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ADVOCACY STRATEGY FOR SUE RYDER FOUNDATION IN MALAWI

INTRODUCTION.

This paper explains Sue Ryder Foundation in Malawi’s (SRFIM) work, especially its effectiveness to the society and measures taken to improve the problems which the organization had been facing in its implementation in order to achieve its vision. SRFIM works with people living with chronic illness like asthma, epilepsy and physical disabilities.

Its vision is to improve the quality of life and promote social integration and economic independence of people with disabilities and chronic illness. 

Its mission statement is; to provide such treatment for sufferers from asthma and epilepsy and physical disabilities as shall enable them to lead fuller lives and take their place as productive members of their community. At the same time to build resources in the community through the development of a corps of volunteers capable of offering such sufferers understanding and support. In so doing to provide a model of a service to sufferers from these conditions which is replicable within the constraints of Malawi’s economic resources

For this vision and mission statement to be accomplished, there are a lot of constraints. Some of the things which affect the productivity or impact of the organization are poverty affecting the clients, lack of drugs due to economic constraints, stigma and discrimination among the people living with epilepsy and physical disabilities and lack of knowledge of the clients about their rights.

This paper focuses on how poverty affects or hinders the programme from achieving its goals and a case of a client with physical disabilities who has been affected by poverty. It also looks into issues concerning stigma among clients with epilepsy and how the Foundation has been addressing those issues and the ways the Foundation is using to improve its effectiveness to its work. .  

POVERTY IN MALAWI 

Malawi being one of the under developed countries has more people who are poor. Though most of the poor people in Malawi are those who stay in the remote areas, it is rather apparent to see much of the  affected group being, people with disabilities, epilepsy, the elderly and orphans just to mention a few.  “Persons with disabilities in Malawi constitute 4.2% of the population with 90% residing in the rural areas.” – (Disability and mainstreaming manual) 

For one to earn a better living, education is one of the key factors which                                                                                                                                                                                                                                                                                                                                                                                                                                                                                         contribute to the success of the rich people as well as having better job. However, in Malawi people with disabilities and epilepsy are part of the group which is deprived of these services due to either unfavourable set ups of the school or working facilities. Research has shown that: Schools are accessible to only 20% and the workplace accessible to only 26% of the disabled population. Despite having such a lower percentage of access to education and work, the Government and Non-Governmental Organizations are contributing less to address these problems.

The ability of people living with disabilities to earn a living for themselves, rather than depending on others for a living is a cornerstone for economic empowerment. It is important that people living with disabilities have a sustained economic power, in order to meet their needs and contribute towards community development. – (CBR as part of community development 2006) 
Sue Ryder Foundation in Malawi as an organization has been working among this vulnerable group for almost 20 years now. It has been focussing much on the provision of rehabilitation services to the clients with disabilities and provision of treatment to clients with epilepsy as well as asthma. A lot of people have appreciated the job that is done by the organization and one the chiefs expressed his gratitude saying; “if l can be asked to choose which organization have shown much impact in my village, l would choose Sue Ryder Foundation as the best.”

However, since l joined Sue Ryder Foundation in Malawi, I have always thought if the organization is really reaching to the point of achieving its vision which says; “to improve the living standards of people suffering from chronic illnesses (asthma, epilepsy and physical disabilities)” in our impact area. To be flank these clients improve their physical well being, and some of them who have completely gained back their strength are achieving much in life and are able to integrate socially with others and are independently supporting themselves and families economically. One of the family members of the organization’s beneficiaries once said during the SRFIM annual general meeting, “my wife has been a dependable person though she was epileptic because of the support of drugs which SRFIM had been supplying to her for her treatment and though she is now dead due to a different condition l still salute SRFIM for the commendable job the organization is doing to support people who are neglected by our society.” This man was confidently saying this because he had enough to support the wife so that she could truly reach to a person who somebody could say this lady is economically independent. However not all of our clients can manage to continue with a better life since most of them are not educated. Therefore, they cannot find better jobs as well. As for some, it may not be only the education which they lack but also how severe their condition has affected them.

