Neglected Diseases, Access to Medicines and Access to Knowledge

“Knowledge is not only power but also responsibility, 

because it places us in a position to act”

Henry Shue

Introduction



To illuminate the field of health, the equity principle can be examined in light of social justice theories. Equity and Human Rights (HRs) frameworks suggest wealthy countries and powerful institutions, such as pharmaceutical transnational corporations (PTNCs), bear responsibility to tackle deprivation and ill health within and beyond their spheres of influence
.     

Regarding the design of health programs, neglected diseases (NDs) must be given priority as they significantly affect marginalized groups, perpetrating their poverty. Only through an equity and HRs perspective, will global health programs sustainably empower and develop affected communities. 

My aim is to raise public awareness of the implications of health-related education, knowledge, and information. This includes benefits and applications of scientific innovations, amid public and private development of health policies. 

I will first analyze the reciprocal interactions between HRs, the right to health (RtH), access to medicines (AtM), and access to knowledge (AtK), emphasizing their synergy. Drawing upon principles of equity, equality, and non-discrimination, I will address the current global health problem of NDs, and also addressing NDs as a HRs violation. I will subsequently compare and contrast two approaches to increasing research and development (R&D) for NDs in line with the aforementioned principles.  

Health and HRs

HRs are legal entitlements, imposing legal obligations on duty-bearers, and granting rights to all individuals
. The traditional concept of HRs is state-centered; however, a broader concept is evolving, encompassing non-state actors
, including transnational corporations (TNCs) and particularly PTNCs, even with States as primary duty-bearers
. PTNCs thus have HRs obligations, principally regarding the RtH, as they exercise direct influence over the realization of the right.
.

As proclaimed by the WHO Constitution (1946), health is a state of complete physical, mental, and social well-being, not simply the absence of illness. Accordingly, the right to the enjoyment of the highest attainable standard of physical and mental health (RtH) is a fundamental HR, recognized in international
, regional
, and domestic
 legal systems. 

Equality and Non-Discrimination

Discrimination refers to any sort of distinction, exclusion, restriction, or preference that poses obstacles to the equal enjoyment of freedoms and entitlements for all
. However, equality does not necessarily entail identical treatment, but equal regard before the law
. Equity aims at minimizing inequalities
 while equality and non-discrimination have the potential to reinforce resistance to power imbalances
, providing a framework to enhance accountability and achieve equity in reality.    

We will focus on NDs, as an outcome and cause of discrimination and social stigma, and as a consequence of lack of access to medicine and knowledge. These factors compound the vicious cycle of poverty and ill health
. 
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Fig. 1: The vicious cycle of Poverty, Discrimination and Stigma, Ill Health, Lack of Access to Medicines and Knowledge and Neglected Diseases.

Neglected communities affected by NDs are victims of discriminatory practices, given their health status or associated disabilities, leading to stereotypes and prejudice. Stigmatization then prevents diagnosis, deferring treatment and control. Therefore, access to treatment, including medicine and knowledge, is a powerful instrument to combat discrimination
. Access to health education, information, and knowledge, enhances awareness about prevention, treatment, control, and causes of diseases
. Both AtM and AtK are therefore crucial to ending the vicious cycle. International HRs law that prohibits discrimination in access to health-care facilities, services, and goods
 reinforces the responsibilities of duty-bearers.

AtM as a HR

AtM is a global concern, with numerous people threatened,
 as one-third of the world’s population has no access to essential drugs
. Medicines are a critical element of the RtH, and must be available in sufficient quantity, physically and economically accessible, culturally and ethically acceptable, and of good quality. Additionally, they must be scientifically and medically approved. When it comes to medicines for NDs, accessibility is the most pressing problem especially for the neglected
. Accessibility includes the right to pursue, receive, and communicate information and knowledge. This includes benefits and applications of scientific progress. However, socio-economic inequalities can prove to be obstacles.
.    

AtK as a HR 

AtK is directly related to the right to enjoy the benefits of scientific progress and its applications
. The definition of AtK is rooted in four elements: information, knowledge, knowledge-embedded goods, and tools
. It is a response to intellectual property (IP) rules, rejecting “intellectual enclosure”
, seeking to promote balanced IP policies
. The 2005 CESCR General Comment No. 17
 describes IP as a social product with a social function. Consequently, wealthy states and powerful non-state actors should cooperate to foster new approaches to R&D for NDs
. 

The main challenge regarding neglected populations and NDs is innovation in non-market guided research, ensuring the inclusion, participation, empowerment, and development of neglected populations
. Above all, AtK will be effectively realized only when public policies committed to HRs principles are enacted. 

AtM as AtK 

AtM and AtK are intrinsically linked. The relationships between health, HRs, AtM, and AtK are harmonized in the eighth Millennium Development Goal on Global Partnerships for Development, in targets 17 and 18
. Access to health-related information, knowledge, and education, including the benefits and applications of scientific progress, is a determinant of health and is essential to tackle prevention, treatment, and control of NDs. 

The diagram below demonstrates the synergy and mutual reinforcement of AtM and AtK, and the interaction with RtH and HRs principles. This corroborates the relevance of a HRs-based approach to health policies, rather than short-term drug supply policies, which fail to consider poverty and ill health, lack of information, knowledge, and education.
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Fig 2. The reciprocal interactions existing between Access to Medicine and Access to Knowledge, in connection with the Right to Health standards and the Human Rights principles.

According to Balkin
, drugs are goods embedded in information and knowledge. Currently, control over information and knowledge progressively defines global health and power
. Therefore, I argue that the most suitable policies addressing NDs are based on a public-private partnership (“PPP”), guided by HRs principles, RtH standards, AtM, and AtK goals. This PPP should not merely supply drugs, but ensure meaningful participation, inclusion, empowerment, and development of afflicted communities. Thus, guaranteeing access to health-related information, knowledge, and education.  

