Chapter 2

Patients, Science, and Alternative
Cancer Therapies
David J. Hess

The percentage of the U.S. population that was expected to develop invasive can-
=7 at some point in their lifetime was 38% for women and 48% for men in the
1991-1993 period (Parker et al. 1997). Another way of expressing the magnitude
of the cancer epidemic is that one and a quarter million persons in the United
States are diagnosed with cancer per year, and another 800,000 persons are diag-
mosed with basal cell and squamous cell skin cancers. About half a million people
die from cancer each year, making the disease the second leading cause of death.

The problem is not solely one of magnitude: conventional therapies have
an unsatisfactory track record. Five-year survival rates have remained largely static
during the decades subsequent to President Richard Nixon’s declaration of the war
on cancer. As pathologist and environmental cancer expert Samuel Epstein
comments,

According to the NCI’s [National Cancer Institute’s] own statistics, overall five-year survival
r=tes for cancers in all ages and races improved marginally from 49.1% to 51.1% from 1974
10 1987—the rates for African Americans during this period actually dropped from 38.6% to

Likewise, according to veteran cancer activist and researcher Ralph Moss,
the list of cancers responsive to chemotherapy was almost the same in the 1990s as
in 1971, notwithstanding a quarter-century of research and the expenditure of tens
of billions of dollars on research (1995, 81).

Given the dismal picture in terms of the size of the cancer epidemic and
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the poor chances for long-term survival that many cancer patients face, it is not
surprising that they have turned to various alternative and complementary cancer
therapies (ACCTs). An often-quoted survey in the New England Journal of
Medicine suggests that more than 34% of the American people had resorted to at
least one unconventional therapy during the year prior to the survey (Eisenberg et
al. 1993). Estimates for the use of alternative therapies for cancer in the United
States run from 10 to 50% of cancer patients; even the conservative end of the es-
timates suggests that at minimum the number of cancer patients in this category is
probably between half a million and a million people (McGinnis 1991). Survey
data suggest that users of ACCTs tend to be better educated than the population as
a whole (Cassileth et al. 1984; Sharma 1992; Furnham and Forey 1994), although
the data do not take into account variations within the population that might be
associated with linkages between ethnic groups and traditional ethnic medicine. It
is therefore likely that as the population becomes more educated about treatment
options, cancer patients will tend to use more alternative and complementary
therapies. As the number of patients using ACCTs grows, their views will have an
increasing impact on regulatory policy and research agendas. This study will de-
scribe some of the major contours of the ACCT movement in the United States and
their implications for the prevention and control of cancer in North America.

BACKGROUND

Let us estimate that over one million Americans are using ACCTs in
some way for the treatment of cancer. Probably the bulk of those patients could be
described as minimal users of complementary therapies. The use of the term
“complementary” raises the vexed issue of the politics of terminology. A number
of charged terms, such as “quack,” “unproven,” “questionable,” and “unconven-
tional” therapies, appear in the literature, usually employed by persons who do not
have adequate credentials in the social sciences and have no interest in developing
an accurate portrayal of the ACCT movement as a social phenomenon. Likewise,
the idea that there is “no alternative medicine, only medical alternatives,” which
one sometimes hears from opponents of ACCTs, suggests a political naivete,
which this chapter will question. The terminology is therefore highly charged and
warrants some clarification.