Grant is one of the children living with physical disabilities in Tambala Village, Ntcheu. “I have been responsible to take care of him since 1999 when he was born since his father and mother are both psychiatric clients“ said Grant’s grandmother as she was interviewed by the Physiotherapist during their door to door visit for rehabilitation. Grant developed cerebral palsy at the age of two months after he had been severely attacked by malaria which is one of the most causes of cerebral damage in children.

In spastic cerebral palsy, stiffness may affect all the arms and legs (quadriplegia), mainly the legs (diplegia) or only the arm and leg on one side (hemiplegia). The affected arms and legs are poorly developed, stiff and weak. Cerebral palsy can’t be cured: it’s problems are lifelong. – (Merck Manual 1997) 
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Grant, 11years old.                            Grant’s mother, father and siblings.

Grant’s type of cerebral palsy is that which left him with a developmental problems leading to stunted growth, stiff legs, and severely unlimited in activities of daily living,requiring type of  life long care and assistance. He had been receiving  rehabilitation services by the Malawi Against Physical disabilities programme which offer the services in Government health facilities. Since the distance from Grant’s home was too long to reach the nearest health facility and the guardians had no reliable transport to be taking him to the hospital each month, they decided to stop attending the clinics after one year. It was only after getting the information from some of the community health volunteers about SRFIM’s provision of rehabilitation services that they decided to seek  assistance at the SRFIM mobile clinic in that area in 2008. Grant had been receiving rehabilitation services since then but less improvement have been observed in his condition. It is rather doubtiful if there can be much to be done to improve the condition for the better since the child has remained like that for two years now. Unfortunately the grandmother who takes care of him, his parents and the other four brothers and sister, is old and poor to support all of them for their daily needs. SRFIM as a matter of fact only offers the rehabilitation assistance but on the poverty aspect, there is nothing special offered to the family to support them in their economic welfare. This really affects the organization‘s effectiveness in meeting its goal of making such clients become economically and socially independent. However, though the organization would not provide anything to solve this situation, it can still act as a mouthpiece for those who are suffering like Grant by changing the approach for assistance. This new strategy is of enganging into advocacy activities in order to speak for those who cannot be heard by the policy or law makers.

Another challenge  which the organization face though trying its best to provide drugs to the epileptic clients is stigma and discrimination.

EPILEPSY AND STIGMA. 

Epilepsy is a significant but overlooked public health issue in Malawi. We estimate that 95% of Malawians with epilepsy have no access to appropriate treatment, although the cost of effective medication can be as low as $5 per patient per year. 70% of people with epilepsy can live a 'normal' seizure-free life if given antiepileptic drugs (WHO).

Epilepsy is characterised by repeated seizures, ranging from a short lapse in attention to severe, frequent convulsions. Seizures can occur several times a day to once every few months. Over time, repeated seizures can harm the brain or lead to memory loss, physical impairment or even death. Malawi has no national neurologists and so the accessibility of professional care for the village population is close to zero. (www.sueryderinternational.eu/default)

However Sue Ryder Foundation in Malawi (SRFIM) has been working with people living with epilepsy for more than 20 years now. The organization have been the most reliable source of drugs to these client in the two districts in Malawi. Many people in the project area have always appreciated the commendable job SRFIM is doing to their commuinity. Many people have become seizure free due to taking frequent anti epileptic drugs.

