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Introduction
This resource pack is designed to help teacher educators engage students in thinking about and planning for improving educational outcomes for learners with albinism (LWA). It has come about as part of a broader ranging project – Albinism in Malawi and Zambia (AIMZ) - looking at how learners with albinism can be effectively supported in education. Many of the outputs of this project make up the resources in this pack If you are online they (and others) can be found here. It can be used in pre-service teacher education or as a part of in-service education. It is designed to be flexible in that the teacher educator can use as much or as little as is needed to suit the target audience and the time available. Students might be following a general introduction to inclusive and special education as part of their pre service training or students / teachers pursuing a more specific course in inclusive and special education. It might also be of interest to various non-governmental organisations (NGO’s) who are involved with disability issues and / or education. 
For consistency of use the document will refer to the ‘teacher educator’, and the ‘student’, throughout. Of course depending on the situation these terms might not always exactly reflect the specific users. It uses the term ‘learners with albinism’ (LWA) to include pupils and students at pre-school and school, though much of this content will also be applicable to people with albinism in other levels of learning such as colleges and university.
It is an Open Educational Resource (OER). In other words parts or the whole can be photocopied, or otherwise reproduced, and integrated into other teaching materials without any infringement of copyright and at no cost (though it is considered proper professional practice to acknowledge the original source if it is used this way).

[image: ]The resource is made of a number of specific items. This item (the overview, [R.1]) provides some general background guidance and ideas as to how the other items can be used to create a learning experience for students that will help them consider how they can become more effective teachers of LWA. The resource is available in print, as a CD or online. There is a list of further useful contacts and reading at the end of this document.















Resource-pack contents:
Read this overview to familiarise yourself with the range of resources in the pack.

	Resource-pack contents



	Resource one 	
	[R.1]
	Overview and guidance – 
This is what you are now reading and provides general background, guidance and ideas as to how the items in this resource pack can be used to create a learning experience for the students that will help them become more effective teachers of LWA.


	Resource  two
	[R.2]
	Information for teachers (Malawi) – 
A simple, illustrated booklet that provides basic information for teachers as to what albinism is, the challenges that LWA with face, and what teachers can do to help overcome these challenges.


	Resource  three
	[R.3]
	Information for children – 
A simple booklet with photographic illustrations aimed at children that explains to them what albinism is, what they can do to make sure that they stay healthy and what teachers can do for them in school to help them learn effectively. 


	Resource  four
	[R.4]
	Information for children – (Chichewa version)
The same as [R.3] but in Chichewa (there are currently plans for  versions in other languages).


	Resource  five
	[R.5]
	‘Love Builds’ – Radio Drama
Radio drama tackling issues around albinism and education. This has already been broadcast on stations in Malawi but, like all other materials in this pack, is free to use.


	Resource six
	[R.6]
	Machinga Teacher Educator Workshop  Materials
This a detailed and extensive set of activities created by staff at Machinga Teacher Training College to help students explore issues around teaching LWA. It could be used as a whole or parts could be taken and used with other materials from this pack.
There are 6 separate sets of materials, varying from 30 minutes to 2 hours in length.



	Resource  seven
	[R.7]
	Education of children and young people with albinism in Malawi – 
This is a detailed report and offers recommendations for improving the education of those with albinism via the provision of accurate information on albinism and clear guidance from the Ministry of Education. It will be very useful for you as the facilitator to be familiar with it. It would be useful to students with a particular interest in albinism / VI and those studying Inclusive and Special Education as a specialist course at any level.


	Resource  eight
	[R.8]
	 Families influencing the education of pupils with albinism in Malawi – a prism for educational, social and health practice.
A conference paper that considers the Malawian context in particular. Through the responses to interviews it examines the manner and extent to which families with experience of albinism might shape the attitudes and practices of teachers, to promote the educational inclusion of this group. It would be useful to students with a particular interest in albinism / VI and those studying Inclusive and Special Education as a specialist course at any level.


	Resource  nine
	[R.9]
	Various TESSA materials – 
These materials are not part of this project but are from the Teacher Education in Sub-Saharan Africa (TESSA) resource. They can be used to help students think about how they could differentiate lessons for LWA. There are many other similar materials available for free use on the TESSA website http://www.tessafrica.net/pan-african-version .












