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Campaigning for Cancer comment on PMB Review consultation document – Third Draft

Introduction to Campaigning for Cancer

Campaigning for Cancer is a Section 21 Not-for-profit organisation that was established in January 2008. The birth of this patient advocacy organisation was as a result of outcomes from the Campaigning for Cancer Conference held in October 2007. 
Campaigning for Cancer is a patient lead advocacy organisation that gives South African patients and those affected by cancer a voice. There is a need to address the endemic problems in the South African healthcare system in order to gain better access to quality care and up to date treatments, ensuring that cancer patients have the right to an enhanced quality of life and more advanced palliative care.

Campaigning for Cancer aims to lobby for the promotion and protection of the rights of patients and those affected by cancer with regard to policy, healthcare costs and healthcare delivery. 

For more on Campaigning for Cancer and its work, please visit our website at www.campaign4cancer.com
Campaigning for Cancer Values and Principles

In its programme dealings Campaigning for Cancer will advocate the following values and principles:

· Development of an effective and efficient means of involving relevant stakeholders in the form of input, decision making and assuming responsibility, resulting in the acceptance of ownership for the processes and results thereof.

· All people in South Africa are entitled to knowledge and appropriate information in their mother tongue regarding cancer, risk factors, and how cancer may best be prevented, identified and treated.

· All patients are entitled to the provision of equitable and accessible services that will address the needs of patients, on physical, social, emotional and spiritual levels.

· All patients are entitled to have access to the best available clinically appropriate treatment, based on accurate diagnosis, stage of disease and current evidence-based medicine, in a suitably equipped facility within a reasonable time frame.

· All patients are entitled to the best available and reasonable form of palliative relief from pain and suffering.

· All patients are entitled to a progressive and reasonable national effort to devote resources to support them from diagnosis, through treatment, to palliation.

· All patients are entitled to a work environment free from discrimination and for reasonable accommodation of their disability in the workplace

· All patients are entitled to have their dignity and wishes respected
· Ensure the full continuum of prevention and treatment services are available to those with serious medical conditions like cancer.
C4C’s interpretation of current limitations of the PMB Legislation as it related to Oncology 

1. The Inclusion of the definition of “Treatable Cancer”

Section 9 of the Constitution of South Africa states that “Everyone is equal before the law and has the right to equal protection and benefit of the law” and “Equality includes the full and equal enjoyment of all rights and freedoms. To promote the achievement of equality, legislative and other measures designed to protect or advance persons, or categories of persons, disadvantaged by unfair discrimination may be taken” and that “National legislation must be enacted to prevent or prohibit unfair discrimination” 

In the case with HIV/AIDS, or in fact any other disease listed under PMB’s, no distinction is made between a patient’s long term outcome and prognosis. Currently cancer is the only disease for which there is a definition that limits a diagnosed person’s healthcare access. It is therefore a direct infringement on the cancer patient’s right to be treated equally by law. By including such definition the Act is in fact denying cancer patients equitable access to treatment for their disease. 

According to the law, cancer patient’s treatment should be decided on in terms of the principles of evidence-based medicine, which means the current best evidence, Individual clinical experience and evidence from medical research. It should further take advances in medical practice and technology and must provide for a full continuum of prevention, treatment and palliative care of the disease, as with other diseases, like HIV/AIDS. 

3.2.2 
Achievement of public health objectives and the use of burden of disease data

The primary objectives of cancer treatment are cure, prolongation of life, and improvement of the quality of life. These objectives are important national health priorities (which has to be considered during the PMB Review), as failure to ensure this leads to increased utilizationof public facilities (once medical scheme funding dries up), increased uptake of disability benefits, prolonged absences from work and the corresponding effects on families and income security. 

The public health importance of cancer in Africa cannot be under-estimated. A recent survey by the Afro-WHO shows that cancer will be the leading cause of death by 2012 – killing more people than HIV and TB combined. The ANC Polokwane resolutions have furthermore stated that diseases such as cancer are to receive better attention.
However, in the medical schemes environment, it is important to ensure protection for patients against unforeseen crippling financial burden which is a certainty with a disease like cancer.  C4C is strongly of the view that this is exactly the time when a patient needs most to be covered and assisted financially.  When a patient is this vulnerable it is a particular violation of section 27 of the Constitution which protects the right of access to healthcare and all the court cases on those rights maks it clear that all plans of government to address these rights must at least protect the most vulnerable people.  Based on a cancer diagnoses the patient is faced with discrimination due to their health status whereas should they be diagnosed with another potentially fatal disease this would not be the case. The aim is to prevent restriction of access to health insurance for high-risk individuals.

