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This second issue of Conquering the Cancer Care 
Continuum™ focuses on the serious nature of the 
problems associated with access to care. 

Whether it be access to cancer screen-
ing, diagnosis, treatment, or follow-up 
care, it is an issue that remains unre-
solved. Some models aimed at early 
detection, such as the Centers for Dis-
ease Control and Prevention’s Na-
tional Breast and Cervical Cancer 
Early Detection Program, have been 
successful in reaching some individu-
als. Difficulty still remains, however, in 
screening certain populations and ar-
ranging for them to receive treatment.

This publication contains articles 
written from the perspectives of a 
clinical oncology pharmacist and an 
oncology nurse practitioner. Both of 
these healthcare professionals provide 
their insight into the underlying 
causes of disparities in access to care, as well as the ad-
ditional challenges associated with ensuring that a pa-
tient is receiving quality care. 

We know that healthcare disparities in the United 
States continue to exist. Historically, these gaps were 
associated with low socioeconomic status and/or low 
educational levels. The lack of health insurance has 
been an issue as well, resulting in delayed diagnoses 
and higher mortality rates once an individual is diag-

nosed with cancer. Today, the circumstances that 
impact access to care have broadened. Although lack 
of insurance was identified by the Agency for Health-

care Research and Quality as the 
most significant contributing factor 
to gaps in access to care, we also must 
consider the escalating costs in can-
cer care. With medications and drug 
development being more expensive 
now than in the past, insurance com-
panies are being forced to pass along 
more healthcare expenses to the pa-
tient, which are, in turn, associated 
with high copayments, higher de-
ductibles, and even capitation for 
some episodes of cancer care. This 
means that having health insurance 
no longer completely solves the prob-
lem of access to care. 

So, how do we wrap our arms 
around the rising costs of cancer care? 

One way is to utilize oncology nurses in a more expan-
sive way. As the shortage of oncology specialists grows, 
along with a prexisting shortage of primary care physi-
cians, we need to turn to nurses to fill in some of the 
gaps, as well as serve as bridges for continuity of care. 
Oncology pharmacists are serving in advocacy roles, 
thus helping patients obtain free or discounted drugs 
directly from the pharmaceutical companies. This ser-
vice is needed not only by the indigent, but by working 
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families as well. Although the development of new 
drugs is exciting, the costs associated with these agents 
are higher than we have ever witnessed before. Patients 
and their families do not and will not have the finan-
cial means to absorb the costs of cancer care that now 
rest on their shoulders. 

Add to this equation the fact that the American So-
ciety of Clinical Oncologists is encouraging oncologists 
to expand their discussion with cancer patients about 
treatment options by not limiting the conversation to 
the risks and benefits of each potential therapeutic op-
tion, but providing patients with information on treat-
ment costs as well. And when it comes to offering 
treatment to patients with advanced metastatic cancer, 
a priority among such individuals is not to leave their 
families with any financial debt associated with their 
cancer care after they are gone. 

And what will happen to the patient who gets 
screened and, as a result, is diagnosed with cancer? We 
can no longer assume that this individual will proceed 
with the treatment of his or her disease. Some patients 
may feel that treatment is simply not possible for finan-
cial reasons, and will seek care that lacks evidence-based 
research and deviates greatly from standards of care. 
Patients may also feel that they cannot afford to take 
time off from work to get the treatment that they need.

To date, there is no one solution to this dilemma. 
We must work as a team to develop practical strategies 
to improve access to care, whether it be screening, pre-
vention, early detection, diagnosis, treatment, or fol-
low-up care. We need to become creative…to become 
truly innovative. We must also remember that treat-
ment for treatment’s sake is not necessarily good qual-
ity of care. The healthcare system has rewarded physi-
cians and hospitals for providing more and more 
treatment. Now is the time to step back and remember 
the Hippocratic Oath—“First, do no harm.” To create 
accessible quality cancer care in different environ-
ments, such as the workplace. To shift treatment hours 
to when patients are available to receive their therapy, 
which is often not in the middle of their workday. To 
promote healthier lifestyles so we can decrease cancer 
risk. There is a lot to be done. We need to work to-
gether to develop solutions sooner, rather than later. n

