is worth into the question of how much 

society is willing to pay per quality-adjusted life year of the cancer patient” (p. 250). 
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Cost-effectiveness thresholds put a determination on how much a society is willing to pay 

for a specific cancer treatment, thus informing pricing and reimbursement decisions 

(Simeons & Dooms, 2011). The overall sentiment of many participants in this study was 

that these concepts made them uncomfortable, either because rendering judgements that 

could impact patient choice is at odds with the individual lens through which patients see 

themselves, and/or because of fear that ulterior business motives will sully genuine 

attempts to determine value.  

Value assessment sits at a peculiar junction between the American ideals of 

efficiency and cost effectiveness and a general disdain for processes that disengage 

individuals from personal decision-making and agency. Individual responsibility, free 

markets, personal control, and government distrust permeate the American health care 

system (Walshe, 2001). Neumann and Greenberg (2009) state that: 

Resistance to cost-effectiveness analysis in the United States is 

longstanding and multifaceted, and is tied to cultural conditioning and a 

decentralized and privately administered health system in which no one 

payer has incentives to think broadly about societal resource allocation (p. 

1369). 

As a result of this misalignment, the U.S has historically preferred market changes 

(such as managed care), limits on and narrowing of insurance coverage, and increased 

patient out-of-pocket spending obligations, while other countries like the United 

Kingdom have addressed rising health care costs through government-imposed spending 

limits (Walshe, 2001). Regardless of societal incongruity, it is arguable that—based on 

the proliferation of international health technology assessments, the expected explosion 
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in growth of cancer patients, and scarce financial resources that can be allocated for 

health care in the U.S.—value assessments will continue to play a role, and may even 

grow in importance, in health economic decisions in the U.S. Neumann (2019) states that 

the emergence of multiple frameworks indicates a “clear need” as well as a “diversity in 

the marketplace of ideas about value assessment” (p. 976). If value frameworks continue 

to play a role in the way we seek to rein in health care costs in the U.S., it must be 

undertaken in a way that allows individual patients opportunities to engage in the process 

if they desire to do so as well as the flexibility to attend to individual patient differences. 

As patients have the most to lose in population health decisions and value assessments, so 

must they be involved in every step of their creation, implementation, and evaluation. 

It is also important to note that many participants expressed a desire for some sort 

of universal health care or access to care for all cancer patients. This is incongruent with 

the current patchwork of health insurance coverage in the U.S. It could be argued that 

value assessment is a way to rectify inequalities in health care access. In theory, value 

assessment could positively shape health economics as medications and devices deemed 

valuable are covered favorably by insurers, and those deemed overpriced for the value 

they deliver are dropped from formularies or provided with higher cost-sharing or 

utilization management. The ultimate goal would be for this process to influence the list 

prices of drug and device manufacturers and create a system in which medications are 

priced appropriately and patients can access those deemed most valuable. While this is 

theoretically worthwhile, patients cannot be the scapegoats as various stakeholders and 

forces in the health care ecosystem seek to battle one another in an effort to shift blame 

and ultimately correct what is inherently an imperfect system.  
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Implications and Directions for Future Research 

In-depth, qualitative research on the ways in which patients define value in cancer 

care is limited, yet vital. Qualitative research, especially those approaches which are 

informed by post-positivism as outlined in chapter two, encourages the researcher to 

approach their work with an open mind and appreciation for complexity, political and 

social meaning, and the importance of context (Rubin & Rubin, 1996). Value assessment 

is inherently a political act, particularly in light of the power it wields as a result of 

outcomes and implications.  

Value research is largely the realm of health economists, who as illustrated in 

chapter one, may approach and attempt to define the concept of value in very different 

ways than patients living with the disease. As value assessments currently operate, they 

take incredibly complex information with various meanings to different people and dilute 

it into precise answers derived through statistical analysis. We must find ways to 

incorporate rigorous, in-depth qualitative (alongside quantitative) analyses that explore a 

range of diverse (in all aspects) patient voices and promote the inclusion of a host of 

different perspectives into value assessments. These cannot be limited to health 

economists and physicians but should include patients, survivors, caregivers, patient 

advocates, social workers, psychologists, social scientists, employers, bioethicists, health 

policy and decision makers, faith leaders, among others. These analyses should be both 

cross sectional as well as longitudinal as this study shows that patient concepts of value 

evolve with time. Real world data and patient experience registries can also serve as 

important tools to help us better understand the patient experience and ultimately what 

patients value.  
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In order for patients to understand and process their own treatment options, and 

for patient voices to meaningfully inform value assessments, there must be outlets to 

capture and communicate their voices. Participatory research that is deeply informed by 

social justice tenets is vital.  If research will have an impact on patients, then patients 

should be engaged as partners rather than subjects and included in each step of that 

research—from conception to implementation, and interpretation to dissemination. 

Further, there should be new methods of incorporating patient voices into clinical trials 

from start to finish. Although the FDA has sought to create the patient-focused drug 

development program, there is still much to be done. The United States Food and Drug 

Reauthorization Act of 2017 redefined the definition of “patient experience data” to 

include not only physical but also psychosocial impacts of a disease or condition, or 

related therapy or clinical investigation. “Patient input not only informs the clinical 

context and provides insight to frame the assessment of benefits and risks, but it can also 

serve as a direct source of evidence for use in clinical studies in investigational therapies” 

(Cancer Support Community, 2019, p. 2). 

Further, the Belmont Report (1979), which outlines the ethical principles and 

guidelines for the protection of human subjects of research, states that “two general rules 

have been formulated as complementary expressions of beneficent actions in this sense: 

(1) do no harm and (2) maximize possible benefits and minimize possible harms.” The 

Belmont Report (1979) goes on further to say: 

The term “benefit” is used in the research context to refer to something of 

positive value related to health or welfare. Unlike “risk,” “benefit” is not a 

term that expresses probabilities. Risk is properly contrasted to probability 
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of benefits, and benefits are properly contrasted with harms rather than 

risks of harm. Accordingly, so called risk/benefit assessments are 

concerned with the probabilities and magnitudes of possible harm and 

anticipated benefits. Many kinds of possible harms and benefits need to be 

taken into account. There are, for example, risks of psychological harm, 

physical harm, legal harm, social harm, and economic harm and the 

corresponding benefits. While the most likely types of harms to research 

subjects are those of psychological or physical pain or injury, other 

possible kinds should not be overlooked. 