I use the terms “alternative” and “complementary” as sociocultural de-
scriptors of differences in usage patterns. The term “glternative” denotes a usage in
place of such conventional therapies as surgery, radiation, and chemotherapy;
“complementary” denotes usage alongside conventional therapies as adjuvants
(British Medical Association 1993). The same therapeutic intervention, such as
vitamin C. can be either alternative or complementary, depending on how it is
used. It is probable that the bulk of patients who might be classified as users of
ACCTs are using them as complementary interventions. For example, instead of
taking high doses of intravenous vitamin C infusions as part of an alternative pro-
tocol, most patients are probably taking some oral supplement as an adjuvant to
conventional methods.
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The group of therapies in the ACCT range can be classified in different
ways. In readings and conferences, the following categories were used: psycho-
spiritual interventions, dietary programs, supplements, nontoxic pharmacological
and immunological modalities, and herbs. Many of the psychospiritual interven-
tions, such as group psychotherapy, have now achieved acceptance in the medical
community as valuable adjunctive therapies. Some aspects of dietary programs,
supplements, and herbs have also been integrated into conventional protocols in
hospitals in the United States, again as adjunctive therapies. However, when those
modalities are combined and offered as alternatives to conventional therapies, they
remain controversial. Likewise, the nontoxic pharmacological and immunological
modalities tend to be offered as alternatives and to be highly controversial. Those
modalities include immunotherapies (such as bacterial vaccines), peptides (known
as antineoplastons), blood fractions (known as immuno-augmentative therapy), a
nontoxic chemotherapeutic substance (known as laetrile), oxygen therapies such as
ozone and hydrogen peroxide, and a product designed to control cachexia (known
as hydrazine sulfate).

The research presented herein is based on interviews with opinion leaders
of the ACCT movement. Those interviews are broken down into two groups of
roughly equivalent size. The first group includes about two dozen of the leading
clinicians, researchers, journalists, and heads of information-providing organiza-
tions. The interviews in this group are the topic of a book (Hess 1999). The second
group involves women patients, mostly breast cancer patients, who have used
ACCTs and have subsequently become involved as leaders of the movement to
open up medical treatments for women cancer patients. Most of the women have
written books on the topic; others have volunteered as workers in patient support
organizations. The interviews in this group and discussion of general themes and
policy issues were published in the book Women Confront Cancer (Wooddell and
Hess 1998) and will not be discussed here.

THE STRUCTURE OF THE ALTERNATIVE CANCER THERAPY
MOVEMENT

The ACCT movement today in North America has changed dramatically
since the 1970s. Social science reports of the ACCT movement of the 1970s de-
scribed the political mobilization surrounding laetrile and the divisions within the
movement, between groups associated with right-wing politics and those with a
more liberal or left-wing political orientation (e.g., Peterson and Markle 1979a,
1979b). Today, the ACCT movement is much more diverse, both in terms of the
number of major organizations involved and the number of therapies offered.

Although there are no adequate quantitative measures of the growth of the
ACCT movement, the number of publications, institutions, clinicians, and patient
support organizations has grown substantially since the 1970s. Several background
social changes suggest that the pattern of growth is long-term and systemic:

1. the globalization of medical care through the institutionalization of alternative
clinics in Mexico and Europe, and the movement of thousands of patients per year
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across international borders, such that a de facto deregulation has occurred as a re-
sult of globalization;

2. the growth of health maintenance organizations that are beginning to accept less-
expensive alternative therapies in response © cost-benefit analysis and patient de-
mand (although funding for ACCTs may prove much more difficult to achieve
than for other chronic diseases and conditions);

3.  the widespread dissemination of information through decentralized mass media
(health-food books, small magazines, direct mail campaigns, and the Intemnet); and

4. the growth and professionalization of such alternative health care providers as na-
turopaths and specialists in Chinese traditional medicine.

In addition, epidemiological data suggest that age-standardized incidence
rates have climbed steadily at a rate of about 1% per year, at least until recently;
thus there has been a long-term increase in the patient population in the United
States (Davis et al. 1994, 431).

American patients who pursue ACCTs are sometimes able to find a
medical doctor, naturopathic doctor, or other health-care provider who is willing to
supervise the case locally. However, each year thousands also go to foreign clinics
and hospitals. The best known are the Lukas and Janker clinics in central Europe,
the immuno-augmentative therapy (Burton) clinic in the Bahamas, and the dozens
of clinics and hospitals in Mexico, principally Tijuana. The growth of ACCTs in
Tijuana has been phenomenal, from just a few clinics in the early 1970s to over
thirty clinics and hospitals in the 1990s.