Some patients may feel that treatment  
is simply not possible for financial 
reasons, and will seek care that lacks 
evidence-based research and deviates 
greatly from standards of care. 
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i hird Annual 
 newsletter hese publications will continue to address highly relevant topics in oncology management. the 

in which patients decide to self-medicate with otC medications and neglect to inform their healthcare providers, assuming that their actions are safe. the challenge we face is that there is a lack of evi-dence-based research on most of these substances, and the existing data do not provide a definitive answer as to what is and is not acceptable for use in patients with cancer. Although, anec-dotally, we may have some informa-tion on what has worked for other patients, scientific data are not usually available. Furthermore, even when there is confirmation through research that certain otC options diminish treatment-related symptoms, we do not know whether these substances will have an impact on the metabo-lism of the cancer therapy being ad-ministered. Clinical trials of new or existing otC supplements are so ex-pensive that few or none can be justi-fied in the current world of healthcare. All agents in

Lillie D. Shockney, 
RN, BS, MAS

Good Manufacturing PracticeLillie D. Shockney, RN, BS, MASUniversity Distinguished Service Associate Professor of Breast CancerJohns Hopkins University School of Medicine, Baltimore, MD

FIRST ISSUE IN A 5-PART SERIES
THIRD ANNUAL

C o n t i n u u mC o n t i n u u m
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P) and includes articles written by a clinical oncology pharmacist, an oncology nurse practitioner, and a regulatory hese perspectives, based on the faculty’s expertise and personal experience, explore a wide array of is-sues related to this topic, including regulation for the approval of novel drugs, the pros and cons of over-the-
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The state of healthcare in 2014 necessitates that 
patients play an active role in the management 
of their health. But who, among Americans, has 

access to healthcare? This access occurs when an indi-
vidual is fortunate enough to have 
available the timely use of services, so 
he or she can achieve the best health 
possible. These services include such 
primary preventive services as blood 
pressure checks, cancer and cardiovas-
cular screenings, or what is known as 
“well visits.”  Americans older than 65 
years of age have access to healthcare 
through a government-sponsored 
Medicare benefit. Individuals with 
very low incomes and those with 
chronic conditions, such as cancer, 
often have access to care through 
Medicaid. Many other individuals 
without healthcare coverage, how-
ever, do not fall within these catego-
ries. Healthcare disparities, including low socioeco-
nomic status, ethnic inequalities, and a lower level of 
education, exist and are all factors  that prevent access 
to care.1 Limited access to care because of geographic 
location, lack of insurance, or ethnic inequalities may 
lead to delays in time to diagnosis of cancer, lengthier 
recovery, or other negative sequelae.2,3

Access to healthcare services is one issue, but access 
to quality care is an equally important matter to address. 
The National Healthcare Quality Report, sponsored by 
the Agency for Healthcare Research and Quality, sug-
gests that lack of health insurance is the most signifi-
cant contributing factor limiting access to quality 
healthcare for the prevention and treatment of a vari-
ety of conditions, such as cancer.4 Individuals who are 
uninsured or underinsured are less likely to engage in 
preventive healthcare, routine dental screenings, and 
healthy diet and exercise behaviors. 

The concept of uninsured and underinsured individ-
uals has been described more often in the past few de-
cades. A person who is uninsured simply lacks medical 
insurance coverage. Years ago, it used to be true that 
you either had insurance or you did not. However, as 
drug development and medications have become more 
expensive, each has individually led to escalating 

healthcare costs. Just because an individual has health 
insurance does not mean that the insurance will cover 
his or her medical needs, which leads to high copays.5 
When a person is underinsured, he or she has medical 

expenses that are greater than 10% of 
his or her annual income, or has 
health plan deductibles that are equal 
to or greater than 5% of his or her an-
nual income.6 As such, health mainte-
nance organization (HMO) insurers 
have protected themselves by creating 
tiers for service and a capitated bene-
fits system.

Capitation is a type of healthcare 
reimbursement that affects both in-
sured and underinsured patients with 
cancer. Capitation occurs when an 
HMO determines a fixed-rate pay-
ment for services rendered regardless 
of the volume of services rendered.7 

The HMO will pay a set amount to 
hospitals and providers regardless of level of complica-
tions that may develop, for example, during a hospital 
stay. Treatment (such as expensive, “newer” chemo-
therapy) may be postponed until the patient is dis-
charged from the hospital if such therapy is not deemed 
to be critical to the well-being of the individual or not 
related directly to the individual’s hospital admission. 