Epilepsy is not currently identified as a healthcare priority by the Government of Malawi even though it is a signatory to the African Declaration on Epilepsy.
Epilepsy attracts great stigma and superstition. People have poorer employment status, fewer opportunities for education, greater vulnerability to HIV/AIDS and exploitation based on gender (including rape), and have a reduced share of basic needs (water, electricity, food). People with epilepsy in Malawi are frequently discriminated against. Women are particularly vulnerable to physical violence. (www.sueryderinternational.eu/default)
Tsankho Mkwangwanya, 23 years of age, from Agabu village in Ntcheu, is one of the young ladies living with epilepsy who has suffered stigma due to her condition.  She had been having generalized epileptic fits as early as when she was two years. She started attending SRFIM clinics at the age of 13 when she was in standard six. However, despite being epileptic, Tsankho is visionary and has always wished if she could finish her school and become economically independent. She has been working very hard in class and managed to pass her junior certificate of education in her second year in secondary school. When she reached her final year in secondary school, Tsankho had been experiencing frequent fits which possibly might have been triggered by fear for the final exam in secondary school. “I cannot continue to waste my money paying school fees for some one who is always having fits now and again when she goes to school“ lamented Tsankho’s sister who had been responsible in paying for her school fees. This affected Tsankho’s psychological life very much. Her SRIFM nurse once commented that: “she has been looking so distressed for the past months and having a feeling of being unworthy in the community and has always complained to me during the clinics that she wanted to be given a second chance to go back to school,“ said Mgwagwa. She added that after observing that she was feeling unworthy in the society, the nurse appointed her as one of the volunteers for the clinic in their area so that she should feel involved and recognized by the community as someone who is able to contribute to the development of the society. 

”Since the time Tsankho was appointed as a volunteer, l have seen her change from a hopeless person to a reliable and confident person. She always wears a happy face these days and has not been experiencing the frequent fits as before,” commented Chimombo. This really proved that when these clients are involved in the society, even their psychological wellbeing is transformed in a positive way. But still being a volunteer is not enough since it is not a job which can assist her to earn a living, Tsankho and others who are suffering like her need more to be done so that the society may realize them as useful people in the society. One of the best ways to assist them is to empower them so that they can speak to the nation about their needs and be heard. 

Right based Approach

This is one of the approaches SRFIM has adopted in trying to promote effective services which will meet its goal. Right based approach is a way of intervention which focuses much on promoting the less represented people to fight for their rights in the soceity. It aims at empowering the  underpriviledged group through enlightening them about their rights so that they are able to speak on their own to the policy makers about issues concerning their livelihood. It is when the change agent or advocate focus on the rights or policies which exist, who is entitled to those rights and who is responsible to address the rights. Whereever there is a right there is a duty bearer to compliment an obligation towards that right. SRFIM as a body stands on the gap to advocate for the less represented people so that those who are responsible in fulfiling their rights can change what they are practising.

Human rights are fundamental moral and legal entitlements that pertain to basic wellbeing and dignity. They are also described as the ‘social and political guarantees necessary to protect individuals from the standard threats to human dignity posed by the modern state and modern markets.‘ Advocacy help to bring change to the laws policies and practices – (An advocacy training manual 2009). For instance, in Malawi, people living with physical disabilities have less opportuinity to education or employment, but in the Constitution of Malawi which is the supreme law of Malawi there is a Bill of Rights‘  which every citizen of Malawi regardless of having disability or not is entitled to those rights. When someone is entitled to something it means that a person can demand for that thing. SRFIM is therefore finding out which rights are its clients entitled to and who is the duty bearer of those rights. The organization also seeks to know if the duty bearers are fulfilling their role and if not the organization is there as a cival society organization to find a way so that the people‘s rights are being utilized as much as possible. One way to fulfill this strategy is through advocacy.

Advocacy is a process of bringing change to the policies, laws or practices. Since it is a process of bringing change, it takes time for change to take place. However, once the change has taken place it will remain like that for a long time. SRFIM has come to realize that if the organization remains a recipient of charity or assistance,,there are more chances of donor fatigue which if the organization does not plan well its clients will soon remain helpless and abondoned because the duty bearer to provide good health services are not fulfilling their duty. One of the rights which most of our client like the people living with disability and epilepsy are deprived is the right to development which states that;

‘Everyone has a right to enjoy economic, social, cultural and political independence. Women, children and the disabled must be given special consideration in this regard‘ .

The Government is required to take all necessary measures towards the realization of the rights to development. This means that they must constantly develop and implement policies and allocate funds to improve people‘s lives. The main aim is for all people to have equal access to basic resourses like education, health services, food, shelter, employment and infrastructure. – (An advocacy training manual 2009)

There are different approaches which SRFIM as advocate can utilize inorder to assist the clients enjoy their rights, some of them which are already in use and have proved to be a success are; 

· through negotiation skills 

· empowering the needy so that they are able to speak for themselves to the policy and law makers.