In order to maximize possible benefits and minimize possible harms, patient 

experience data must be captured and attended to as we conduct research and use findings 

to inform health policy and economic decision making. The type of information gathered 

in this study helps to shed light on what is most important to patients undergoing cancer 

treatment and living with the ensuing benefits and consequences for the rest of their lives. 

It also helps to show what we are missing when we assess value without understanding 

the range of concepts and perspectives of value that are important to patients. Viewing 

this through a longitudinal and real-world lens is also important as many patients initially 

seek to aggressively treat their disease while later dealing with challenging or even life-

altering side effects, social and emotional impacts, quality of life concerns, and financial 

burdens from their treatments.  

If we are only gathering data on a limited set of factors such as endpoints that 

have historically been clinical in nature (such as overall survival, progression free 

survival, or objective response rate) or narrow patient-reported outcomes (such as 
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symptoms and side effects), those concepts will be the only evidence available in peer-

reviewed literature, and ultimately influence both the ways in which we conduct value 

assessments and the type of evidence value assessors are willing to consider credible. 

Research sponsors, including pharmaceutical companies and the federal government, can 

and should include patient experience metrics in clinical trials. By building these 

measures into research protocols and reporting on outcomes, patient voices will be woven 

into the fabric of our research infrastructure. Such metrics should be specific to the 

therapy under investigation and the purpose of the trial, and informed by patient focus 

groups and/or interviews. We must elevate participatory research in which patients are 

not only subjects, but also help to define the research outcomes which are important to 

their health and wellbeing, not simply value-added but mandatory. Patients with the 

condition under study must be included in the design of the research protocols as well as 

the analysis of patient experience data. Providers and experts in the specific disease state 

for which the therapy is being researched must also be involved in data analysis and 

reporting. Additionally, real-world data and evidence should augment trial data and 

should be revisited often as additional findings emerge. Registry data should also be 

incorporated into value assessments. Organizations like the Cancer Support Community 

which house their own registry with questions based on both published evidence and 

knowledge gained from daily interactions with millions of patients, are critical to 

capturing the full patient experience. These are not simply an academic exercise but a 

reflection of the daily, lived realities of patients and caregivers. There is a role for the 

serious consideration of qualitative data which can provide in-depth information in 

context, derived directly from patients living with the disease under consideration. Such 
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data should not be viewed simply as bonus information collected when possible, but 

rather an integral component to be considered equally alongside quantitative data in the 

assessment of value.  

Beyond meaningfully involving a diverse (in every sense of the word) group of 

patients in value assessment, there are also several other challenges that we must 

overcome in order for value assessment to play a major role in health resource allocation. 

Value assessments depend on peer reviewed studies that are predominantly quantitative 

in nature. There is a preference for randomized controlled trials as the gold standard by 

which to assess value. As a result, value assessment has become an exercise driven, and 

understood, only by an elite group of individuals capable of working in influential 

institutions, publishing in peer-reviewed academic journals, and accessing and 

understanding scientific content. These are the professionals that know how to navigate, 

and as a result the voices that largely inform, value assessments. Without access to this 

information and a deep understanding of the complex concepts involved in value 

assessments, it is virtually impossible for someone to become involved in the value 

assessment process. This study, and others like it, will be beyond the paywall for most 

cancer patients to be able to access. This is highly problematic for patients who wish to 

become involved in value discussions but are unable to access the necessary content to 

educate themselves. The solution to these challenges requires dramatic changes to the 

ways in which we publish and monetize peer-reviewed literature. Individuals impacted by 

specific diseases should have an opportunity to request access to information that could 

impact them. This could occur in a number of ways including significantly reduced or 

free subscription programs for patients, a system to request specific articles of interest, or 
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a database of lay summaries that is easily searched with information provided at specific 

reading levels.    

In order to have meaningful patient participation in value assessment, society 

must also commit to educate the public about health care concepts and incorporate them 

as partners in health care policy and decision making. This should include opportunities 

for patients to enhance health literacy and numeracy, as well as to understand basic health 

economics so that they feel empowered to participate in the value assessment process. 

Approximately 12% of U.S. adults have proficient health literacy (U.S. Department of 

Health and Human Services, n.d.). This means that most Americans are not familiar with 

medical terms, cannot interpret medical information to make health care decisions, and 

would have trouble with common health tasks (U.S. Department of Health and Human 

Services, n.d.). Although this may seemingly point to a need for assistance in societal 

decision making, which value frameworks arguably provide, I see an opportunity for 

greater investments in health education in the United States. If major decisions are being 

made that impact policy decisions and population health, it is incumbent upon our 

government to provide accessible and appropriate health information to students and 

adult learners so that they can process complex health information.  

Strengths and Limitations 

 This study has many strengths and is an important contribution to the extant 

literature. First, primary data collection and qualitative interviews allowed for in-depth, 

novel, and complex information to be obtained in order to better understand the 

phenomena in question. A qualitative approach was selected in order to appropriately 

answer the research questions. Interviews lasted between 48 minutes to two hours, 
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allowing for rich discussion and exhaustion of the topics. I was able to probe into the 

process rather than just outcomes and explore the meanings participants ascribed to their 

experiences (Atieno, 2009). The qualitative information provides critical detail that 

quantitative measurement simply cannot.  

This study has several important limitations to note when interpreting results. The 

study was cross-sectional and exploratory in nature. Recruitment occurred through a 

convenience sample through a single nonprofit organization. The CSC Cancer 

Experience Registry includes cancer patients and survivors who proactively sign up to 

participate. It can be assumed that they are relatively proactive patients with at least a 

moderate understanding of their disease. Some of the Registry participants also receive 

services, including education, at CSC affiliates, on the CSC helpline, and through the 

CSC website, which potentially translates to an enhanced level of disease education and 

awareness. Registry participants do not reflect the U.S. population as they tend to be 

predominately white, have incomes levels that are higher than the average individual, and 

have higher education levels than the average individual. A more diverse sample (in 

terms of race, ethnicity, education level, income range, and other factors) could have 

revealed different information including different factors that cancer patients consider 

valuable.  

Participants were recruited online, making access to the internet and an email 

address necessary. Participants also had to speak fluent English which disqualified those 

who primarily speak other languages. Future studies should strive to include a more 

diverse and representative sample. Although this qualitative study design is appropriate 

for the intended research questions, the small sample size (n = 26) is acknowledged.   
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Interviews all took place over the phone, Skype, or FaceTime. If in-person 

interviews were possible, it is likely that rapport could have been established more 

deeply. Further, participant body language and additional nuance could have been 

observed in a face-to-face setting.  