Patients with cancer who are not admitted to the 
hospital may also have their benefits “capped.” Once 
the dollar amount has been met, the patient will no 
longer receive coverage through that plan. This capi-
tated system will become more common in the future 
of healthcare in the United States and is an issue that 
will be addressed in an upcoming Conquering the Can-
cer Care Continuum article.  
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The significance of escalating healthcare costs has 
been highlighted in recent years because of the eco-
nomic downturn that the United States has experi-
enced within the last decade. Individuals lost their jobs 
and lost insurance benefits as a result. Further, a dearth 
of qualified providers were left to deliver healthcare, as 
hospitals were negatively affected as well. Nurses can-
not be entirely responsible for repairing all of the bro-
ken issues with regard to access to care. But given these 
issues, I can think of 3 ways in which nurses can im-
prove patient access to quality care: (1) maximization 
of nursing scope, (2) policy change, and (3) commu-
nity involvement.  

In 2011, the Institute of Medicine (IOM) called on 
nurses to bridge the gap in which patients do not have 
access to healthcare, and to practice to the full extent 
of their education and training.8 Licensed practical 
nurses (LPNs), registered nurses (RNs), and advanced 
practice nurses (APNs) are viewed as an effective, 
cost-effective, well-trained group of professionals who 
provide quality care at a variety of levels. Each nurse 
has the ability to contribute to the healthcare team and 
to enhance the delivery of quality care. Yet, there are 
very different scopes of practice, in particular where 
APNs are concerned. APN practice is often restricted 
by individual states or hospitals. This is true despite 
research showing that states with fewer restrictions on 
APN practice have lower hospitalization rates and im-
proved health outcomes in their communities.9 

I have seen a change in my state of Ohio in the 2 
years since the IOM report. I am pleased to report that 
while my organization has always supported nurses and 
the role played by APNs, there has been an increase in 
statewide policy changes that have allowed patient 
access to quality healthcare in a timely manner. APNs 
in many therapeutic areas and with specialty training 
can conduct consultations independently, admit pa-
tients to the hospital when appropriate, and practice 
medicine independently. My APN colleagues across 
the country have also reported an increase in their in-
dependence, along with the ability to continue a col-

laborative practice with other members of the health-
care team.

However, allowing nurses to practice medicine and 
provide treatment to patients will not solve all of the 
problems associated with access to care. So, in what 
other ways can nurses improve access to quality 
healthcare? At 3 million members strong, they can use 
their voice to enact policy changes within their insti-
tutions, at a community or at a national level. Influ-
encing different practice patterns among states that 
restrict LPN, RN, and APN practice can allow all 
nurses to maximize their scope of practice to expedite 
patient care. Nurses should learn about the barriers in 
their nursing practice that may negatively impact pa-
tient access and should determine ways in which to 
address these barriers.

Finally, community health and cancer screening 
workshops are routinely held and sponsored by aca-
demic institutions and religious groups. Community 
workshops offer free blood pressure, cancer, and other 
preventive health screenings. Raising awareness of 
these programs among groups and at-risk individuals, 
and even volunteering at these workshops, can all help 
to engage patients. 

Although access to quality care will often exist, we 
as nurses should be aware of the disparities in access to 
care and do whatever is in our power to improve ser-
vices for our patients. n
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When I joined the faculty of the McWhorter 
School of Pharmacy (MSOP) at Samford 
University in Birmingham, Alabama, in 

July of 2008, I was excited to discover a corporate spirit 
and passion for involvement with un-
derserved populations that were simi-
lar to that of my own. In Alabama, 
one does not have to travel far from a 
major city to find people in need; no-
where is this more true than in the 
university’s original home in Perry 
County, which ranks as one of the 
poorest counties in the United States.1 
With Perry County located about an 
hour’s drive from Birmingham, MSOP 
students and faculty routinely conduct 
health screenings, and operate full-
time diabetes and hypertension clinics 
through the local department of 
health, thus promoting the health and 
wellness of this at-risk population and 
supplementing the severely stressed healthcare re-
sources available there. Not surprisingly, with a short-
age of primary care physicians, access to care in this 
region is significantly below both Alabama and United 
States medians, whereas cancer incidence and deaths 
from lung, colon, and prostate cancer are far above the 
national norms.2 In this regard, Alabama is not unique. 
Underserved populations are found in every town, city, 
county, and state in this country, yet solutions for im-
proving access to quality healthcare for all patients are 
difficult to implement.