The problem of neglected diseases (NDs)

NDs
 are those maladies that primarily afflict neglected populations. Despite their pervasive nature, these diseases often receive limited to no resources
. There are insufficient market incentives to research and develop vaccines and medicines for NDs, as affected people are mainly poor and unable to pay for them. Attention should focus on NDs as they perpetuate the vicious cycle of poverty and ill health,
 disproportionally affecting the poor, and exacerbating poverty
.

R&D is crucial to foster availability, accessibility, and quality of new vaccines and drugs for NDs. The current imbalance in R&D, known as the 10/90 gap
, reflects a failure of the market and public health policies. Market-determined R&D does not correspond to the health needs of the poorest and most marginalized communities, with low purchasing power.

Powerful states and non-state actors have engaged in framing the global public health agenda, cooperating in the prevention, treatment, and control of diseases
. We will therefore analyze two proposed solutions to the problem of NDs, and their plausibility in light of equity and HRs principles, particularly regarding AtM and AtK goals. The scrutiny of NDs through the lens of HRs demonstrates that a health policy research agenda needs to go beyond drug provision and R&D. 

Proposed solutions to increase R&D for NDs

Existing medical R&D incentives generally follow two types: government research grants and subsidies or sales revenues. The former area pushes funding mainly directed to basic research, while the latter are pull investments usually granted to PTNCs for applied research on specific drugs. This system of finance, combined with a temporary monopoly on patents for the inventor, results in unaffordable drug prices for the poor. 

The world response to the current health crisis is diverse, incorporating initiatives ranging from the WHO/UNAIDS program to the DNDi, or Drugs for NDs Initiative
. Despite improving the health situation in many communities, they are not sufficient to end the current health crisis, merely neutralizing the patents system burden imposed on the poor. 

The Health Impact Fund

Assuming that a reform of unjust global institutional arrangements
 will end the cycle of poverty and ill health, Aidan Hollis and Thomas Pogge propose restructuring the current scheme of incentives for new medical treatment R&D
. The proposed solution would be optional, complementing the existing patent regime. The creation of a health impact fund (HIF) would allow pharmaceutical innovators the choice to forego the current market-exclusivity system in exchange for a reward. By voluntarily registering the patent with HIF, the inventor would agree to sell at a low price, near to cost of production, but would receive an annual reward within a set time period. This would depend on both drug cost-effectiveness ratio and global health impact.

HIF would stimulate additional pharmaceutical research, particularly on NDs
. This would overcome the failure of the traditional market, since PTNCs would compete to earn HIF share, developing and ensuring widespread drug distribution to achieve the largest possible global health impact. 
The Prize System

Knowledge Ecology International (KEI) and others react to HIF with skepticism. Since it is essentially a voluntary prize fund without open-licensing, HIF would undermine generic drug competition in developing countries, and provide very little real relief to market exclusivity
. 

Alternatively, James Love and Tim Hubbard defend the approach. Prizes would replace high prices and exclusive rights as R&D incentives
. A treaty would settle the prize, where the inventor agrees to a license, enabling generic competitors to produce the drug, leading to lower prices and greater access
. The license provision would cover know-how and patents, including royalties. Thus, it would ensure reasonable rewards to inventors, whilst allowing technology transfer, generic production, and compliance with AtK goals
. 

The scheme would be non-voluntary, because a compulsory prize mechanism would ensure incentives needed in case of Type III, and some Type II diseases
. 

Final remarks 

Having demonstrated the reciprocal interactions between HRs, RtH, AtM, and AtK, two proposed solutions to R&D for NDs were proposed. Ultimately, I defend a broader equity and HRs-based approach to health policies.

HIF goes beyond the mere development and distribution of medicines. It is conceived under a more comprehensive institutional reform, as a solution to the pricing dilemma
. As HIF rewards are based on global drug accessibility, if high prices were applied to HIF-registered medicines, this would substantially diminish the medicine’s influence, and consequently reduce the value of the reward. The HIF also responds to HRs principles, particularly equality and non-discrimination. This stimulates PTNCs to address the local needs of the most vulnerable, marginalized, and disempowered communities, particularly through the provision of health education.

HIF also complies with RtH and AtM concerns, encouraging control and prevention, since the health impact incorporates the new drug’s influence on mortality and morbidity worldwide. Concomitantly, HIF targets a bigger challenge, stimulating PTNCs to go beyond, also protecting and fulfilling the RtH. This is done by providing access to heath information on the use of the drug. However, HIF does not ensure the participation and development of communities, as it fails to deal with exclusivity in technology. 

HIF would be strengthened through a mandatory license provision linked to its reward system. Clearly, compulsory participation would be highly controversial, but it may be the only way to ensure political will from PTNCs and governments. To ensure commitment of PTNCs throughout the drug development process, distribution, and education, requires a detailed agreement. An established evaluation committee would monitor the progress achieved after drug distribution to better comprehend the actual global health impact of the new drug.

Abstract

In the first part of the article, I demonstrate the reciprocal interactions among human rights, the right to health, access to medicine, and access to knowledge. I highlight their connection to the twin principles of equality and non-discrimination, in relation to the vicious cycle of poverty and ill health. In the second part, I address the case of neglected diseases as a grave violation of these rights. I then compare and contrast two proposed solutions aimed at increasing research and development for neglected diseases, namely, the health impact fund and the prize system. I defend a broader equity and human-rights-based approach to global health policies, as opposed to a short-term policy seeking to merely provide drugs. My paper contends that a combination of both solutions, with detailed agreements and oversight, would be ideal to respond to both access to medicines and access to knowledge concerns. 
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