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Managing Patient Expectations: Integrative, Not Alternative
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Abstract

Expectations and beliefs about complementary and integrative medicine (CIM) are the main
predictors of its use in cancer patients. These expectations are rarely informed by consultation
with a healthcare provider but are, rather, a result of family endorsement and information from
nonmedical sources. As a rising number of cancer patients pursue integrative medicine, it is of
increasing importance that healthcare providers understand their patients’ expectations and
motivations. These can range from symptom management to unrealistic hopes for cure. CIM can
be used to complement gold standard cancer care, but is sometimes dangerously touted as an
alternative for it. Awareness of these nuances enables providers to initiate effective communication
about CIM and to intervene when unrealistic expectations stand in the way of life-saving care.
Refining patient-centered communication around integrative medicine is essential to avoid
unsupervised, potentially harmful use, delays, or interruptions in cancer care, and ultimately, to
maximize the benefits of integrative therapies during cancer treatment.
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Understanding Complementary and Integrative Medicine Use in the Cancer
Population

The use of complementary and integrative medicine (CIM) is extensive in the cancer
population, exceeding that of noncancer patients.! Surveys reveal CIM use exceeds 65%
among cancer survivors and 45% among patients in active treatment.23 This includes
acupuncture, mind-body therapies such as meditation and yoga, and the use of natural
products and supplements, as well as the unsubstantiated treatments often referred to as
“alternative medicine”.

Integrative oncology is a patient-centered, evidence-informed field of comprehensive cancer
care using nonpharmacologic interventions and lifestyle modifications alongside
conventional cancer treatments.* Integrative medicine prioritizes patient safety and
formulates treatment goals that are supportive, preventive, personalized, and intended to
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complement conventional cancer care. In contrast to the practice of integrative oncology,
“alternative medicine” can often involve the rejection of conventional cancer care and relies
on unsubstantiated claims and anecdotal evidence. In addition, alternative therapies are often
unrealistically touted to be curative, while its use in the cancer setting in lieu of conventional
oncologic treatment has been associated with decreased survival.®

Existing studies find that up to 45-66% of cancer patients endorse the use of CIM during
their treatment or thereafter, and the prevalence of this use is rising.6-8 Demand is thought to
result from improved cancer survival and a growing survivorship population interested in
managing symptoms associated with the disease and its treatment. As cancer mortality is
declining, the number of patients facing lasting impact on their quality of life due to cancer-
related fatigue, hot flashes, sleep-mood disturbance, and chronic pain is also rising steadily.®

While these symptoms are not life-threatening in themselves, they remain difficult to treat
and often result in unmet needs and a quest for treatment options. These unmet needs paired
with the heightened motivation to actively contribute to one’s health that often follows a
cancer diagnosis, as well as the common preference for nonpharmacologic treatment
options, drives patients towards integrative treatments and unsubstantiated alternatives.10-11

Motivations for choosing to use CIM in the cancer setting may range from inclination
towards natural approaches and the need for personalized attention and psychological
support to distrust in the pharmaceutical industry and medical establishment.10-11 While
these motivations are important to consider, it is primarily expectations towards these
treatments that determine CIM use in the cancer setting. A survey-based study in a mixed
cancer population of almost 1000 patients revealed that patient-held beliefs, such as
expectations of therapeutic benefits predicted the use of nonconventional therapies more
than clinical or demographic factors.10

Risk Associated with Unrealistic Expectations of Integrative Treatments

Expectations with which cancer patients approach CIM vary broadly, from symptom
improvement to expectations of improved outcomes and cure. It is these latter expectations
that are important to understand and recognize as they can lead to delay, rejection, or
noncompliance with indicated conventional care.12-14 Raising awareness among healthcare
providers around the consequences of unrealistic expectations is essential, as patients who
choose alternative medicine instead of conventional oncologic treatment compromise their
outcomes and survival.>1