Although inclusion criteria required that participants received a diagnosis within 

the past five years, interviews are also subject to recall bias. There is also inherent 

researcher influence present, although I sought to limit this by providing evidence-based 

information and adhering to the interview guide. Nevertheless, in qualitative work, the 

researcher is considered an instrument in the overall research toolkit and regardless of 

how much effort is taken to avoid such influence, personality, interests, and individual 

nuances are present.  

Closing Reflexive Statement 

This study was both deeply fascinating to me as well as troubling. When I began 

recruitment for this study, I was concerned that I would not be able to convince enough 

people to devote two hours to talk to me (a stranger) about cancer. With 160 interested 

people responding to me in a few days, it became clear that in general we (society, 

providers, loved ones, and others) do not do a good job of asking people how cancer, or 

chronic illness or other uncomfortable or stigmatized topics, have impacted them. More 

than a few participants told me throughout the course of our discussion that they spoke 

more to me about their cancer experience than they ever had with anyone else in their 

lives. I found this both heartwarming (as a researcher attempting to create a connection 

with participants) and discouraging (as someone who works in the increasingly 

impersonal health care field). Although the experience was not deeply emotional for 
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every single participant, there was something about it that they felt compelled to share 

with me and find a place for in the literature. It is not lost upon me as both a researcher 

and as an oncology social worker, that there is something missing in our society as we 

seek to categorize people and place them into orderly siloes, when we do not take the 

time to value the dignity and worth of each person or respect human relationships.  

We cannot understand patients’ experiences unless we have meaningful 

conversations with individuals. However, our health care system does not incentivize 

such important, personalized conversations. Yet, we expect personalized treatments. 

Personalization goes well beyond the biomedical, to what patients expect both from a 

treatment perspective as well as within their day-to-day lives and the lives of those 

around them. It encompasses the trade-offs patients are willing to make and it extends to 

what they can afford, from a time, financial, and emotional perspective. Personalization 

means the right treatment at the right time based on what the cancer patient deems most 

important.   

As a health care professional, I also fully recognize the need for population-based 

decisions. I am not naïve to the fact that large numbers of increasingly aging and sick 

individuals coupled with economic resources that are being stretched too far is a recipe 

for potential disaster. However, I truly believe that if our nation can find ways to meet the 

majority of consumer needs ever more efficiently, affordably, and intelligently, we have 

the potential to solve our health care crisis in a way that puts patients first.  

The biomedical model funnels complex individuals with complicated diseases 

into black and white categories. This is done in an effort to create order out of chaos. The 

science of oncology would never have progressed to this point without the tidy, precise 
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nature of the scientific method and the sterile, clinical conditions of the biomedical 

ecosystem. While many patients benefit from this system, they are also far too messy to 

be wholly contained by it. Oncologists have the extraordinarily difficult job of not only 

maintaining up-to-date knowledge of cancer and its treatments but presenting that 

information to patients at a difficult moment in their life and in a way they can 

understand. Again, the way this challenge is overcome is through standardization and 

control. Oncologists make many decisions before presenting options to patients so that 

they can offer some semblance of order. This is why clinical guidelines and strict 

protocols exist. However, the complicated lives of patients do not always fit well into this 

type of system. Frankly, it was difficult, at times, to organize the data from this study. 

That does not mean that it is not critically important to capture patient voices and find 

ways of meaningfully incorporating them into the highest levels of decision and policy 

making.   

 Value is a controversial issue in cancer care and it could mean, quite literally, the 

difference between life and death. Throughout this study, I routinely considered my 

personal biases and the lens through which I approached this topic. I am, by profession 

and nature, a patient advocate. I want what is best for cancer patients, as they define it. I 

want all people to have access to the health care resources and services they need to live 

healthy and productive lives. This is not an easy feat and we, as a nation, have not come 

close to solving the puzzle of health inequities. However, I firmly believe that at a bare 

minimum, we have to start listening to patients in order to know where to even begin.  

Conclusion 
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Value assessment frameworks have emerged as a method by which to determine 

which therapies and technologies can improve health outcomes at prices deemed cost-

effective at a population health level. While efforts to control health care spending and to 

ensure equitable distribution of health care resources are certainly a worthy undertaking, 

the methods by which we currently undertake this task fall short of patient-centricity and 

ultimately remove agency from the individuals who will be most impacted by these 

assessments. The exercise of making determinations that can influence the types of 

treatment patients can access, what they pay for that treatment, and what kind of 

utilization management techniques are applied throughout, is extraordinarily powerful. If 

value assessment is undertaken, it must be done so with a recognition and understanding 

of that power and a commitment that every decision will be deeply informed by patient 

input. Such an approach would be ethical, responsible, and social-justice informed, and it 

provides patients with the tools necessary to meaningfully participate in the process if 

they wish to do so. The social work profession has an opportunity to influence this field 

as we center our professional training and identities on these ethical tenets. Most 

importantly, this type of approach starts with the understanding that patients already are 

the experts in their own lives and with their own medical conditions and experiences of 

the health care system. Health care professionals and those assessing health care value 

must understand that truth and incorporate into the fabric of their work. Likewise, 

patients must be encouraged to understand the power which they innately hold and we 

must support them to wield that power when they deem necessary.  

An altruistic view of value assessment is that if done appropriately, it could 

contribute to greater equity in health care by designating high value treatments at 
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appropriate prices so that scarce health resources are shared by as many patients as 

possible. A less favorable view is that value assessments emerged as a solution to a 

problem that was not caused by patients—increasingly unaffordable health care costs—

yet it is patients who suffer the consequences through high out-of-pocket costs, barriers to 

access, or outright denials of specific treatments. This is particularly true for those 

patients who have historically been disenfranchised and who possess less power within 

the institutions that influence health outcomes. When insurance companies, 

pharmaceutical companies, benefit managers, policy makers, value assessors and other 

influential stakeholders determine how best to solve macro-level health policy 

challenges, the micro-level health reality of patients should not suffer as a result.   

Regardless of one’s view of value assessments, patients cannot simply be treated 

as bystanders who are presented with a value determination and must deal with the 

consequences. Rather, value assessments should be built around, and continually keep, 

patients as the north star. Patients should be viewed as the most important experts in the 

health care system and must be given the tools and opportunities necessary to allow them 

to use their voices and express what is most important to them. This type of true patient-

centered participatory research and practice is not easy, but it is the only acceptable 

method by which to incorporate those who will be most impacted by the outcomes of 

value assessment.  
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Appendix A 
 

Definition of Terms 

Adjuvant Therapy: “Additional cancer treatment given after the primary treatment to 

lower the risk that the cancer will come back. Adjuvant therapy may include 

chemotherapy, radiation therapy, hormone therapy, targeted therapy, or biological 

therapy” (National Cancer Institute, n.d.d).  