Recognizing that poor access to high-quality medical 
care is associated with a relative lack of cancer screen-
ing and early diagnosis, thus leading to the cancer 
trends observed in Perry County, the Institute of Med-
icine (IOM) and the Oncology Nursing Society (ONS) 
have authored recommendations and white papers to 
assist those of us “in the field” in making advances in 
our own backyards. The ONS advocates for “compre-
hensive healthcare coverage with respect to cancer pre-
vention, early detection, risk assessment, risk reduction 
services, genetic counseling, and genetic predisposition 
testing,” to ensure that cancer incidence is reduced and 
survivorship is maximized.3 This is, unfortunately, much 
easier said than done, although some existing programs 

have had a significant effect on these underserved pop-
ulations. One needs to look no farther than the success 
of the Centers for Disease Control and Prevention’s 
National Breast and Cervical Cancer Early Detection 

Program for evidence of the impact on 
this population. This program assists 
low-income, uninsured, or underin-
sured women’s access to breast and 
cervical cancer screening programs.4 
Early data published in 1998 suggested 
that among women who had received 
a prior mammogram, the rates of 
breast cancer detection declined and 
the size of invasive tumors was smaller 
than among those who had never pre-
viously been screened.5 More recent 
data demonstrate that as a result of 
this program, 5904 breast cancers (of 
340,038 women screened) and 261 
cervical cancers (of 251,637 women 
screened) were detected in 2012 

alone.4 Although programs such as this certainly do not 
reach all women or all patients in need, they are a step 
in the right direction of meeting the goals of the ONS 
and the IOM.

What about the role played by pharmacy and by on-
cology pharmacy, in particular? Screening and early de-
tection programs are making huge strides in improving 
access to care, and in reducing morbidity and mortality 
from cancer, but the financial burdens faced by a patient 
and his or her family increase exponentially once a can-
cer diagnosis has been made. In 2010, the National Can-
cer Institute estimated that the average cost of managing 
a single patient with newly diagnosed lung cancer was 
~$60,000 for the initial therapy and $7000 to $8000 for 
continuing treatment.6 Far too often, the greatest finan-
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cial burden is the cost of the drug therapy that is indi-
cated by best practices and clinical practice guidelines. 
Certainly, county and state safety net hospitals and their 
indigent care programs, Medicaid and Medicare pro-
grams, and access to insurance via provisions of the Af-
fordable Care Act ensure that many patients receive, at 
a minimum, standard of care therapy. However, these 
same programs may balk at the costs associated with the 
latest cutting-edge medications that could offer some 
patients improved outcomes. 

As an oncology pharmacist, I am often called upon to 
leverage contacts within the pharmaceutical industry in 
order to (1) provide samples of oral medications (which 
virtually never occurs with high-cost oral oncolytics, 
but is occasionally successful with other supportive care 
medications or even several hormonal therapies); (2) 
offer access and counseling for patients with respect to 
financial assistance programs available from drug man-
ufacturers or cancer organizations; or (3) find clinical 
trials in which the costs associated with access to a drug 
may be provided by the sponsor (which is often rare in 
the case of oncology trials, where the expectation is that 
standard of care medications are still billed to insurance 
companies). Even with the best intentions, financial 
coverage gaps often leave families with massive debt or, 
even worse, having to consider not pursuing additional 
treatments due to cost-related factors. 

These barriers to quality cancer care are unfortu-
nately not limited to the indigent. Recently, a retired 
patient with lung cancer who had exhausted all stan-
dard of care options underwent foundation medical 
screening, where a driver mutation in the BRAF gene 
was identified. It was determined that she was ineligible 
for a clinical trial with an investigational BRAF inhib-
itor, and her insurance company refused payment for 
commercially available BRAF inhibitors solely because 

they were not approved by the US Food and Drug Ad-
ministration for her particular disease state. As a practi-
tioner, I lament the inability to successfully persuade an 
insurance provider that this type of therapy may be bet-
ter than conventional cytotoxic chemotherapy for a 
patient such as this. Ultimately, the cost of several 
thousand dollars per month of these newer generation 
drugs prevented the patient from receiving a potentially 
active and beneficial treatment. 

In our healthcare system, we must follow the lead 
established by the ONS and the IOM, and evaluate 
methods for improving access to quality healthcare, so 
that patients such as those in Perry County and those 
with insurance who have exorbitant copays or out-of-
pocket expenses are permitted access to therapies that 
may prolong survivorship and quality of life. Although 
the boundaries for costs absorbed by insurance plans or 
taxpayers are far too often a politicized issue rather 
than one borne of empathy and compassion for our 
fellow man, we clearly still have a long way to go to 
ensure that all patients are provided with access to 
high-quality healthcare. The answer likely lies not 
with the newest, most expensive treatment option or 
the oldest, least expensive standard of care option, but 
with improved access to screening and early detection. 
Keeping our population engaged and informed, while 
promoting and incentivizing provider involvement in 
underserved populations, may be the best method for 
reducing healthcare disparities in cancer care. n
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