Aims:
This resource should enable you as a teacher educator to:
· Expand your knowledge of how albinism impacts on learners in educational contexts
· Provide a resource base that you can offer to your students and others
· Develop ways in which you can engage your students in a participatory manner to help them consider and improve their teaching of LWA (and students with other support needs in general).

The activities suggested in this resource encourage you to engage your students as active participants in their learning rather than relying on you as a sole source of knowledge and practice. This reflects the theory and philosophy of participatory adult learning in which the student is respected as a person who brings valuable knowledge and experience of their own to the learning situation. It also views them as individuals who can make decisions for themselves with regards to what content and ideas are going to be useful to them in their own context. In this manner you are a facilitator of learning rather than simply a lecturer. It will also be useful in modelling to them the[image: ] sorts of pupil centred teaching and learning that they are expected to engage with in their own classrooms and schools. 







Why this resource?
Approximately one in 4000 people in Malawi has albinism. Although this might not seem to be a very high number the consequences for those who have the condition can be extremely challenging. It also means that during their school career most teachers will come across learners with the condition. Thinking about how they can make their teaching and the school environment in general, more inclusive for these learners will help fulfil national policy, improve their own skills, and improve the quality of life for the learners and their families. 
Research into the teacher training curriculum has shown that there is little material available to support teacher educators and their students with regards to this topic. Engaging with these materials should also help students consider how they include other learners with support needs in their schools. This will help Malawi fulfil its own policy aim of moving to a more inclusive system of schooling and its commitments to various international agreements on inclusive schooling such as the Salamanca Statement and the goal of reaching Education for All.

Albinism
[image: ]If you need to refresh or build your own knowledge about issues of albinism and education then it would be good to read through [R.2] and [R.3] for basic information. If you would like more in depth knowledge then also read [R.7]. Below is an explanation showing how albinism is inherited:

[image: ]

Ideas for working with your students
Using student’s previous knowledge
[image: ]Exactly what format you choose for your session or sessions will depend entirely on your own context. There are ideas below and for you to use or adapt as you see fit. Your student group may well have experience of albinism already: perhaps one has a family member with the condition, or they went to school with a friend with albinism. It is always worth finding out from the group what their own experiences and thoughts are at the start of the session. You might find that there are some strong emotional responses to the topic based on previous experiences and you need to be prepared for that by letting the students know that they are not obliged to share their experiences and that if they feel uncomfortable at any stage of the session they can let you know.
It might be that the group has a member with albinism and it is worth approaching that person beforehand to ask whether they are willing to take some sort of active role in leading the session. Plan together beforehand how you will approach the session. Respect their decision: it might be that they do not wish to take any particular role other than that their fellow students are expected to take.
It is also worth considering whether there is a member of the local community with albinism or who has a family member with albinism who is willing to help you by sharing their story and knowledge. You could also approach The Association of People with Albinism in Malawi (APAM) (contact details can be found at the bottom of this document).
Common controversial issues
Often discussions around albinism will bring up four issues: the first is the issue of what to call people with albinism, the second (and related) is the use of pejorative names, the third is whether it is a disability or not and the fourth is the topic of myths that surround albinism.
[image: ]The first two are common discussions with a variety of disabilities and need to be discussed in the wider framework of inclusion. An inclusive philosophy recognises that individuals, although different in many respects (whoever we are) are se of equal worth as human beings before any other defining characteristics. It also means respecting the views of the people under discussion. How do people with albinism like to be represented? Is there a consensus?
What names are used in local languages to identify people with albinism? What might these names reveal about attitudes and beliefs about the condition? The participants in the research described in [R.8] were clear that teachers needed to be educated about appropriate use of terminology. One respondent noted;
When they say napwere it is totally rude; it is some-thing (not a person), a thing that is not matured; this name is not good for us. Always we are frustrated with this name. Mazungu dala- just wanting to be like a mazungu but not really. When they say napwere in Chichewa they are saying something left to be matured … That is what they mean; something that is not yet matured. Elizabeth (adult female, with albinism)  
The issue of myths that surround albinism needs to be approached sensitively. Some respondents in the research above were wary of paying too much attention to them in case people focussed too much on these:
The radio programme should not include the negative myths/stories because this will be like encouraging the nation/people to continue with their negative mind/attitudes towards albinism. People should know that a person with albinism is like anyone, the programme should inform the nation the positive information only. William (Male. Deputy Head with albinism)

Whilst it is important to be aware of the danger raised above it is also necessary for teachers to be aware of such myths / stories so that they can counter them by providing positive stories and examples by treating their LWA’s just as they would treat any other of their learners. 
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Possible structures for learning sessions

1. 1. You could use some or all of the ‘Units’ developed by Machinga Teacher Training College. These can be found here [R.6]. They are very comprehensive and full of good ideas to encourage active thinking and participation from students. It would be useful to use 
[R.2] and 
1. [R.3] alongside the units as they provide much of the background information to support the activities.