Average Sales Price. “A manufacturer’s sales of a drug to all purchasers in the United 

States in a calendar quarter divided by the total number of units of the drug sold by the 

manufacturer in that same quarter” (U.S. Department of Health and Human Services, 

2010). 

Centers for Medicare and Medicaid Services (CMS). A federal government agency 

within the U.S. Department of Health and Human Services that oversees Medicare and 

Medicaid programs (Centers for Medicare and Medicaid, n.d.).  

Checkpoint Inhibitor. “A type of drug that blocks certain proteins made by some types 

of immune system cells, such as T cells, and some cancer cells. These proteins help keep 

immune responses in check and can keep T cells from killing cancer cells. When these 

proteins are blocked, the “brakes” on the immune system are released and T cells are able 

to kill cancer cells better.” Also known as immune checkpoint inhibitor. (National Cancer 

Institute, n.d.d).  

Chimeric Antigen Receptor Therapy (CAR T-Cell Therapy): “A type of treatment in 

which a patient’s T cells (a type of immune system cell) are changed in the laboratory so 

they will attack cancer cells. T cells are taken from a patient’s blood. Then the gene for a 

special receptor that binds to a certain protein on the patient’s cancer cells is added in the 
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laboratory. The special receptor is called a chimeric antigen receptor (CAR)” (National 

Cancer Institute, n.d.d).   

Clinical Efficacy Measures. Considered “gold standard” and includes measures such as 

overall survival (Institute of Medicine, 2009). 

Clinical Endpoint. “In clinical trials, an event or outcome that can be measured 

objectively to determine whether the intervention being studied is beneficial” (National 

Cancer Institute, n.d.). “A characteristic or variable that reflects how a patient feels, 

functions, or survives in response to a medical intervention” (Institute of Medicine, 2009, 

p. 120).  

Clinical Trial: “A formal study carried out according to a prospectively defined protocol 

that is intended to discover or verify the safety and effectiveness of procedures or 

interventions in humans” (Institute of Medicine, 2009, p. 120).  

Complete Remission. “The disappearance of all signs of cancer in response to treatment. 

This does not always mean the cancer has been cured. Also called complete response” 

(National Cancer Institute, n.d.d).  

Debulking: “Surgical removal of as much of a tumor as possible” (National Cancer 

Institute, n.d.d.). 

Direct Non-Treatment Costs. The costs of resources used by patients and families to 

gain access to and participate in treatment (travel, parking, accommodation costs, etc.) 

(Earle, Coyle, & Evans, 1998). 

Direct Treatment Costs. The cost of resources used within the health care system to 

provide treatment (health care provider time, drugs, equipment, overhead, etc.) (Earle, 

Coyle, & Evans, 1998). 
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Downstream Costs. The health care costs related to treatment complications or terminal 

care (Earle, Coyle, & Evans, 1998). 

Effectiveness. “How well a treatment works in clinical practice” (Institute of Medicine, 

2009, p. 28). Effectiveness occurs in clinical practice (Institute of Medicine, 2009). 

Efficacy. “The capacity for producing a desired result of effect” (Institute of Medicine, 

2009, p. 28). Efficacy occurs in a controlled trial (Institute of Medicine, 2009). 

Event Free Survival. The length of time after primary cancer treatment that a patient 

remains free of certain complications or events that the treatment intended to prevent or 

delay (such as return of the cancer or onset of certain symptoms). (National Cancer 

Institute, n.d.d).  

Fee for Service. “A method in which doctors and other health care providers are paid for 

each service performed” (Heatlhcare.gov, n.d.).  

Financial Toxicity. “In medicine, a term used to describe problems a patient has related 

to the cost of medical care” (National Cancer Institute, n.d.). “Cancer patients are more 

likely to have financial toxicity than people without cancer (National Cancer Institute, 

n.d.d). 

Immunotherapy. “A type of therapy that uses substances to stimulate or suppress the 

immune system to help the body fight cancer, infection, or other diseases” (National 

Cancer Institute, n.d.).  

Indirect Costs. The ensuing costs as a result of treatment (such as financial loss due to 

time off work) (Earle, Coyle, & Evans, 1998). 

Intangible Costs. Costs that are often difficult to measure and arise from treatment 

related uncertainty, anxiety, depression, or pain (Earle, Coyle, & Evans, 1998). 



 

229 
 

Meaningful Patient Engagement. “Interactions intended to inform decision making that 

include direct relationships and partnerships with patients that are bidirectional, 

reciprocal, and continuous; where communications are open, honest, and clear and where 

engagement goals, participants, methods, desired impacts, and actual impacts are clearly 

outlined and transparent” (National Health Council & Genetic Alliance, 2017, p. 12). 

Medicare. The federal health insurance program for adults 65 years or older and some 

people with disabilities. (National Cancer Institute, n.d.d). Medicare Part A includes 

hospital insurance (Centers for Medicare and Medicaid Services, n.d.). Medicare Part B 

includes medical insurance including outpatient medications such as many oncology 

treatments including chemotherapy (Centers for Medicare and Medicaid Services, n.d.). 

Medicare Part C includes Medicare Advantage Plans, which are offered by private 

companies and combine Part A and Part B benefits (Centers for Medicare and Medicaid 

Services, n.d.). Medicare Part D includes prescription drug coverage (Centers for 

Medicare and Medicaid Services, n.d.).  

Moral Hazard. “The prospect that a person insulated from risk may behave differently 

than he or she would behave if fully exposed to risk” (Institute of Medicine, 2009, p. 

123).  

Neoadjuvant Therapy. “Treatment given as a first step to shrink a tumor before the 

main treatment, which is usually surgery, is given. Examples of neoadjuvant therapy 

including chemotherapy, radiation therapy, and hormone therapy” (National Cancer 

Institute, n.d.d).  

Overall Survival. The length of time from either the date of diagnosis or the start of 

treatment to the patient still being alive (National Cancer Institute, n.d.d). Represents a 
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direct measure of benefit with an advantage of easy and accurate measurement (Davies et 

al., 2012).  

Patient. An individual who has been diagnosed with any type of cancer. 