The detriment of unrealistic expectations about integrative treatments is not limited to
abandonment of conventional care. A recent European survey study found a high prevalence
(45%) of complementary therapy use during the conventional cancer treatment.® More than
half of these patients believed that their concurrent use could positively reinforce their
cancer treatments and did not believe in a possible negative impact. Of these concurrent
users, 76% used biologically active products, including herbal teas, homeopathy, dietary
supplements and herbal medicines, some of which have the potential to cause clinically
significant herb-drug interactions [see Hou and Mao, this issue].16
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Another study surveying 141 cancer patients in active treatment reported using CIM with
various expectations: 18% hoped to increase their body’s ability to fight cancer by using
CIM, 15% believed CIM to be part of their effort to do everything they could to fight the
cancer, and 3% believed their CIM use could treat or cure their cancer.1” Among almost 700
breast cancer patients in a prospective cohort study, those that used dietary supplements or a
higher number of nonconventional therapies, except for mind-body practices, were less
likely to initiate indicated chemotherapy.1®

Unrealistic expectations regarding integrative or alternative therapies have been further
characterized as more common in younger patients. The belief that cancer can be cured by
natural or alternative treatments alone is held by 4 in 10 Americans and more common
among younger people.1® Additionally, there is an observed tendency in cancer patients
younger than age 65 as well as those with a college education to expect greater benefits from
integrative and alternative treamtents.10

Influencers and Predictors of CIM-Related Patient Expectations

Patients acquire information about integrative medicine from a diverse range of sources.
Many nonconventional treatments go back to ancient and traditional healing methods that
get passed along within cultural circles. Thus, family members play an important role in
influencing the use of and enforcing beliefs and expectations about these therapies.

In a cross-sectional study of over 900 cancer patients, family endorsement of integrative and
alternative therapies was associated with increased expectations of health benefits, including
improved pain, stress, and immune function. However, this endorsement also led to
expectations of increased longevity (61% vs 24% without endorsement) and cancer cure
(37% vs 12%). This confirms findings from previous studies that decisions regarding the use
of nonconventional treatments are highly influenced by a patient’s social network,10:20.21

Moreover, decisions on whether to use nonconventional therapies are often made without the
knowledge of healthcare providers.22 Observational studies report that patients do not
disclose their integrative medicine use for a variety of reasons, but perhaps one reason is
most striking: When healthcare providers were perceived as uninformed or holding negative
attitudes towards complementary therapies, breast cancer patients relied more on their social
network to guide decisions about CAM use.23 Further evidence of this guiding principle for
patients appeared in the 2010 AARP/NCCAM Survey of U.S. Adults, where 42% of
participants reported that reasons for their nondisclosure on integrative and alternative
therapies was their physician’s failure to ask about their use.24 Other reasons included
patient unawareness that they should disclose their use, not enough time during their visit,
and providers perceived lack of knowledge on the subject, and/or fear of dismissal.

Patients interested in CIM use can perceive their provider’s discouragement as a conflict
between their own belief system and the standard of care.23 This not only strains the doctor-
patient relationship, but also has significant consequences on treatment choices patients
make when unsupervised CIM use and unrealistic expectations go unnoticed.25:26
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For these reasons, it is pertinent to support provider-patient communications about
integrative and alternative therapies (Table 1) and actively assess and address factors that
influence a patient’s use and expectations about these treatments (Table 2).

Best Practices in Assessing and Addressing Patient Expectations

Acknowledging the severe implications of lacking communication about nonconventional
therapies in the cancer setting and the scarce availability of competent guidance for cancer
patients interested in these treatments, there is a great need for education about integrative
care in the cancer setting for both patients and healthcare providers. Indeed, many oncology
providers are not comfortable discussing CIM use with their patients.2”

Goals for healthcare provider-driven communications on CIM treatments (Table 1) align
with the principles of patient-centered care. These include improved patient satisfaction,
shared decision-making, improved patient adherence and compliance with indicated
treatments, and avoidance of adverse effects, toxicities through herb-drug interactions, and
unsupervised use. The most urgent indication to ramp up improvements in communication
and education in this area, however, is the need for early identification of patients at risk of
abandoning or compromising their care and survival due to unrealistic expectations of
nonconventional therapies.

Frenkel and Cohen divided communication on integrative medicine in two different aspects:
Howand What?8 The How addresses topics related to clinician attitude toward CIM, and
patients’ unmet needs and emotions. The What describes the content of CIM-related advice
and recommendations.

