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Abstract

Purpose. Many cancer patients use complementary and alternative medicine (CAM) during or after their therapy.
Because little is known about CAM in palliative care, we conducted 2 surveys among patients and professionals in the
palliative setting. Participants and methods. Patients of a German Comprehensive Cancer Center were interviewed, and
an independent online survey was conducted among members of the German Society for Palliative Care (DGP). Results.
In all, 25 patients and 365 professional members of the DGP completed the survey (9.8% of all members); 40% of the
patients, 85% of the physicians, and 99% of the nurses claimed to be interested in CAM. The most important source of
information for professionals is education, whereas for patients it is radio, TV, and family and friends. Most patients are
interested in biological-based methods, yet professionals prefer mind-body-based methods. Patients more often confirm
scientific evidence to be important for CAM than professionals. Conclusions. To improve communication, physicians should

be trained in evidence for those CAM methods in which patients are interested.
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Introduction

In Germany, 40% of cancer patients use complementary and
alternative medicine (CAM) at some time during or after
therapy.' According to a widespread definition, complemen-
tary methods are used in addition to, whereas alternative
methods are used instead of, conventional medicine.? In a
recent European survey, 36% of all patients admitted using
CAM. Mostly, they were using biological-based methods
such as phytotherapy, supplements, and medical teas. Women
with breast or gynecological cancers more often use CAM
than other patients.’ In a review on women with gynecologi-
cal cancers, 60% to 90% of patients were found to use CAM.
Also in this review, biological-based methods were the pre-
ferred treatments.* In some recent studies in Germany, simi-
larly high rates have been published. Of patients consulting a
counseling unit on CAM at a comprehensive cancer center,
42% reported using trace elements, 34% vitamins, and 38%
other supplements. Chinese herbs were used by 19%.’

In a survey on patients during radiotherapy, 90% of
breast cancer patients, 42% of those with lung cancer, and

50% of those with rectal cancer disclosed CAM and supple-
ment use. Also in this survey, most patients used some kind
of substances—for example, supplements.® In all surveys
from Europe and Germany mind-body techniques, medita-
tion, and relaxation are used less frequently.' Patients with
advanced cancer use CAM more often than patients with
nonadvanced cancers.*'® In a palliative care setting, two-
thirds of the participants reported using CAM."'
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Patients most often seek information from family and
friends and less frequently from the media and the
Internet.'? In international studies, physicians, and espe-
cially the oncologist, are mentioned less frequently as
sources of information.** There are different reasons why
patients do not address their physician: doubts about his/her
expertise or willingness to answer questions on this topic or
the fear of getting a negative or prohibitory answer."> In
Germany, however, physicians are considered an important
source of information. "* This may be because of the accep-
tance and the high number of physicians with a specializa-
tion in naturopathy or other complementary disciplines.'?

In oncology, CAM not only has beneficial effects but also
carries risks such as side effects or interactions—for example,
between phytotherapy and anticancer drugs. '*'* Only a few
studies mention possible interactions, and side effects are usu-
ally only dealt with in case reports. Yet an analysis of possible
interactions in outpatients of a certified breast center in
Germany points to a high risk of interactions of biological-
based CAM methods, such as Chinese medical herbs, with
chemotherapy or endocrine therapy.'® In the palliative setting,
patients who are desperately looking for a chance of cure may
even replace palliative care by an alternative treatment.

Little is known about the use of and attitudes toward
CAM in the palliative setting. We conducted 2 surveys in
the palliative care setting: one focusing on patients and rela-
tives and the other focusing on physicians, nurses, and other
professionals in palliative care.'”®

The main risks associated with CAM substances are side
effects or interactions. Better communication on CAM may
help avoid these risks in palliative care if physicians are
acquainted with the necessary knowledge and help patients
understand these risks. The purpose of this study is to com-
pare the attitudes of patients and professionals as described
in both studies and to find out whether there is accordance
or not. In the latter case, this would point to obstacles in
communication between both.