Patient-Centered: “Broadly meaning any process, program, or decision focused on 

patients in which patients play an active role as meaningfully engaged participants, and 

the central focus is on optimizing the use of patient provided information” (National 

Health Council & Genetic Alliance, 2017, p. 12). 

Patient Engagement. Involving patients directly and continuously in processes and 

treating those patients as “valued and valuable partners whose input, advice, and 

guidance is sought and implemented” (Hoos et al., 2005, p. 930). 

Patient Provided Information. “Broadly means a range of information that comes 

directly from patients such as, but not limited to: views, experiences, preferences, needs, 

opinions, and priorities. Patient provided information is relayed by the patient regarding 

their subjective experience and opinions” (National Health Council & Genetic Alliance, 

2017, p. 9). 

Patient Reported Outcome (PRO): “An outcome measure based on a report that comes 

directly from the patient about the status of the patient’s health condition without 

amendment or interpretation of the patient’s response by a clinician or anyone else” 

(National Health Council & Genetic Alliance, 2017, p. 10). 

Population Health. “Health outcomes of a group of individuals, including the 

distribution of such outcomes within the group” (Kindig & Stoddart, 2003).  

Price Elasticity. “Measures how much the quantity or supply of a good, or demand for 

it, changes if its price changes. If the percentage change in quantity is more than the 
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percentage change in price, the good is price elastic; if it is less, the good is inelastic” 

(Institute of Medicine, 2009, p. 123).  

Progression Free Survival. “The length of time during and after treatment of a disease, 

such as cancer, that a patient lives with the disease but it does not get worse” (National 

Cancer Institute, n.d.d).  

Quality Adjusted Life Year. “A unit of health care outcomes that adjusts gains (or 

losses) in years of life subsequent to a health care intervention by the quality of life 

during those years” (Institute of Medicine, 2009, p. 124).  

Randomized Controlled Trial. “A true prospective experiment in which investigators 

randomly assign an eligible sample of patients to one or more treatment groups and a 

control group and follow patients’ outcomes” (Institute of Medicine, 2009, p. 124). RCTs 

are considered the “gold standard” of evidence by balancing known and unknown 

confounding factors between study groups (Institute of Medicine, 2009). 

Real-world Data. “…data relating to patient health status and/or the delivery of health 

care routinely collected from a variety of sources” (U.S. Food and Drug Administration, 

n.d.c).  

Real-world Evidence. “…clinical evidence regarding the usage and potential benefits or 

risks of a medical product derived from analysis of real-world data” (U.S. Food and Drug 

Administration, n.d.c).  

Response Rate. “The percentage of patients in whom treatment results in a significant 

change in the clinical endpoint of interest” (Institute of Medicine, 2009, p. 124).  

Surrogate Endpoint. “A biomarker that is intended to substitute for a clinical endpoint 

in a therapeutic clinical trial and is expected to predict clinical benefit (or lack thereof) 
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based on epidemiologic, therapeutic, pathophysiologic, or other scientific evidence” 

(Institute of Medicine, 2009, p. 124). Used in place of a true clinical efficacy measure to 

predict effectiveness but represents a weaker source of evidence (Institute of Medicine, 

2009). 

Survivor: “One who remains alive and continues to function during and after 

overcoming a serious hardship or life-threatening disease. In cancer, a person is 

considered to be a survivor from the time of diagnosis until the end of life” (National 

Cancer Institute, n.d.d). 

T Cell: “A type of white blood cell. T cells are part of the immune system and develop 

from stem cells in the bone marrow. They help protect the body from infection and may 

help fight cancer” (National Cancer Institute, n.d.d).  

Targeted Therapy. “A type of treatment that uses drugs or other substances to identify 

and attack specific types of cancer cells with less harm to normal cells” (National Cancer 

Institute, n.d.d).  

Toxicity. “The extent to which something is poisonous or harmful” (National Cancer 

Institute, n.d.).  

U.S. Food and Drug Administration (FDA). A federal government agency within the 

U.S. Department of Health and Human Services responsible for protecting the public 

health by assuring the safety, effectiveness, quality, and security of human and veterinary 

drugs, vaccines, and other biological products, and medical devices (U.S. Food and Drug 

Administration, n.d.a).  
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U.S. Department of Health and Human Services (HHS). A federal government agency 

tasked with enhancing and protecting the health and wellbeing of all Americans (U.S. 

Department of Health and Human Services, n.d.).  

Upfront Costs. The immediate health care costs such as physician visits, diagnostic tests 

and procedures, hospitalization, drugs, and dispensing fees (Earle, Coyle, & Evans, 

1998). 

Wholesale Acquisition Cost (WAC). Also known as drug acquisition cost, WAC 

represents the manufacturer’s published catalogue or list price for a drug product to 

wholesalers as reported by the manufacturer. WAC does not represent actual transaction 

prices (First Databank, n.d.).  
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Appendix B 
 

Letter of Explanation 
 
Protocol Title: Assessing Patient Definitions of Cancer care Value 
 
Study No.: HP-0081605 
 
Principal Investigator: Bruce DeForge, PhD and Corey Shdaimah, LLM, PhD 
 
This is a research study, participation is voluntary, and you can ask questions at any time.  
 
PURPOSE OF STUDY 
This study will explore patient experiences and definitions of “value” in cancer care. You 
are being asked to participate in this study because you are a cancer patient or survivor, 
having received a diagnosis within the past 5 years. We expect to interview 
approximately 25-30 cancer patients or survivors. 
  
PROCEDURES 
If you agree to participate, Elizabeth Franklin, who is a doctoral student at the University 
of Maryland School of Social Work and an employee of the Cancer Support Community, 
will interview you once. The interview will take no more than 120 minutes and will be 
audio recorded and then transcribed. The interview can be conducted in person, by phone, 
or via an online technology such as Skype or FaceTime. The interview will take place at 
a time and location of your convenience.  
 
The purpose of the interview is to collect information regarding your experiences as a 
cancer patient or survivor. We are interested in what you think is important as you made 
treatment decisions and your ideas about “value” in cancer care.  
 
WHAT ARE MY RESPONSIBILITIES IF I TAKE PART IN THIS RESEARCH? 
If you take part in this research, we will conduct an interview with you at a location of 
convenience in person, over the phone, or over online technology such as Skype or 
FaceTime. The interview will last no more than 120 minutes.  
 
POTENTIAL RISKS/DISCOMFORTS 
There are no physical risks associated with this study.  Possible risks or discomforts you 
could experience during this study include talking about your history of cancer, the care 
you have received before, during, and after treatment, and the emotional and physical 
consequences of cancer.  You are free to refuse to answer or stop your participation in the 
group discussion at any time. 
 