Negotiating and bargaining with Ministry of Health

“When Levi told me about the lobbying of drugs to the Government through the Minister of Finance, l thought that was a non-starter game. l was afraid that bargaining for drugs with the Government could never be successful, but now l have realized that l was wrong. It is really true that advocacy takes time for real change to be visible.” confessed Kibble who is currently the Executive Director of SRFIM. He had reached the point of confession because he saw the change taking place. At first, SRFIM was purchasing all the drugs needed for the client. However with the western world experiencing economic crisis, the aid was becoming less available and the organization could not manage to purchase enough drugs for the clients. This led the former Director to decide of changing the approach by giving the responsibility back to the duty bearer which is the Government. It has not been easy really to reach up to this extent when we as an organization can appreciate on the support which the Government is doing now. This has all been possible due to the negotiation skills which were used to come to this point. By and by the Government will realize its duty and drugs will no longer become the duty of SRFIM because the Government will have realized its responsibility. That will also help health facilities in the rural areas to have enough anti-epileptic an asthma drugs throughout the year.   

Formation of Associations of People Living with Epilepsy in Malawi

Sue Ryder International, in partnership with the Sue Ryder Foundation in Malawi, is working with Action and other leaders with epilepsy to change people‘s lives through advocacy and empowerment.

We are supporting people with epilepsy to be at the centre of a solution in Malawi. There is currently no representative body (or collective voice) of people with epilepsy in Malawi to participate in consultations on poverty-reduction, or community development. People with epilepsy and their families are already speaking out at clinics and workshops about the discrimination they face. 

Action Amos is one of these advocates and has lived with epilepsy for over 20 years. He writes: 

"I did not fear seizures but lacked knowledge and understanding of my problem. Other people did not understand seizures. Suspicion and beliefs hinder many people with epilepsy in Africa. I needed a chance to build friendships and have a successful, happy life but I was afraid that other people would not accept me as a friend. The most frustrating thing was the effect they had on my education and career options. I was not able to complete junior year of high school and was held back by seizures“.

Despite these obstacles, Action has graduated three times and is now pursuing a Masters degree. He works as a programme manager for empowering peolple with epilelepsy at FEDOMA and has a very supportive wife and two daughters. 

"I would also like so many people with epilepsy to live a life better than mine. Young people should actually aim higher than I did. I would like to see more people come to understand seizure disorders and disabilities in general. People with disabilities sometimes need more assistance than "normal" people, but the ability to share feelings, dreams, and happiness makes every bit of responsibility worth taking."

Action's dream is to work for other people with epilepsy to live and tell a success story despite their medical condition

The Project works in these lines: 

· Fundraising to support the direct delivery of epilepsy care; 

· Intensifying awareness-raising of the prevention of epilepsy; 

· Working in partnership with people with epilepsy, like Action, to advocate for better access to healthcare and reduce stigma; 

· Working in partnership with the Government of Malawi and local stakeholders to influence national health policies and get epilepsy on the agenda. Sue Ryder International in Africa has played a leading role in establishing the National Steering Committee on Epilepsy in Malawi (in 2006) in order to facilitate this.  

Our vision is a world where all people with epilepsy, regardless of the complexity of their conditions or country of birth, will be empowered to realise their full potential to participate in family and community life through the provision of person-centred health and social care. (www.sueryderinternational.eu/default.)

So far, seven districts in Malawi are engaged in these epilepsy association and are being  useful in speaking for people living with epilepsy in Malawi so that they are not deprived of their rights.

CONCLUSION.

To sum it all  Sue Ryder Foundation in Malawi will always consider provision of care to the chronically ill clients with epilepsy, asthma and physical disabilities as their core business. However, introduction of a different approach of Right Based Approach through negotiation skills and associations of people living with epilepsy to empower them  will assist the organazation to achieve its vision fully in all angles since the clients will be able to get what belong to them. This will also contribute towards achieving the Millenium Development Goals to all. 
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