C4C comments as follow: by limiting a PMB condition by defining it as “treatable” is discrimination based on health status. Access to treatment is therefore restricted according to the staging of disease on diagnosis. Also, all patients in the state sector quality for treatment, not only those defined as “treatable” cancers, i.e. there is no rationale for this arbitrary distinction.

2. Comprehensive, easy to understand standardisation of industry communication with Members/ potential members on benefits that will enhance consumer comprehension.

Patient’s need to be well informed if South Africa is to develop responsible healthcare consumers. Cancer patients require a standardization of industry format for member communication for members’ comprehensive entitlement to benefits for serious medical conditions like cancer in non legal, easy to understand terms. This will allow healthcare consumers to easily interpret the extent of coverage and make educated comparisons between benefit plans.  Such communications should also include the post effective claim categorisation in order to guard the cancer patient against catastrophic out-of-pocket payment. 

Patients need to be assured that, irrespective of the complexity of the treatment they require, that they will be treated fairly, and that, in such complex cases, mechanisms such as pre-authorisation and motivations may be required. They also have to be informed of their rights to appeal decisions that deny treatment, which appeal has to be to a named person which is directly contactable.

E.g. develop a standard “typical” model for comprehensive treatment of the most prevalent five cancers and include disclosure of out-of-pocket costs and benefit restrictions. This should include the various pathways of treatment, various situations that could require deviation from “standard” treatments (e.g. treatment resistance, age, co-morbidities, etc).

PAGE 10 - 3.5 Clarity of the PMB package (extracted from draft 3 of PMB Review)
“Another factor that reduces the ability for members to know their entitlements in advance lies therein that, due to inadequate clarity in the regulations in respect of some DTPs, there is presently no uniformity of benefit entitlements. This contributes to the complexity that consumers face when choosing between schemes.” 

C4C comments as follows: members need to be informed of their benefits in an easy to understand, non legalese manner. A standard template should be constructed that displays benefits to members when products are sold to them. Communication needs to explain simply that the patient will be covered comprehensively according to their clinical needs with what is in recommended appropriate treatment and acceptable medical practice 
3. An Escalation route that is easy to navigate for the patient in a manner that is time appropriate to their disease.

The escalation process for cancer patient needs to take into account the time sensitivity of the disease. An escalation process is a process whereby a beneficiary would be able to quickly, and effectively, have his or her complaint or problem solved. In order for this to happen, C4C proposes the following addition to the PMB Framework:

Forms and processes should be simplified in order to be patient friendly to all patients, irrespective of education or language barriers. Due to the nature of the disease, current (general) timeframes for escalation guarantee a patient will suffer catastrophic financial implications and be at risk of serious morbidity and even death. A process whereby urgent matters can be settled in the escalation process needs to be included. This process should not be cumbersome and create financial strain on the patient.  Patients and their representatives should be able to interact quickly and personally with a dedicated person within each administrator/managed care organisation who will be able to assist them in taking matters quickly forward.

4. Inconsistency in the application of PMB entitlement

C4C is of the view that cancer is treated differently than chronic and other potentially fatal diseases within the PMBs. The principle of consistency, read with the provisions of regulation 8, i.e. that all PMBs must be funded “in full” would dictate that instead of limiting cancer care and treatment, it should be brought in line with evidence-based treatment. In some cases other PMBs are funded to the extent of palliative care, however, not even treatment along the continuum of treatment and care seem to be available to cancer patients.

5. Setting the level and scope of the PMBs - Arbitrary decisions made by unqualified people on access funding treatment for cancer

The council should strongly prohibit people making decisions that are not sufficiently qualified in terms of the treatment and care of oncology patients. Decisions are made on access to treatment and treatment regimes by healthcare professionals that are not qualified and experienced to do so.

C4C additionally recommends that the relevant South African practitioners form part and parcel of this review, as they are best suited to evaluate the required and possible treatment pathways of the disease. Although we assume that they would make submissions, we would recommend that they be allowed to play a substantial role in defining the treatment to be associated with cancers as part of the PMBs.