There is a possible loss of confidentiality. Every effort will be made to keep your 
information confidential, however, this cannot be guaranteed. This will be minimized as 
follows: 

1. We will not collect any identifying information.  
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2. And identifying information provided will be removed.  
3. All study data will be password protected.  
4. We will not ask for any written consent.  
5. We will use pseudonyms in any transcripts, reports or articles produced from this study.  

 
POTENTIAL BENEFITS 
You will not benefit directly from your participation in this study.  
 
ALTERNATIVES TO PARTICIPATION 
This is not a treatment study. Your alternative is to not take part.  
 
COSTS TO PARTICIPANTS 
It will not cost you anything to take part in this study.  
 
PAYMENT TO PARTICIPANTS 
Study participants will not receive a $50 gift card for their time and effort as a participant 
in the study.  
 
CONFIDENTIALITY AND ACCESS TO RECORDS 
The study will not collect any confidential information and if you inadvertently provide 
any such information, we will remove it. No identifying documents with your name will 
be retained. The data from the study may be published, however only pseudonyms will be 
used.  
 
RIGHT TO WITHDRAW 
Your participation in this study is voluntary. You do not have to take part in this research. 
You are free to withdraw your consent at any time. Refusal to take part or to stop taking 
part in the study will involve no penalty or loss of benefits to which you are otherwise 
entitled. If you decide to stop taking part, or if you have questions, concerns, or 
complaints, please contact the investigator Bruce DeForge 
(bdeforge@ssw.umaryland.edu) or Corey Shdaimah (cshdaimah@ssw.umaryland.edu). 
There are no adverse consequences (physical, social, economic, legal, or psychological) 
for your decision to withdraw from the research.  
 
UNIVERSITY STATEMENT CONCERNING RESEARCH RISKS 
The University is committed to providing participants in its research all rights due them 
under State and federal law. You give up none of your legal rights by participating in this 
research project. This research has been reviewed and approved by the Institutional 
Review Board (IRB). Please call the IRB if you have questions about your rights as a 
research participant.  
 
The research described in this consent form has been classified as minimal risk by the 
IRB of the University of Maryland, Baltimore (UMB). The IRB is a group of scientists, 
physicians, experts, and other persons. The IRB’s membership includes persons who are 
not affiliated with UMB and persons who do not conduct research projects. The IRB’s 
decision that the research is minimal risk does not mean that the research is risk-free. You 
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are assuming risks of injury as a result of research participation, as discussed in the 
consent form.  
 
If you are harmed as a result of the negligence of a research, you can make a claim for 
compensation. If you have questions, concerns, complaints, or believe you have been 
harmed through participation in this research study as a result of research negligence, you 
can contact members of the IRB or the staff of the Human Research Protections Office 
(HRPO) to ask questions, discuss problems or concerns, obtain information, or offer 
input about your rights as a research participant. The contact information for the IRB and 
the HRPO is:  

University of Maryland Baltimore 
Human Research Protections Office  
620 W. Lexington Street, Second Floor 

Baltimore, MD 21201 
410-706-5037 

 
Prior to the start of this interview, you will be emailed a waiver of documentation of 
consent. At the start of this interview, you will be asked to indicate your consent to 
participate verbally. No written record of your consent will be obtained.  
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Appendix C 
 

Recruitment Language 

Dear Cancer Experience Registry Participant,  
 
We are writing to invite you to participate in a study (through the University of Maryland 
School of Social Work) that explores your experiences as a cancer patient or survivor. 
We want to understand what is important to you—what you value—as you made cancer 
treatment decisions.  
 
We expect to interview 25-30 diverse cancer patients or survivors. Members of the 
research team include Corey Shdaimah, LLM, PhD (Associate Professor, University of 
Maryland School of Social Work), Bruce DeForge, PhD (Associate Professor, University 
of Maryland School of Social Work) and Elizabeth Franklin, LGSW, ACSW (Doctoral 
Student, University of Maryland School of Social Work and Executive Director, Cancer 
Policy Institute of the Cancer Support Community).  
 
If you are selected to participate, I will interview you for no more than 120 minutes. The 
interview will be audio-recorded and transcribed. We can conduct the interview in 
person, on the telephone, or through online technology such as Skype of Facetime at a 
time and location of your convenience. All interviews will be confidential. The 
interviews are completely voluntary. You can choose to participate or not and you can 
discontinue your participation at any point during the interview. In exchange for their 
time and participation, individuals who are selected to participate will receive a $50 gift 
card.  
 
Please let us know if you are interested and willing to participate in this study or if 
you would like further information by contacting Elizabeth Franklin at 
efranklin@cancersupportcommunity.org.  
 
If you are interested in participating in this research study, please contact Elizabeth 
Franklin at efranklin@cancersupportcommunity.org.  
 
Sincerely,  
 
Elizabeth Franklin, LGSW, ACSW  
Doctoral Student, University of Maryland School of Social Work  
Executive Director, Cancer Policy Institute, Cancer Support Community 
 
 
 
 
 
 
 

mailto:efranklin@cancersupportcommunity.org
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Appendix D 
 

Eligibility Checklist 
 

Inclusion Criteria 
 

Yes No  Criteria 
                           Study participants must be at least 18 years old.   

    
 

         Study participants must have received a diagnosis of cancer within  
the past 5 years. 

 
         Study participants must have navigated the United States cancer  

care system. 
 

          Study participants must speak and understand fluent English. 
 

          Study participants must live in the United States. 
 

Exclusion Criteria 
Yes No  Criteria  
 

         Minors (under 18 years of age) are excluded.  
 

              Individuals who do not speak and understand English fluently are  
excluded.  

 
   Individuals who live outside of the United States are excluded.  

      
    Individuals who were treated for cancer outside of the United  

States are excluded. 
 

         Individuals who have not received a cancer diagnosis within the  
past 5 years. 
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Appendix E 
 

Interview Guide 
 
Thank you for your willingness to participate in an interview about cancer care value. 
You were invited to participate in this research study because of your experience as a 
cancer patient or survivor. Your responses to the interview will be recorded and only 
available to the research team. The interview will take no longer than 90 minutes. It 
includes some structured questions that you might be able to quickly respond to along 
with open-ended semi structured questions that are intended to start a conversation with 
you regarding your experiences. You may skip any of the questions you don’t feel 
comfortable answering. Do I have your permission to record this interview? 
 
Personal Characteristics 
1. Have you received a cancer diagnosis in your life?  

