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TherapeuTic advances in 
neurological disorders

Dear Editor
We wish to bring an emerging ethical challenge to 
the attention of your readers. While it is well rec-
ognized that financial relationships between clini-
cians and the pharmaceutical industry may serve 
interests that present substantial conflicts, finan-
cial relationships between industry and patients 
are less understood regarding their potential 
impact on patient care and prescribing practices. 
We have had a recent patient care experience that 
illustrates the potential ethical complexities of 
commercial relationships between the pharma-
ceutical industry and patients.

One of the authors recently cared for a patient 
with a diagnosis of Lambert-Eaton myasthenic 
syndrome who underwent conventional treat-
ments with an acceptable clinical response. A few 
months into the treatment course, the patient 
started an investigational agent as part of an open-
label study. After the patient completed the open-
label study, the manufacturer continued to 
provide the medication at no cost temporarily. 
The patient believed the medication improved 
their symptoms and after the no-cost period 
expired, the patient subsequently requested the 
medication to be continued to be prescribed 
through a tertiary medical center in North Texas. 
The patient then continued conventional treat-
ment in addition to the newly approved treatment 
for almost 4 years, and there were no signs of dis-
ease on neurological examination. Subsequently, 
the subject of attempting to taper back either 
treatment was broached at a clinic visit. Since the 
patient had been well controlled on conventional 
treatment alone and had symptoms with missing 
doses in the past, the new agent was felt to be the 
best agent to first taper. Following this discussion, 

the patient filed a formal complaint with the med-
ical center administration where they were receiv-
ing care, asking to be assigned to another 
neurologist. Specifically, the patient was upset by 
the suggestion of tapering back the newer agent. 
The severity of the response to the clinician’s sug-
gestion was out of proportion to usual disagree-
ments over therapeutic choices.

During subsequent conversations with the 
patient, the patient volunteered that they partici-
pated in advisory panels for the new agent in early 
2018 while enrolled in the open-label study men-
tioned above. For their participation in these 
advisory panels, they received monetary compen-
sation. Later, the company employed and paid 
them as a speaker and patient advocate for the 
product. The patient refused to provide further 
specifics regarding their relationship with the 
company, stating that they had signed a non-dis-
closure agreement. These relationships between 
patients and the pharmaceutical industry can be 
confirmed by publicly accessible records.

The scenario described above raises several ethi-
cal concerns. While the pharmaceutical industry 
and patients have interests that intrinsically  
overlap, namely the availability of safe and effec-
tive therapeutic interventions; close associations 
between industry and patients are highly asym-
metrical and have the potential to assume an 
exploitative nature for the patient. Patients may 
engage in such a relationship because of monetary 
gain, access to pharmaceutical agents, attention 
from peers, or a combination of these factors. 
The very illnesses that patients are afflicted with 
may make them vulnerable to the influence of 
pharmaceutical companies.
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As the traditional paradigm of a patient deciding 
to follow or disagree with a clinician’s recommen-
dation has been replaced with the shared medical 
decision-making model, many patients are now 
educated medical consumers who are accustomed 
to suggesting or requesting certain treatments be 
provided. They also frequently encounter phar-
maceutical marketing that will influence their 
perspective just as a clinician may be influenced 
by media and personal relationships with the 
industry.

In the patient–physician relationship described 
above, the patient was financially compensated by 
a pharmaceutical company for promoting an 
expensive product at patient group meetings for 
which substantially less expensive alternatives are 
available. The conflict of interest appears appar-
ent: The patient receives monetary compensation 
for promoting a product they are receiving and 
perceive to be beneficial. However, the patient 
may only be of significant value to the pharma-
ceutical company if they are continuing to con-
sume the product and can publicly attest to its 
benefits. Consequently, the patient will only 
receive monetary compensation from the phar-
maceutical company if they continue to be pre-
scribed the product.

There is another potential effect of a direct phar-
maceutical industry-to-patient relationship: An 
effect on the behavior of other patients subjected 
to information provided to them by a patient 
compensated by the pharmaceutical company. 
There is ample evidence that patients are very 
susceptible to information provided to them by 
other patients.1–4 As most patients who will lec-
ture presumably are not physicians, or have sub-
stantial medical or scientific training, the quality 
of the information they convey to their peers will 
be somewhat limited and likely biased. Currently, 
such patients have no obligation to disclose any 
conflict of interest with the manufacturer of a 
drug to other patients, or their providers.

While patients may learn about conflicts of inter-
est of their clinicians, there are no such regulations 
regarding patient advocates. In many countries, 
there are public reporting programs that list pay-
ments and other gifts from drug and medical 
device companies to doctors.5 In addition, many 
healthcare systems and medical centers require 
annual disclosures of conflicts of interest of their 

doctors, and this information is then displayed on 
their websites.5 Similar requirements can be envi-
sioned for patients. While the prevalence of direct 
pharmaceutical industry-to-patient relationships 
is currently unknown, they may be meaningful in 
introducing information to other patients, any lay 
audience, or clinical providers. To avoid poten-
tially negative impacts of industry–patient rela-
tionships on clinical care, clearly articulated 
procedures should be developed and implemented 
to address financial inducements of patient advo-
cates, most importantly requiring declaration of 
conflicts of interest. Furthermore, financial rela-
tionships contingent on receiving treatment 
should be prohibited.
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