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Role of Childhood Cancer Foundations (CCF)

in accessing medications for children with cancer 
“CCF needs to be sensitized and well informed in order to actively participate as a Partner to defend the rights of Childhood Cancer Patients´  and improve  access to safe, effective, affordable and of acceptable quality. The essential medicines”

THE KNOWLEDGE EFFECT!

“The right information in the right hands leads to amazing things”. 
That's The Knowledge Effect. One that says through knowledge, businesses and professionals everywhere can steer the course of events. Grow economies. Promote justice. Even save lives.( Thomson Reuters )
ABOUT CHILDHOOD CANCER FOUNDATIONS
· CCFs. Many hospitals and Clinics in the world have their associated CCF. ICCCPO has 147 members in 81 countries, some of which are National Organizations, and this numbers is growing fast. They are at various stages of development, levels of intervention and different types of networking and public policies influence capacity.  

· Frameworks. The scope where these organizations develop its activities varies on the different socio-political situation in HIC and MIC and LIC.  Patient’s access to medicines depends on their access to Health Insurance, Governmental Contribution, National Drug Banks, patient´s pocket-money, etc.

· Problems faced related with drugs access: High prices, coverage delays, partial coverage, non-compliance, unavailability, shortages, counterfeit drugs, distrust of generics, mistrust of National control agencies, insecurity delivering.
· Roles 
· In Developing countries, depending on the framework in place, the involvement of CCFs as regrds drugs varies quite dramatically. The range of involvement would involve: supplying all medication required for treatment; supplying only some of the drugs required; supplying supportive care medicines; improve access to drugs;  insisting on use of better medicines; sourcing  drugs unavailable from the treatment center; preventing delays in delivery, and assisting with claims for coverage. CCFs are not consulted when deciding Public Health Policies related to childhood cancer, although in some countries CCFs have launched very successful campaigns to ensure health cover by the Government and health insurance companies. CCfs have also been responsible for getting broader health cover, not only for chemotherapy, but also for supportive medication, pain control and infectious medicines.
· In Developed Countries ( Anita ) 
In many developed countries and in some regions like the EU, CCFs work together with all stakeholders in negotiating lower drug prices, development of new drugs, health regulations and research involving clinical trials.
· CCFs’ Actual Knowledge
· Most CCFs are unaware of  the medicines’ conflict  until the  situation gets the media attention.(Cases of  Insecurity  and Counterfeit ) 
· Only pharmaceutical companies inform CCFs about generic alternatives, patents, regulations etc.,.
· Most CCFs do not know the international prices of medicines nor are they aware of the mechanisms to get drugs more cheaply 
· Doctors don’t rely on CCFs’ power to achieve more rights for their patients, as the Pharmacy does.
· Many CCFs do not know the treatment protocols and they suspect doctors may be manipulating them.
· Some CCFs are suspicious of  Clinical Trials as insufficient information is provided to them  about the patient´s rights during clinical trials.
· CCFs in DC are suspicious of the capacity of their National Control Agencies on regulations for drugs’ approval and regulations, as many cases of corruption arise in LIC.
· CCFs witness activities of corruption and don´t know where to look for support and advice
· CCFs are ill-informed of their ability to bring about change and of their impact as a campaigner for patients.
· CCF claim for be taken into account as a Partner at the Decision, regulation and Control agencies
RECOMMENDATIONS

Promoting and Strengthening Leadership 

There are many examples of successful interventions spearheaded by CCF’s both globally and locally
· Look for the right persons/institutions in each country to champion the cause and to be trained on the best use of the resources.
· Encourage partnerships with other Patient Groups and participation in multi stakeholders approaches
· Develop Guidelines for decision making on medicines provision and donations granted and received.
· Share Reference Documents and other internationally agreed Standards, like WHO Essential Drugs List,, HAI Europe, EMEA, 
· Establish channels of information between the organization in order to increase the knowledge about the mechanisms and successful experiences that can be used to champion the cause. (ie, a Forum )
· Train Organizations and promote its Advocacy activities and a collaborative network with doctors. 
· Establish an Advisory Group for CCF to create a place where CCF can discuss and share its dilemmas and concerns on drugs provision and other issues.
· Provide information about organizations, networks, training opportunities and documentation to support development and implementation of drugs provision if necessary
· Research must be done to increase the knowledge about present sources of information, Successful advocacy interventions, contact organizations and other references on EM   
· Make a Survey about services offered by CCF related with medicines ( Chemotherapy, supportive care, and pain management medicines) in order to better understand their needs of information.                            