Participants and Methods

In 2 independent studies, members of the German Society
for Palliative Care (DGP) and patients of the palliative care
unit or patients on palliative care of the adjacent ward for
radiotherapy of the Comprehensive Cancer Center in
Frankfurt/Main (Germany) were interviewed about their
interest in and their use of CAM. In both interviews, we used
standardized questionnaires that have been developed by our
working group (for a description of this process see previous
publications).'™® Neither questionnaire was validated.

Samples

All members (n = 3740) of the DGP were invited via e-mail
to participate in an Internet-based survey, which was available
for 3 months in 2011. The access was only possible with a link

sent in the e-mail. Participation in the survey was voluntary
and anonymous. The members of the DGP came from differ-
ent professions; mostly they were physicians and nurses.

Between May 2011 and May 2012, consecutive patients
of the palliative care unit or the adjacent ward for radio-
therapy of the Comprehensive Cancer Center in Frankfurt/
Main were asked to participate in the study. The sample size
had been calculated with the following assumption, based
on data from the literature: a total of 80% of patients are
interested in CAM, 7% are not interested in CAM, and 13%
score “I don’t know.”

Assuming a P < .05 as acceptable and a study with 80%
power, the sample size was calculated as 25 patients.
Patients who fulfilled the inclusion criteria listed below and
gave informed consent were asked to take part in the study.
After written informed consent had been given by the
patient, structured interviews were held.

Inclusion criteria were the following: 18 years of age or
more, histologically proven cancer of any type, and advanced
stage of cancer. The patient had to have been admitted into
residential palliative care for symptom control and informed
of the palliative situation of his/her illness. Furthermore,
patients had to be able to follow a structured interview in
German. For all patients, written informed consent was
mandatory. Patients were excluded if they were not able to
concentrate on the interview (10-15 minutes) because of
their illnesses, medications, or other reasons.

Questionnaires

The basic questionnaire was developed by the working
group, Prevention and Integrative Oncology (PRIO) of the
German Cancer Society, and has been used in different set-
tings for patients as well as professionals.” All questions
either provide a list of possible answers or ask for a rating
using mostly a 4-point Likert scale.

For patients, the questionnaire was structured as follows:

Demographic data and data on lifestyle in the past
Perception of reason for being ill with cancer (lay etio-
logical concept)

Questions on interest in and use of CAM

The patients were interviewed personally by one of the
authors (MP).

For professionals, the questionnaire was adapted by
members of the working group, Complementary Medicine
of the DGP, and the working group, Clinical Research of the
DGP.

The questionnaire for professionals basically consisted
of 3 parts:

Personal data
Personal attitude toward CAM and personal experiences
Professional attitude toward CAM
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In this questionnaire, we asked the participants to distin-
guish between complementary treatments (taken in parallel
with palliative therapy to alleviate side effects or symp-
toms) and alternative treatments (used instead of a conven-
tional treatment). The questionnaire was programmed as an
online questionnaire (using Unipark/Questback)'’ and sent
to the participants as a link. The questionnaires included a
list of different CAM methods that are generally used most
frequently by patients with cancer; this list was based on
published surveys on user behavior in Germany.>**’

The patients were asked to indicate which methods they
were interested in (possible answers: “yes,” “no,” or “do not
know”), if they were using one of these at the time of the
survey (possible answers: “yes” or “no”), and if they were
satisfied with the method. The physicians as well as the
nurses were asked if they recommended any of these meth-
ods to their patients, advised against it, or did not give any
advice.

Statistics

In the descriptive analysis, median, range, and relative fre-
quencies were used. Analyses of frequencies and cross-
tables with 7’ tests were done using IBM SPSS Statistics
20.2" In this study, we focused on those questions that are
the same or similar in both groups in order to compare
patients and professionals. Only completely filled-in ques-
tionnaires were analyzed.

Ethical Approval

The study on the patients was reviewed and approved by the
ethics committee of the Johann Wolfgang Goethe University,
Frankfurt am Main, Germany.