 If yes, what kind of cancer(s)?  
 What year did you receive your diagnosis? 
 If no, end interview. 

 
2. What kind(s) of cancer have you been diagnosed with? (If more than one, what 
was the most recent diagnosis)? 
Probes/Potential Types:  

 Acute Lymphoblastic Leukemia (ALL) 
 Acute Myeloid Leukemia (AML) 
 Adrenal Cancer 
 Anal Cancer 
 Bile Duct Cancer 
 Bladder Cancer 
 Bone Cancer 
 Brain Tumor/Central Nervous System Cancer 
 Breast Cancer, Metastatic  
 Breast Cancer, Non-Metastatic 
 Carcinoid Tumor 
 Cervical Cancer 
 Childhood Cancer 
 Chronic Lymphocytic Leukemia (CLL) 
 Chronic Myeloid Leukemia (CML) 
 Colorectal Cancer 
 Endometrial Cancer/Uterine Cancer 
 Esophageal Cancer 
 Eye and Orbit Cancer 
 Gallbladder Cancer 
 Gastrointestinal Stromal Tumor (GIST)  
 Head and Neck Cancer 
 Hodgkin Lymphoma 
 Kidney Cancer (Renal Cell Cancer) 
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 Leukemia (Other than ALL, AML, CLL, CML) 
 Lymphoma (Other than Hodgkins or NHL) 
 Liver Cancer 
 Lung Cancer 
 Melanoma 
 Mesothelioma 
 Multiple Myeloma 
 Myeloproliferative Neoplasms (MPN) 
 Non-Hodgkin Lymphoma 
 Ovarian Cancer 
 Pancreatic Cancer 
 Penile Cancer 
 Prostate Cancer 
 Sarcoma 
 Skin Cancer 
 Small Intestine/Small Bowel Cancer 
 Stomach Cancer 
 Testicular Cancer 
 Thymus Cancer 
 Thyroid Cancer 
 Vaginal Cancer 
 Vulvar Cancer  
 Other Cancer 
 Unsure 

 
3.  What stage was your primary cancer diagnosis? 
Probes/Potential Options:  

 Stage 0 (microscopic) 
 Stage I (small and removed by surgery)/Grade I (least malignant) 
 Stage II (extension to lymph nodes)/Grade II (slow growing) 
 Stage III (locally advanced)/Grade III (malignant) 
 Stage IV (metastatic/widespread)/Grade IV (most malignant) 
 My cancer does not have a stage 
 I do not know 
 Other  

 
4. Are you currently in remission for your cancer? In other words, has your doctor 
told you that he or she no longer sees any signs of the disease and you are no longer 
actively in treatment? 
 
5. Where have you received treatment for your cancer? 
Probes/Potential Options: 

 Academic or Comprehensive Cancer Center 
 Community Hospital or Community Cancer Center 
 Veterans Affairs Hospital  
 Private Oncology practice 
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 Other 
 Unsure 

 
6. Did you receive treatment inpatient, outpatient, or both? 
 
7. What kind of cancer treatment(s) did you receive?  
Probes/Potential Options: 

 Chemotherapy 
o IV 
o Oral  
o Topical 
o Injection 
o Other 
 Radiation Therapy 
 Surgery  
 Biological Therapy (a type of treatment that works with your immune system to help 

fight cancer or control side effects) 
 Targeted Therapy (drugs or other substances that block the growth and spread of cancer 

by interfering with specific molecules involved in tumor growth and progression: BRAF, 
Her2 Inhibitors, VEGF Inhibitors, ALK, EGRF, ROS, MET, etc.) 

 Immunotherapy (a type of treatment 
 CAR-T Therapy (Chimeric Antigen Receptor Therapy)  
 Hormone Therapy 
 Clinical Trial 
 Complementary/Alternative Therapy  
 Stem Cell or Bone Marrow Transplant 
 Other 
 No Treatment 

 
8. If you received more than one treatment, in what order did you have treatments? 
   
9. How many lines of treatment did you receive?  
Probe/Background: First line of therapy is defined as your first drug-based treatment 
given for a disease. Second line of therapy is defined as treatment that is given when first 
line therapy doesn’t work or stops working. Third line treatment is defined as treatment 
given when two previous treatment don’t work or stop working.  
 
10. Did you have any co-morbid conditions when you received your diagnosis? In 
other words, when you were diagnosed with cancer, had you also been diagnosed 
with other conditions such as diabetes, arthritis, heart disease, etc.? What were 
they? 
  
Treatment Decision-Making: I want to shift our conversation to discuss your actual 
treatment decisions. This will help me to understand how you made those decisions 
based upon what was most important to you at the time.  
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11. When you made the decision about your cancer treatment, making a treatment 
decision, how important are were the following factors? Did/How did your doctor 
present and discuss these issues with you? 

 How well the treatment will work) 
o Length of life 
o Chance of cure 
 The side-effects you could experience) 
 How much you would pay out of pocket and how much the treatment would cost society 
o To what extent did cancer have an impact on you financially? 
o How much did you pay out-of-pocket for your cancer treatment? 
o Did the cost of care ever impact your treatment decision making? How? Did you 

postpone appointments? Did you postpone filling prescriptions?  
 Quality of Life 
o How do you define quality of life? 
 Other 
o Reaching important life milestones (e.g. birth of a child, graduation, wedding, etc.) 
o Timely and convenient care 

 
12. Think about when you made a decision about your cancer treatment. treatment 
decision(s). At that time, what information did you need to make that decision? 
What factors were most important to you as you were thinking about your cancer 
treatment? 
 
13. Have you experienced any late or long-term effects from your cancer treatment? 
Can you tell me about that? How important were the potential to experience those 
effects to you when you made your treatment decisions? 
 
14. When deciding on your treatment(s), did you consider that there would 
potentially be new treatments in the future that could possibly treat or even cure 
your disease? Tell me more about that.  
Probe: For example, if a currently available treatment could extend your life for one year, 
there might be a new treatment available that could produce even better results (as you 
define them)?  
 
15. If you had to say which of these factors (or combination of factors) was most 
important to you when making your treatment decision, what would it have been? 
Do you still feel that way? 
 
16. Knowing what you know today, would you have made the same treatment 
decisions? Is there anything you would have changed? 
 
17. Did you feel like you had the expertise or access to the correct, or enough, 
information necessary to make the decisions that were right for you? 
 