	
Machinga Teacher Training College: Units and approximate timings – 

Unit 1 – Albinism                                                                1 hours 30 mins

Unit 2 – The Cause of albinism                                         1 hours

Unit 3 – Characteristics of learners with albinism          30 mins 

Unit 4 – Myths associated with albinism                          1 hour

Unit 5 – Challenges faced by learners with albinism      1 hour 30 mins

Unit 6 – Ways of assisting learners with albinism           2 hours  





If you only have time for a shorter session with your students the following structure is an example of what you might do in a three hour time allocation (whether in one block or sub-divided). 
2. A three hour session exploring teaching learners with albinism
	 Programme – 

By the end of the session we hope that you will have:
· Familiarized yourselves with some key materials with regards supporting learners with albinism in education 
· Explored how you might use these with your learners
· Discussed how lessons in schools might be differentiated / adapted to suit the needs of learners with albinism
· Reflected on the value of the materials and how they might be further improved

Introductions – who are you? Why are you here? What experiences do you have of albinism? (30 mins)

Exploring the materials in groups – split your group into 4’s and hand out half the groups copies of 
[R.2] and the other half copies of 
[R.3]. Give them 30 minutes to explore the hand outs. (30 mins)

Sharing ideas between the groups – get the groups to share their thoughts on the hand outs: have they learned anything new from them? Did they have any questions about them? (30 mins)

Adapting a lesson to suit the needs of learners with albinism – give the groups a set of the TESSA materials from [R.8] . Half should have the lesson on the weather observation and half the lesson on charts / graphs. How would they adapt these lessons to accommodate LWA? (Alternatively the students could bring along their own lesson plans and do a similar exercise working on groups). (30 mins)

Sharing ideas on the adaptations – let the groups share their idea for modifications. (15 mins)

Next steps – what do the students need to do next to reinforce their learning from the session? 

Evaluations – how useful has the session been? How useful will the materials be to them as teachers?




3. A session based on the radio drama, Love Builds
	Programme – Using Love Builds, a radio drama

In the resource pack you will find [R.5] – Love Builds which is a thirty minute radio drama dealing with issues of albinism at school. This has already been broadcast in Malawi where it received very positive feedback. 


By the end of the session students will have:
· explored some key issues with regards to supporting learners with albinism  
· decided how they might change their practice in the light of this exploration
· discussed how  schools, families and the community can work together to best support learners with albinism
· Reflected on the value of the programme and how it might be further used.


[image: C:\Users\darg1\Desktop\E Back Up\CU albinism project\jpegs drawings\friends and sun protection.jpg]Familiarise yourself with the programme before using it with groups. There are times when you will want to pause it before the narrator speaks or you might find that he does your students’ thinking for them! Below is a suggestion for a structured session with students using the programme as a basis for discussion. But, as with all the materials in this pack, feel free to adapt it to suit your own needs. You can reinforce the students’ learning by using it in conjunction with [R.2] Albinism information for teachers and [R.3] Albinism information for children.

This activity could be done in an hour but could easily be extended.


“Madalo is a 9 year old girl with albinism. Her quest for education is challenged when she faces stigma and inadequate support from peers and society. Zgambo, a new teacher at her school, is convinced that teachers, pupils and society can do better to address her needs. He believes LOVE BUILDS.“ 

The other two main characters in the story are: Mrs Namba, the school head, and Madalo’s Maths teacher, and Miriam, Madalo’s mother.

The Classroom; 00:00 – 04:50
Stop at 04.50 minutes – 
Why is Madalo having problems reading from where she is sitting?
What is the reaction of the pupils to her attempt?
What is the reaction of Mrs Namba? 
How would you respond as a teacher in this situation?
The teacher threatens ‘heavy punishment’ to the children who are whispering about Madala: is this the best way to deal with the issue?