Results

At the time of the survey, the DGP had about 3740 mem-
bers, and 690 (18.5%) members filled in the online ques-
tionnaire; 365 members of the DGP (9.8%) fully completed
the questionnaire and were included in this study. In total,
58.6% of the 365 DGP members were physicians, and
29.2% were nurses. Among the patients, 40% were female
and 60% were male. Among the physicians, 45.8% were
female and 54.2% were male, whereas 78% of nurses were
female and 22% were male. The average age of the patients
was 64.8 years, of the physicians 49 years, and of the nurses
44 years.

In all, 40% of patients claimed to be interested in CAM,
as did 84.6% of physicians and 99.1% of nurses; 68% of
patients had already used CAM. In the group of profession-
als, 75.2% of physicians and 93.6% of nurses stated that
they had personally used CAM before.

Education and training were the most important sources
of information for professionals, whereas radio, TV, and
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Figure |. Sources of information about complementary and
alternative medicine used by the participants (missing bars: this
item was not included in the questionnaire for this population).

family and friends were the most important for patients
(Figure 1). Apart from these sources used only by one of the
groups, patients on palliative care as well as professionals
most often used journals (patients, 28%; professionals,
48%). Only 12% of patients utilized the Internet, whereas
37.6% of nurses (P = .045) and 31.1% of physicians
(P =.014) quoted the Internet as a source of information.

It is remarkable that only 8% of the patients sought a
physician’s advice about CAM. Among physicians, 34.6%
used the expertise of their specialized colleagues, and
nurses referred to the specialized physician in 22% of the
cases.

In both questionnaires, the participants were asked to
rate their agreement or dissent with different statements
asking about effects on patients and evidence concerning
CAM. Two statements were similar in both questionnaires
(Figures 2 and 3). Most participants agreed that CAM might
have positive effects on a patient. No significant differences
could be found between physicians and patients (71.5% vs
57.1%), whereas nurses confirmed this statement signifi-
cantly more often than patients (90.8% vs 57.1%, P <.001).

Regarding the statement, “As science does not know
much on these methods, I do not use them,” 68.8% of
patients agreed with it; in contrast, 39.7% (P = .023) of phy-
sicians and only 13.8% (P <.001) of nurses agreed with this
statement.

The list of CAM methods provided to the participants
was similar in both groups (in fact, the list for the profes-
sionals was longer and included additional techniques,
mostly from nursing—eg, aromatherapy or reflexology).
We compared those CAM methods that were listed for
patients as well as for professionals. Figure 4 compares the
most often used or recommended CAM methods.

The number of patients who actually used CAM was
40%. Patients preferred biological-based methods such as
trace elements (64%), vitamins (60%), other supplements
(60%), medical herbs (64%), and diets (32%). In contrast,
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Figure 2. Vote on the sentence: “As science does not know much on these methods, | do not recommend them/I do not use them.”
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Figure 3. Vote on the sentence: “These methods have positive effects on patients.”

physicians preferred mind-body methods such as relaxation
(94%), meditation (75%), tai chi/qigong/yoga (66.5%), or
spiritual care (82%) and acupuncture (64.5%). The top 5
recommendations by nurses included aromatherapy (88%),
relaxation (84%), meditation (82%), spiritual care (73%),
and acupuncture (70%). A significant difference for all
methods was found between recommendation by physi-
cians or nurses and actual use by the patients (P < .001).
Methods that were highly recommended by the physicians
often met with a far lower interest on the part of the patients,
especially methods belonging to the body-mind complex:
Relaxation techniques and physical exercise were recom-
mended by more than 80% of physicians, but only 32.0% of
patients were interested in these methods (P <.001). Other

methods were highly recommended by physicians as well
such as acupuncture (64.5% vs 28.0%, P <.001) and anthro-
posophic medicine (30.2% vs 4.0%, P <.001), respectively,
but were met with low interest on the part of the patients.

Discussion

As both our surveys have shown, CAM is of high relevance
for patients as well as for professionals in palliative care.
Acceptance is high in the different professional groups,
and patients are highly interested in CAM. Yet there
are substantial differences between the 2 groups when con-
sidering data on or use of and recommendation for CAM
methods.
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Figure 4. Complementary and alternative medicine methods most often used by patients or recommended by physicians and nurses.