18. Did you feel like you had control over your cancer treatment process? How 
important was that feeling of control to you?  
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Probes: For example… 
 Maybe you valued not taking time off from work, but you had to do so. Maybe you 

valued not spending more money than you felt you could afford, but you ended up having 
to do so. Perhaps you didn’t feel like you could engage in a true conversation with your 
doctor regarding the treatment decision making.  
 
19. Who did you involve in your treatment decision(s)? How were they involved? 
Probes: 

 By myself 
 Together with my family 
 My family made the decision  
 By myself after considering my health care team’s opinions 
 Together with my health care team 
 My health care team made the decision after hearing my opinion 
 My health care team made the decision  

 
20. Were you comfortable with the way those decisions were made? 
Probe: 

 If no, what would you change? 
 
21. Tell me about your level of satisfaction with:  

 Your doctor’s (or member of the health care team’s) explanation of the benefits of each 
treatment option 

 Your doctor’s (or member of the health care team’s) explanation of the risks and side 
effects of each treatment option 

 How much you participated in the treatment decision  
 How you arrived at the decision  
 The outcome of the treatment(s) you received 
 How much your doctor and the health care team spoke to you about financial costs of 

each treatment option 
 
22. How important was the treatment schedule to you in terms of dosing, schedule, 
mode or route of administration, frequency, etc.? 
 
23. Throughout treatment, did you ever go to the emergency room because of 
problems related to your cancer? Were you ever hospitalized due to problems 
related to your cancer? Tell me about those experiences. 
 
Quality of Life: 
24. I’m going to ask you about some issues that some people consider when deciding 
what kind of treatment to choose.  Think about how important these issues were to 
you and if you experienced anything related to: 

 Eating and nutrition 
 Moving around (walking, climbing stairs, lifting, etc.) 
 Sleep problems 
 Changes or disruptions in work, school, or home life 
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 Transportation to treatment and appointments 
 Pain and or/physical discomfort 
 Body image & feelings about how you look 
 Intimacy, sexual function, and/or fertility  
 Problems in your relationship with your spouse/partner 
 Health insurance or money worries 
 Managing side effects of treatment 
 Worrying about family, children, or friends 
 Tobacco or substance use 
 Cancer progression or coming back 

 
Side Effects: 
25. I’m going to ask you about some treatment side effects. Think about whether 
you were concerned about the side effect and whether you experienced it.  

 Fatigue  
 Nausea 
 Vomiting  
 Hair Loss 
 Diarrhea 
 Weight Loss 
 Insomnia 
 Mouth Sores 
 Chemo Brain or Brain Fog  
 Pain 
 Pain, numbness, tingling, loss of feeling, or heat or cold sensitivity in hands or feet  
 Chemo Brain or Brain Fog   
 Hearing Loss 
 Cataracts 
 Dry Eyes  
 Dry Mouth  
 Heart, lung, kidney, or gastrointestinal tract problems 
 Other 

 
Daily Activities:  
26. I’m going to ask you about some activities. Think about how important these 
activities are for you to be able to participate in. Did you lose interest in or have any 
trouble participating in any of those activities due to your treatment?  

 Working 
 Caring for children 
 Caring for older adults (such as parents) 
 Housework 
 Exercising 
 Cooking 
 Running errands/shopping 
 Leisure activities 
 Sexual activities  
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 Other 
 
Emotional Concerns: 
27. I’m going to ask you about how you felt emotionally during treatment. Think 
about whether you experienced any of them. If so, I’d like you to tell me if were 
concerned about these feelings. Did you receive any assistance or treatment dealing 
with these feelings? 

 Sadness or depression 
 Anxiety or nervousness 
 Worry  
 Fear  
 Anger 
 Irritability or mood changes  
 Helplessness 
 Hopelessness 
 Loneliness 
 Isolation 
 Guilt 
 Disappointment 
 Pessimism  
 Dissatisfaction 
 Other? 

 
Value:  
28. Think about “value” in cancer care, what does that mean to you? 
 
29. What are the top things that you think make a cancer treatment valuable? 
 
30. Do you value certain things in your life now vs. when you were first diagnosed? 
 
31. What was most surprising to you about your experience going through cancer 
treatment? 
 
32. What advice would you give to someone newly diagnosed with cancer when they 
are choosing between treatment options? 
 
33. Do you think that cancer treatments should be assessed based on “value?”  In 
other words, should decision makers determine which treatments are most 
valuable?  
 
34. Who should be allowed to determine cancer care “value?” 
 
35. If value is assessed, what factors should be included to determine which 
treatments are considered valuable?  
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36. What if those value assessments meant that some treatments would be paid for 
by insurance companies or the government while others would not? 
 
Finally, I’m going to ask you a few questions about yourself, personally. Remember 
you are free to decline to answer any of these questions.  
 
37. How old are you? 
 
38. How would you describe the geographic region in which you currently live? 
Probes/Potential Options:  

 Urban 
 Suburban 
 Rural  
 Unsure 

 
39. What is your gender identity? 
Probes/Potential Options: 

 Male 
 Female 
 Trans man 
 Trans woman  
 Other 

 
40. What is your race? 
Probes/Potential Options: 

 American Indian or Alaska Native 
 Asian 
 Black or African American 
 Native Hawaiian or other Pacific Islander 
 South Asian 
 White 
 Other 

 
41. What is your ethnicity? 
Probes/Potential Options  

 Hispanic, Latino, or Spanish 
 Not Hispanic, Latino, or Spanish 

 
42. What is the highest level of education you have completed? 
Probes/Potential Options: 

 Below high school  
 Some high school 
 High school, trade school, or GED 
 Some college 
 Associate’s degree 
 Bachelor’s degree 
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 Graduate degree of higher 
 
43. How would you describe your sexual orientation? 
Probes/Potential Options: 

 Heterosexual or straight 
 Homosexual, gay, lesbian, or queer 
 Bisexual 
 Other 

 
44. Are you currently employed? 
Probes/Potential Options: 

 Full-time 
 Part-time 
 Student 
 Retired 
 Disabled 
 Other 

 
45. Do you have health insurance?  
 
46. Did you have health insurance when you received your cancer diagnosis? 
 
47. If so, what kind? 
Probes/Potential Options: 

 Employer insurance plan (you or your spouse/partner) 
 Private insurance plan 
 Insurance coverage purchased on the health insurance marketplace 
 Military (VA or Tricare) 
 Medicare 
 Medicaid or other state program 
 Other 
 Unsure 

 
48. In general, how would you rate your health? 
Probes/Potential Options:  

 Excellent 
 Very good 
 Good  
 Fair  
 Poor 
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