Comments on 3rd Draft

As extracted from PMB review consultation document (Third Draft)

* C4C interpretation/comment are added in italics

1. EDL should be at least equivalent to what is currently available to the public patient through state treatment facilities. 

PAGE 8 - 3.2 Potential objectives that could be met through PMBs

3.2.1 The distinction between mandating minimum benefits in different contexts 

The fundamental distinction between PMBs in the insurance (and fee-for-service) environment, as opposed to a minimum package of services offered in the public sector (applying a service provider model), must be observed. 

C4C comments as follows: we agree with this sentiment but feel that the minimum benefits of the insurance environment must be at a minimum equal to those package of services offered in the public sector.

2. Definition on cost effective and affordability criteria for the treatment of cancer

C4C comments as follows: C4C often hears that even “appropriate care” will lead to medical schemes not being sustainable. C4C hereby pleads for transparency, access and open discussion in such cases, and that the modelling which leads to such deductions, be made known, for public interrogation and participation. In our view, this will increase understanding and shared responsibility between medical schemes and their members, as well as other stakeholders such as patient groups and providers.

3. A list of services for palliative care for cancer to be developed and included

PAGE 18 – 5.7 Guidelines on step down Care

C4C comments as follows: To ensure that hospitalisation is used only in an appropriate and cost effective manner, step down care must be offered where it could lead to demonstrable cost savings.

4. The treatment lists on the DTPs need to be as comprehensive as in the case of HIV/AIDS   
C4C comments as follows: A set of principles that make it easier in application and implementation as on page 35.
5. List of basic preventative services should include screening for all cancers that are medically required
C4C comments as follows: Should you have a proven history of cancer in your family and are therefore a high risk, the methods for screening should be included. NOT just for diagnostic purposes when symptoms occur. This negates the premise of international cancer control policies. A national cancer control programme should therefore establish guidelines for integrating treatment resources with programmes for early detection, and provide therapeutic standards for the most prevalent cancers in the country.

Part of this has been alluded to in draft 3 (preventative guidelines for breast) this is inadequate and is only part of the picture and requires further development.  Family history and potential risk need to be accounted for. Cervical vaccines, screens and screening for other cancers have to be included, particularly in the light of the envisaged burden of disease to be brought about by cancer. 
Proposals for the committee to consider:

1. Removal of the word ‘treatable’ when dealing with cancer in order for patients to be given the same rights to access as other diseases.

2. The development of a standard model for treatment of most prevalent cancers including out of pocket expenses.

3. The development of a standard template for benefit explanation.
4. Establishment of a time effective, easy to navigate escalation process for cancer patients with access to a dedicated person in order to prioritise issues.
5. Oncology decision makers need to be adequately qualified.

Conclusion
Because South Africa did not address the burden of disease of HIVAIDS in 1998 when it was already apparent that it would become a serious burden on the country we now have 64000 less healthcare professionals than required. 

Warning signs similar to those are evident for cancer published in the Development Bank Publication – Roadmap to Health 2008.  This roadmap is now being used as the basis for the strategic plan for the Department of Health.  Cancer is highlighted in the National Department of Health Strategic Plan 2009 -2012 as one of the four priority diseases for the country.

It is globally accepted that this disease is fast on the increase and needs special attention. In December 2008, the International Agency for Research on Cancer (IARC) published the World Cancer Report 2008, which provides a comprehensive overview of cancer for all stakeholders in the field of healthcare and research, as well as for the general public. It includes facts on cancer patterns, diagnosis, causes and prevention.

The report emphasises the growing global cancer crisis and highlights the contrast between high-resource and low-resource countries.  

In order to be fair and equitable, the entire process of Cancer needs to be addressed by the PMBs.  The whole process needs to be taken into account i.e.  

· Prevention

· Screening & Early detection

· Treatment

· Palliative Care

Campaigning for Cancer is committed to working together with the Council and all interested stakeholders to ensure that the cancer patient is treated fairly and receives appropriate access to treatment and care.

Should you have any queries regarding this document, please feel free to contact us.

Samantha Galliét

CEO Campaigning for Cancer

Mobile : +27 83 629 1024

