Motivation’s approach to empowering Parents and/or Carers of children with disabilities
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Motivation aims to improve the quality of life of people with mobility disabilities – many of whom are children with cerebral palsy.  In order to realize their maximum potential, families and caregivers need to have the necessary knowledge about the condition and skills to provide the care needed. To this end Motivation works through community based organisations (CBO’s) who are already working with this target group and empowers them to use a training package containing well-tested techniques and methodology to ensure optimum transfer of knowledge and skills to the parents and carers. 
The Parent/ Carer training package is a modified version of Hambisela, developed in South Africa by the Cerebral Palsy Association (Eastern Cape). The London School of Hygiene & Tropical Medicine and key contributors including Motivation reviewed and further developed the package. Motivation is delivering this package through various programmes in Africa and is focusing primarily on developing local skill to deliver it. Rehabilitation workers with sufficient experience and background knowledge are trained as Master Trainers, who then train Facilitators to run groups with parents where they closely follow the training material to pass on knowledge and practice skills and techniques. This approach enables a rapid scale up to allow the programme to reach the high numbers but avoiding large group sizes. This is only possible due to the simple and effective training tools and methodology. 

Community workers and Community-Based Rehabilitation (CBR) projects encounter large numbers of children with cerebral palsy and their families who are frequently under-served because of lack of skills and knowledge in managing this complex disability. In Motivation’s work with supportive seating for children and adults, Cerebral palsy (CP) is the most common condition among the client base. This is reflected in worldwide statistics for the prevalence of CP of 1 in 278 children
. Cerebral palsy is defined as damage to the brain, primarily causing problems with movement and posture, and often communication, eating and drinking, seizures, learning, and behaviour. There are many possible reasons why a child may have cerebral palsy. A cause can be any incident that causes damage to a part of the brain, or which affects the development of the brain, such as lack of oxygen. This damage can happen either (1) before birth, (2) during birth, or (3) shortly after birth. Often the doctors do not know the cause. Some examples of causes include:

· Infections during pregnancy
· Alcohol and other drugs during pregnancy
· Difficulties at birth 

· Baby born too early

· Brain infections in young children, e.g malaria, meningitis.  

We have not seen research, but anecdotal evidence suggestions that incidence of CP in malaria areas in Africa, is higher than recorded in other parts of the world.
Impact on children and their families
CP can affect every aspect of a child’s life. For example, many children struggle to communicate and therefore have restricted social interaction. Many are unable to hold their body up against gravity and are dependent on a caregiver for everyday activities: even basics of life like eating, drinking and sleeping. Having a member of the family with CP therefore has a major impact on the family. From a sample size of 143 parent/carers surveyed for the baseline information in our project in Malawi, we found that the families, especially the main caregiver are isolated and many feel helpless, frustrated and anxious.  This was also found in research by London School of Hygiene and Tropical Medicine in Bangladesh.  A major contributing factor is the stigma commonly attached to a person with CP. In many communities, having a disabled child is considered a curse or a sign of having sinned. 
Furthermore, caregivers lack knowledge of the causes of their child’s disability, as well as not knowing how best to care for them. There challenges are further compounded by the fact that resources are scarce – many children do not have access to therapy or assistive devices. In addition, few therapists in less resourced areas have specialist knowledge of CP.
Contents of the training package
The training covers a broad range of needs beyond the purely physical and has an adult learning approach. Skills are practically taught and knowledge shared through the experience of the group, providing information and developing confidence. It is a complete package with manual, activities and display photos which is pitched at parents with a language and methodology that they can understand. This makes it a package that can fit well into existing structures at community level. It adds to existing skills of community workers, enhancing their role and giving them more to offer families.  

The manual is broken down into 10 modules which cover basic information on cerebral palsy, understanding the child and their rights, skills to support development such as correct positioning, feeding and communication, information on assistive devices and guidance on how to set up parent groups. 

Benefits for  parents   
Both qualitative and quantitative feedback collected from parents and caregivers who have participated in the training has pointed to a very positive impact for both the child and carers. During interviews with 126 parents and carers in Uganda in 2015, 75% parent/carers interviewed reported ‘good’ improvement in health and well-being in key areas of their children following the parent/carer training. This graph shows the feedback from our follow up questionnaires based on responses from 93 parent/carers in Uganda in 2014.  Confidence levels increased, while on the right it shows how feelings of isolation reduced as parents were integrated into groups.  
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 Implementation
Facilitator training is run by Master trainers – who can be therapists or experienced CBR workers with sound knowledge of CP and the training package, with links to a CBO.  Their role includes mentoring and supporting the facilitators as they run parent groups in communities.  
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The facilitators can be therapists or CBR workers already working with groups or in some cases parents can take up this role. The facilitator training covers the package content, introduces adult learning principles and facilitation skills as well as providing opportunity to practice presenting sections of modules to peers and to a parent group.  Facilitators ideally operate as part of a programme run by a CBO. Parent groups ideally consist of 8-10 members to allow full participation and enable members to build up supportive relationships. This approach enables a rapid scale up to allow the programme to reach the high numbers but avoiding large group sizes and is only possible due to the simple and effective training tools and methodology
Feedback from facilitators
· “The lessons are very practical – the mothers learnt new skills to take home This was more than physio!!’  Written as feedback by a physiotherapist
· Parents are more open to share and participate using this approach. ”

· Participation and group problem solving makes learning fun

· Children can learn through everyday activities

Summary
Motivation’s approach encourages 

· Capacity building of local CBOs 

· Through training Master trainers who can train further groups of Facilitators

· Who roll out training to parent groups in local  communities

· Content is focused on child and families’ needs 

· All aspects of a child’s needs including play and community integration

· Community integration requires creative solutions and support from the community 

Case study of a mother and child:  The impact of the training
Miriam is the young mother of Doreen, an 11 year old girl with Cerebral Palsy and live in Uganda.  Miriam left her husband as his negative attitude towards their daughter prevented her from seeking medical attention when needed saying instead ‘she should leave her to die.’. Miriam was determined to support her daughter so she moved to her family’s village where she joined a parent group for support and to share her experiences. 
Miriam attended the Parent / Carer training course at her new local parent support group, where she learnt for the first time that epilepsy, for which her child first received medication at the age of three, was not contagious. Empowered with this information she was able to educate her family resulting in a more positive attitude and, for the first time, the ‘sharing of cups and plates’.
Since completing the course, Miriam has seen a lot of changes in Doreen,. She is now standing with support from others, and can hold her head up when sitting in her wheelchair. Miriam has been able to apply what she learnt in the Play module to stimulate Doreen, and always ensures that there is someone to play with her daughter. Doreen, now tries to hold a cup on her own, although she needs help to bring it to her mouth. She communicates by pointing with her eyes - she shows she is hungry by looking at food and indicates she needs to use the toilet by directing her eyes to the place where her potty is stored. This has made it a lot easier for Miriam to take care of her.

“Because of the training, Doreen, is now able to communicate. I now know what she needs. The way of looking after her is much easier, because she lets me know what she needs and what I have to do for her” – Miriam 24th October 2014. 

Miriam says her increased knowledge is helping to show others how to interact with her daughter.  This is making life easier and happier for her as she gets more time for other tasks and gets to see joy in her child when she goes off to play with her friends.  With her new-found confidence, Miriam was selected to attend a facilitator training workshop in November 2014.  She is now running two parent groups in her community, through which she will be able to empower other mothers and caregivers. 
� Pediatrics (2009) http://pediatrics.about.com/od/cerebralpalsy/a/409_cp_stats.htm 