A review of 36 publications on communication practices related to CIM use in the oncology
setting summarized advice on how to pursue effective provider-patient communications
about CIM: “(1) Elicit the person’s understanding of their situation, (2) Respect cultural and
linguistic diversity and different epistemological frameworks; (3) Ask questions about CAM
use at critical points in the illness trajectory; (4) Explore details and actively listen, (5)
Respond to the person’s emotional state; (6) Discuss relevant concerns while respecting the
person’s beliefs; (7) Provide balanced, evidence-based advice; (8) Summarize discussions,;
(9) Document the discussion, (10) Monitor and follow-up. 29

Delivering CIM-related content and information maybe optimally assisted by experienced
integrative oncology specialists. But the How of actively addressing CIM topics and
establishing a fundamental trust with patients lies in the hands of front-line oncology care
providers.

QAER: A Model to Improve Front-Line Communications

The QAER Model (pronounced care) may provide structure and guidance for clinicians
seeking to improve CIM-related communications (Figure 1):

. Question openly and often | Clinicians are encouraged to take initiative and ask
directly about CAM use and the patient’s related expectations.?® Actively
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encouraging disclosure of CIM use may minimize unsupervised use, mitigate
adverse outcomes related to the use, and unveil any unmet needs the patient may
heave.

. Acknowledge authentically | Active listening and affirmation of the patient’s
wish to participate in their own care and incorporate their health philosophies
and traditions may convey empathy and respect towards the patient’s
preferences.

. Educate broadly | Reviewing best available evidence and highlighting caveats of
CIM use may address unrealistic expectations in a non-confrontational manner,
improving compliance and minimizing risk.

. Refer | Pointing patients towards reliable resources for CIM-related information
may further encourage safe practices and patient empowerment.

CONCLUSIONS

Increased awareness about the driving motivations and expectations of patients for CIM use
in the cancer setting may allow oncologists to identify patients at risk of nonadherence or
rejection of life-saving care. The widespread unsupervised use of CIM demands that
oncology providers actively encourage disclosure, destigmatize interests in integrative care
and provide competent counseling in this area as an important prerequisite of patient-
centered care.
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Question openly and often

Acknowledge authentically

Educate broadly

Refer to reliable resources

Figure 1.
The QAER Model to improve front-line communications
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Key Messages To Drive Front-Line Healthcare Provider-Patient Communications

Table 1.

Page 9

Early ID of patients at risk of abandoning or compromising care from unrealistic expectations of nonconventional therapies

Establishing trust with patients on the topic of CIM

CIM treatments align with patient-centered care principles of

Patient satisfaction

Shared decision-making

Improved treatment adherence and compliance
Avoidance of adverse effects

Toxicities through herb-drug interactions

Unsupervised use

Referral to integrative oncology specialists for CIM-related content
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Table 2.

Motivations Checklist for CIM/Nonconventional Therapies

O Symptoms have lasting impact on quality of life
eg, fatigue, hot flashes, sleep-mood disturbance, and chronic pain

O Other unmet needs including psychological, spiritual, and emotional

O Heightened motivation to actively contribute to one’s health

O Inclination towards natural approaches

O Need for personalized attention and support

O Distrust in the pharmaceutical industry and medical establishment

O Expectations of therapeutic benefits from nonconventional therapies

O Younger than age 65 and/or college-educated, who expect greater/unrealistic benefits
O Familial and cultural ties to ancient and traditional healing methods

O Influencer and/or family endorsement of integrative and alternative therapies

O Expectations of improved outcomes and cure

O Belief that concurrent use could benefit cancer treatments, without negative impact
O Use of biologically active products, including teas, supplements, and herbal medicines
O Use of supplements or nonconventional therapies before chemotherapy has begun

O Unsaid decisions are being made on nonconventional therapies

O Patient perception that the healthcare provider is uninformed

O Patient perception that the healthcare provider is dismissive or holds negative attitudes about CIM or nonconventional therapies
O Physician failure to ask patient about CIM and nonconventional therapies used

O Provider discouragement at odds with personal belief system

O Strained doctor-patient relationship

O Patient unaware they should disclose CIM or nonconventional use

O Inadequate visit time

CIM, complementary and integrative medicine.
Leading forces that determine CIM use in the cancer setting.

Cautionary forces that can lead to delay, rejection, or noncompliance with indicated care, or compromised outcomes.
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