Patients learn about ACCTs through access to a network of support or-
ganizations, usually led by former patients or family members of former patients.
Those organizations provide information about a wide range of therapies. Many of
the alternative therapies were founded by scientists or clinicians who had creden-
tials and work experience that could have located them, or did locate them for
some time, within the medical and scientific establishment but who because of
their choice to pioneer alternatives, became controversial. Examples of researchers
and clinicians who fit that category include Stanislaw Burzynski (antineoplastons),
the late Lawrence Burton (immuno-augmentative therapy), Ernesto Contreras
(laetrile, etc.), Joseph Gold (hydrazine sulfate), the late Virginia Livingston
(autogenous bacterial vaccines), the late Harold Manner (laetrile, enzymes, and
vitamin A), the late Linus Pauling (vitamin C), and the late Eli Jordon Tucker
(DMSO and hematoxylon).

The controversies surrounding their research could be conceptualized in
terms of the social studies of science literature as controversies within the scientific
and medical communities between orthodox and unorthodox members (Hess
1997b). However, the research controversies are also connected to patients, via
clinical applications, and patients and their friends have organized into a social
movement. Therefore, the ACCT community is sociologically a combination of a »
network of researchers in a series of linked scientific controversies, a new social »

’
»
’

movement, and an incipient heterodox scientific community in which activist pa-
tients and unorthodox clinicians and researchers are working synergetically.
The relations among the scientific researchers, patients, and the leaders of

m\




FPatients and Alternative Cancer Therapies 19

patient support and referral organizations are further complicated by biographical
trajectories that result in a change of roles over time. The interviews identified a pattern
whereby people tended to progress from naive patient to dissatisfied user of conven-
tional therapies, to informed consumer of ACCT: s, and on to referral or support-group
person. In some cases they earn advanced degrees in nutrition or a biomedical field and
achieve professional positions. The trajectory is similar to those found in other biomedi-
cal social movements, such as ATDS activism (Epstein 1996).

Likewise, there are cases of clinicians who have become dissatisfied with
their conventional medical practices or who have sought ACCTs in response to
their own cancer or that of a family member and become Jjournalists or writers,
publicizing the cause of ACCTs. The movement back-and-forth among patients,
clinicians, and researchers—mediated by journalists and patient-support organiza-
tion leaders—creates a dynamic interchange that is part scientific research com-
munity and part social movement.

POSITIONS: THE POLITICS OF EVALUATION

Interviews with the researchers, clinicians, and leaders of information-
providing organizations focused on the question of evaluation. The main questions
in the one-to-two-hour semistructured telephone interviews were what evaluation
criteria they used and which ACCTs they thought most and least promising. Over
the course of the interviews I learned to distinguish various types of evaluation: (1)
the patient’s needs at all levels, including financial, social, spiritual, and of course
biomedical; (2) referral and patient support organizations; (3) clinicians and clini-
cal organizations (including quality of service delivery); (4) the therapies them-
selves; (5) a meta-level involving criteria for evaluating therapies (such as ran-
domized, controlled trials); and (6) policies and politics of research, funding, and
regulation. The themes that emerged regarding the evaluation of therapies and cri-
teria for evaluating therapies are reviewed elsewhere (Hess 1998). This section
will summarize some of the views regarding methodology.

Many of the interviewees were well aware of the politics of randomized,
controlled trials for ACCTs, including documented cases of design modifications
that introduced biases against ACCTs (Houston 1989; Moss 1996). A critical, so-
ciological, and historical literature on randomized, controlled trials is now begin-
ning to emerge (e.g., Coulter 1991; Epstein 1996; Marks 1997). One set of criti-
cisms in our interviews focused on the economic issues that exclude small-scale
clinicians from pursuing the “gold standard” of randomized, controlled trials.
Likewise, the unpatentable nature of most of the ACCTs implies that pharmaceuti-
cal companies are unlikely to invest the funds required to achieve FDA approval.
Since the late 1980s the FDA has approved some conventional cancer drugs with-
out randomized, controlled trials; however, the gold standard is often demanded for
nontoxic, nonpatentable therapies. As journalist Robert Houston commented in one
interview (Hess 1998), the gold standard is therefore a double standard.