The preferred sources of information are different for
patients and for professionals, the latter preferring educa-
tion and training, the former radio, TV, and the family.
Because of these differences, communication on CAM may
be further complicated because both groups do not know
much regarding the information the other group has.
Journals and the Internet are shared sources of information
used by professionals and patients. Thus, professionals
engaging in patient counseling on CAM might screen popu-
lar journals and the Web to learn about information on CAM
presented. The Internet will gain even more importance in
the near future. One decisive problem with this source of
information is the diversity of quality and reliability.
Regarding cancer and CAM, most information on German
Web sites is of low quality.?? In a review in 2008, the same
has been shown internationally.” As a consequence, it is not
easy for patients or for professionals to select reliable infor-
mation in the complicated field of CAM.* ** Both groups
could benefit by comprehensive and reliable information on
the benefits and risks of these methods.” In the meantime,
several US comprehensive cancer centers and the National
Cancer Institute’® are providing evidence-based informa-
tion on CAM on their Web sites. Furthermore, several
German national guidelines on cancer offer information on
CAM.”

Both patients as well as professionals are convinced that
CAM may have benefits for the patients. Yet, interestingly,
patients are more skeptical than nurses and physicians (91%
of nurses, 72% of physicians, and only 48% of patients fully
agree). In addition, patients quote low scientific evidence of
CAM methods as a reason for not using CAM more often
than professionals do (patients 44%, nurses 14%, physi-
cians 40%). Because there are no comparable data from

cancer patients in less-advanced stages, we are not able to
decide whether this skepticism is a result of the disappoint-
ment of patients who have tried diverse CAM methods and
whose cancer has still advanced or whether patients in gen-
eral have a high belief in scientific evidence and know
about the problem of low levels of evidence for CAM.

The comparison between professionals’ recommenda-
tions and patients’ use reveals important differences.
Professionals prefer mind-body techniques such as tai chi/
gigong/yoga, meditation or relaxation techniques, and spiri-
tual care. The patients in the palliative ward are hardly in a
physical condition to practice tai chi, qigong, or yoga. In
this case, the question is whether a recommendation would
be realistic. To our knowledge, there is no evidence that one
of these methods has any positive effect on patients with
terminal stage of cancer. In contrast, patients on palliative
care prefer biological-based methods. In fact, the prefer-
ence of patients for biological-based CAM is well
known,'>° and this has also been shown for patients taking
part in phase I studies who mostly are in a far advanced situ-
ation.”®* The rationale as to why these methods are less
often recommended by professionals is unknown. Missing
evidence as well as a fear of side effects and interactions
may be reasons. Yet, if this were true, the rate of recommen-
dations for medical herbs should have been even lower.
Another explanation might be that professionals rate pills as
an additional burden to patients who have to take several
drugs anyway. In contrast, the administration of non—
substance-based methods might be regarded as some kind
of “care” and contact, which may induce a beneficial effect.
In spite of all these considerations, some discrepancy
between the patients’ interests and the recommendations
given by professionals remains.
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When interpreting the data, it is important to consider the
limitations of the surveys: One survey was conducted
nationwide, whereas the other was a single-center approach.
Furthermore, it is not known whether the patients disclosed
all CAM use to the interviewer. On the other hand, patients
were asked by a student not working on the ward, and the
answers to the interview were concealed to the staff on the
ward. For the professionals, only a small part of the mem-
bers of the DGP took part. We cannot exclude the hypothesis
that participants were more inclined to recommend CAM
than nonparticipants.

Conclusions

Professionals as well as patients are highly interested in
CAM. Yet today, communication on CAM in the palliative
care setting is scarce. An important means to improve this
communication might be improving knowledge of profes-
sionals about the evidence of CAM methods in which
patients are mostly interested. Because user behavior has
been stable for decades, the amount of knowledge required
is manageable.**'*!® Furthermore, physicians should take
into account their patients’ desire for evidence-based infor-
mation even in the field of CAM.

Evidence-based recommendations for the methods
patients prioritize provided in the framework of the national
cancer guidelines would be a highly effective tool to distrib-
ute this knowledge and to provide easy open access.
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