Other criticisms focused on the problem of how placebo controls were
impossible for such therapies as the Gerson dietary program, which involves coffee
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enemas and a dozen glasses of juice per day. Some interviewees suggested testing
clinicians and clinics as total units rather than specific therapeutic modalities, as
tends to occur in conventional medicine. Others questioned the ethics of running
any randomized clinical trials for late-stage cancer patients, who often request a
clinical strategy of switching therapeutic modalities if the ones first attempted show
no short-term benefit.

Interviewees were well aware of the hierarchy of evaluation methods and
the difficulties of using retrospective outcomes analysis, case study reviews, and
subclinical data as a basis for making decisions. However, notwithstanding the
biopolitical situation, they often looked at all data and attempted to arrive at a
holistic calculation that took into account legality, cost, ease of use, and safety.
Several interviewees pointed to the outcomes analyses of Hildenbrand and col-
leagues (1995, 1996) as a possible model for future research and evaluation that
does not compromise clinical ethics but allows for some of the rigor associated
with controlled trials. In some cases, clinicians were willing to use substances that
had support only at the lower rungs of the ladder of evidence if they appeared rela-
tively safe and nontoxic, but they wanted higher levels of evidence for more toxic
substances.

CONCLUSIONS

From the public understanding of science—in this case, the understanding
that patients have of cancer—is still based on the transmission model. In other
words, we (the medical community) know what science is, we do it, and we trans-
mit it to you, the public and the patients, either directly (such as via the NCI web-
site on ACCTs or the media) or indirectly (through your doctor). In its more demo-
cratic guises, the transmission model is linked to public education policies that
attempt to transmit science to the “great unwashed.” A less democratic guise is a
policy of suppression of ACCTs and their advocates. The politics of suppression
can involve FDA raids on supplements firms and clinicians, FDA refusal to ap-
prove nonpatentable and nontoxic natural substances for cancer treatment, loss of
medical licenses, prosecution of holistic doctors for involvement in alleged illegal
medical practices, denial of grants to researchers who go outside the mainstream,
and refusal to publish research. The effects of suppression can extend to social
scientists who document the suppression, under the pretense that their work is not
objective or value neutral.

Notwithstanding the strong support of the transmission model in scientific
and medical communities, social scientists have increasingly documented the ways
in which the understandings of patients and other publics differ from those of the
expert producers whose knowledges and technologies they consume (Hess 1995,
ch. 5; Irwin and Wynne 1996). The alternative that emerges from research on both
sides of the Atlantic is the “reconstruction model”—that is, patients (or other pub-
lic groups and social movements) operate as active agents who reinterpret and
question expert knowledge. However, the mere recognition that lay understandings
are different from those of the experts is only half the picture. Patients not only
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p have different understandings from those of doctors and researchers (see also Hunt,

l in this volume) but occasionally challenge research agendas and regulatory poli-

{ cies. A viable alternative to the transmission model needs to take into account not
only the activity of patients and the public in their reception of expertise but also
the ways in which the public shapes that expertise. It is therefore necessary to ex-
tend the reconstruction model to describe how pockets of the public coalesce into
social movements and organizations that go beyond the reconstruction of expert
authority. In some cases, public organizations develop their own research (such as
lay epidemiology) and become involved in reshaping the research and regulatory
agendas of the experts, often via alliances with unorthodox members of scientific
research communities.

Consequently, a more accurate model of the relationship between the sci-
ence and the public, at least for the case of ACCTs, is what I term the “public
shaping of science” model. In this model, citizen groups coalesce from the public,
and out of them emerge leaders who question the expertise of research establish-
ments, produce alternative knowledge, and challenge research agendas. The proc-
ess has been documented in other patient activist movements, such as repetitive-
strain injury (Arksey 1994) and AIDS activism (Epstein 1996; Treichler 1991),
and it is an extension of more general ways in which citizen groups affect the pol-
icy process (Peterson 1984). The case of ACCTs is distinctive, however, because

} of its emphasis on changing the research agenda toward the evaluation of less toxic
therapies and diagnostic procedures, and because of the sophisticated quality of
some of the research that has been produced.

As patients who use alternative and complementary therapies become
more organized and more sophisticated about the biomedical politics of research
and regulation, they have begun to have a policy impact. Such legislative reforms
as the “Access to Medical Treatments” bill, which in 1999 was still pending ap-
proval in Congress, promise to give doctors and their patients the right to experi-
ment with safe alternative therapies under conditions of informed consent. Ver-
sions of that legislation and related laws have already been passed in several state
legislatures. A number of other policy reforms merit consideration and have been
discussed elsewhere (Hess 1997a; Houston 1989).

Perhaps the most complicated issue of policy reform is the problem of
evaluating ACCTs. As the medical community learns that the biopolitical land-
scape has been permanently altered, that patients and the public at large are de-
manding an increasing role in the shaping of scientific research agendas, the policy
of suppression will be replaced by one of evaluation. In other words, whereas the
Tansmission model leads to a policy of suppression, the model of public shaping of
science suggests an alternative policy, evaluation. However, that policy cannot be
embraced naively. The collective wisdom and experience of the leaders of the
ACCT community note that in the cases where public support has led to clinical
mials of ACCTs, trial designs have been manipulated to produce failures for
ACCTs (Houston 1989; Moss 1996). Given the experience with prejudicial design
alterations in trials for laetrile, vitamin C, hydrazine sulfate, and most recently anti-

- meoplastons (which Burzynski found out about during the trial, thus forcing can-
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cellation), the interviewees were very skeptical that the major organizations associ-
ated with the cancer establishment could produce unbiased evaluations of ACCTs.

Accordingly, a policy of evaluation begins to replace a policy of suppres-
sion, there needs to be an awareness of the history of trials funded to end contro-
versy that end up fueling it. Key figures from the ACCT community, such as Gar
Hildenbrand, Robert Houston, and Ralph Moss—as well as moderate, mediating
leaders such as Michael Lerner and Keith Block—need to be included in consulta-
tions over design. A number of policy checks needs to be implemented in the
evaluation process. One example is the inclusion of multiple sites, including non-
establishment organizations. The design of trials might even include site as a vari-
able, employing such major alternative institutions as Tijuana hospitals or naturo-
pathic universities. Another policy check is to give coprincipal investigator status
to the ACCT advocate of a therapy, allowing that person complete access to the
test site and protocols, to ensure that protocols are not altered after being imple-
mented.

The question of preventing and controlling cancer in North America is
therefore a complicated political issue. Clearly, more research and funding needs to
be devoted to prevention, and those funds should be protected from being siphoned
off into such projects as trials of preventive chemotherapy. The control of cancer,
however, may ultimately rest on the public control of cancer politics and research.

ACKNOWLEDGMENTS

This material is based upon work supported by the National Science
Foundation under Grant No. SBR-9511543, “Public Understanding of Science.”
Any opinions, findings, and conclusions or recommendations expressed in this
material are those of the author or interviewees and do not necessarily reflect the
views of the National Science Foundation. Robert Houston made several helpful
corrections for the final draft.

LITERATURE CITED

Arksey, Hilary. 1994. Expert and lay participation in the construction of medical knowledge.
Sociology of Health and Illness 16(4):448—68.

British Medical Association. 1993. Complementary medicine: New approaches to good
medical practice. New York: Oxford University Press.

Cassileth, Barrie, Edward Lusk, Thomas Strouse, and Brenda Brodenheimer, 1984. Con-
temporary unorthodox treatments in cancer medicine. Annals of Internal Medi-
cine 101(1):105-112.

Coulter, Harris. 1991. The controlled clinical trial. Washington, DC: Project Cure, Center
for Empirical Medicine.

Davis, Devra Lee, Gregg Dinse, and David Hoel. 1994. Decreasing cardiovascular disease
and increasing cancer among whites in the United States from 1973 through
1987. Journal of the American Medical Association 271(6):431-437.

Eisenberg, David, Ronald Kessler, Cindy Foster, Frances Norlock, David Calkins, and Tho-
mas Delbanco. 1993. Unconventional medicine in the United States. New Eng-




S ———

Patients and Alternative Cancer Therapies 3

land Journal of Medicine 328(4):246-52.
Epsicin, Samuel. 1992. Profiting from cancer: Vested interests and the cancer epi-
demic.Ecologist 22(5):233-240.
‘ — 1996. Impure science: AIDS, activism, and the politics of knowledge. Berkeley: Univer-
¢ sity of California Press.
( Famham, A, and J. Forey. 1994. The attitudes, behaviors, and beliefs of patients of conven-
tional versus complementary (alternative) medicine. Journal of Clinical Psychol-
ogy 50:458-469.
Hess, David J. 1995. Science and technology in a multicultural world. New York: Colum-
bia University Press.
— 1997a. Can bacteria cause cancer? Alternative medicine confronts big science. New
York: NYU Press.
— 1997b. Science studies: An advanced introduction. New York: NYU Press,
— 1998. Evaluating alternative cancer therapies. New Brunswick: Rutgers University
Press.
Hildenbrand, Gar, L. Christeene Hildenbrand, Karen Bradford, and Shirley Cavin. 1995,
Five-year survival rates of melanoma patients treated by diet therapy after the
manner of Gerson: A retrospective review. Alternative Therapies 1(4): 29-37.
Hildenbrand, Gar, L. Christeene Hildenbrand, Karen Bradford, Dan E. Rogers, Charlotte
Gerson Strauss, and Shirley Cavin. 1996. The role of follow-up and retrospective
data analysis in altemnative cancer management: The Gerson experience. Journal
of Naturopathic Medicine 6(1):49-56.
Houston, Robert. 1989. Repression and reform in the evaluation of alternative cancer
1 therapies. Washington, DC: Project Cure.
frwin, Alan, and Brian Wynne, eds. 1996. Misunderstanding science? The public recon-
| Struction of science and technology. Cambridge: Cambridge University Press.
" Marks, Harry. 1997. The progress of experiment. New York: Cambridge University Press.

McGinnis, Lamar. 1991. Alternative therapies, 1990: An overview. Cancer 67(6
! Supp.):1788-1792.

Moss, Ralph. 1995. Questioning Chemotherapy. Brooklyn, NY: Equinox.

—. 1996. The cancer industry. Brooklyn, NY: Equinox.

' Parker, Sheryl, Tony Tong, Sherry Bolden, and Phyllis Wingo. 1997. Cancer statistics,
1997. CA-A Journal for Clinicians 47:5-27.

Peterson, James. 1984. Citizen participation in science. Amherst: University of Massachu-
setts Press,

Peterson, James, and Gerald Markle. 1979a. The lactrile controversy. In Controversy: Poli-
tics of technical decisions, ed. Dorothy Nelkin, 159-179. Beverly Hills, CA:

— 1979b. Politics and science in the laetrile controversy. Social Studies of Science 9:139-
66.
Sharma, Ursula. 1992, Complementary medicine today: Practitioners and patients. Lon-
don and New York: Routledge.
Treichler, Paula. 1991. How to have a theory in an epidemic: The evolution of AIDS treat-
ment activism. In Technoculture: Cultural politics. Vol. 3, ed. Constance Penley
4 and Andrew Ross, 57-106. Minneapolis: University of Minnesota Press.
§ Wooddell, Margaret, and David Hess. 1998. Women confront cancer. New York: NYU
Press.