Playing football; 04:50 – 08:40
Does Mr Zgambo respond appropriately to the situation?
How would you respond if you came across such a situation as you walked past an area where children were playing?

Visit to Madalo’s mother: 08:40 – 13:30
At one point Mrs Manda says: ‘Just a little more effort is required…’ how helpful is this comment?
Madalo’s mother is upset – how could Mrs Manda respond to this?
“What should I do then?” (12:00 mins) – How would you respond to this question?

The staffroom: 14:00 – 21:00
What do you think of the teacher’s response to the children? Does he give an appropriate explanation?
Do you think that changing pupils’ behaviour and beliefs in can be so easily achieved?

Madalo at home; 21:30 – 24:40
In this section the head and the teacher visit Madalo’s home to try and persuade her mother to send her back to school. Before you listen to this section think how would you convince Madalo’s mother, Miriam, to send Madalo back to school? Perhaps do a short role play, taking on the various characters. Then listen to the programme – did your ideas / role play go similarly to the story?

The children’s’ response; 25:00 – 30:00
The narrator says that things changed ‘slowly’ and that the mother was not the only one to change. What does he mean by this? 
What lessons might these changes have for us as teachers, students, parents, community members? 

Can we reflect on anything in our own attitudes / actions that need to change – even if only slowly – towards people like Madalo or any others who are excluded from life in school and the community?


If you think the story is effective at raising awareness and knowledge around albinism, why not offer it to your local radio station for broadcast? It is free for them to use. 




4. A session for post graduate or other specialist  students based on the articles; Education of children and young people with albinism in Malawi [R.7] and / or, Families influencing the education of pupils with albinism in Malawi – a prism for educational, social and health practice Malawi [R.8] .
	Programme:

There are many ways in which you can use one or both of these (below is just one set of ideas);

 
Ask the students (perhaps in pairs or small groups) to consider the following:

· What is the focus of the study?
· What are the stated aims of the study?
· How have the authors gone about conducting the study?
· Are the methods they have used appropriate for the study?
· What are the main findings of the study?
· Are these findings a fair reflection of the evidence that they have presented?
· Can you identify any weaknesses in the study in terms of the methods used, the evidence presented, the conclusions drawn, and the general presentation of the work?
· What are the main lessons that we can draw about supporting learners with albinism from the studies? Think about this at the level of a teacher, a school, and the education system as a whole.
· What further research would be useful in improving our knowledge with regard to the appropriate support of learners with albinism?








[bookmark: _GoBack]Useful websites, organisations and further reading
Websites
Most of the materials that are in this resource pack can be found at Dr Patricia Lund’s web site. This also has other materials that might be of interest.
……….
The National Organisation for Albinism and Hypopigmentation (NOAH) is a North American organisation that has a useful website, but please note that it is targeted at the North American audience. Despite this it is interesting how many of the educational interventions that it describes as being appropriate for LWA are easily applicable to the Malawian context - http://www.albinism.org/faq/students.html  
……….
The ‘Albinism in Africa’ website – This  web site is still under construction but will take in research interests ranging from genetics to the socio-cultural realities of living with the condition in sub-Saharan Africa, through education to cultural representations of albinism. Keep an eye on it - http://albinism-in-africa.com/ 

Organisations
The Association of People with Albinism in Malawi (APAM), FEDOMA Offices, P.O. Box 797, Limbe, Blantyre Phone: 01 840 547 \ 0999352876 \ 0999647814, Email:  albinoassociaton@yahoo.co.uk

Further reading
Braathen, S.H. & Ingstad, B. (2006) Albinism in Malawi: knowledge and beliefs from an African setting. Disability & Society, 21 (6), 599-611.
Dart, G., Nkanotsang, T., Chizwe, O. & Kowa, L. (2010) Albinism in Botswana junior secondary schools a double case study. British Journal of Special Education, 37 (2), 67-77.
Lund, P.M. (2005) Oculocutaneous Albinism in Southern Africa: Population Structure, Health and Genetic Care. Annals of Human Biology, 32 (2), 168-173.
Lund, P. M. and Gaigher, R. (2002) A Health Intervention Programme for Children with Albinism at a Special School in South Africa, Health Education Research 17 (3), 365-372.
Lund, P. and Taylor, J. (2008) Lack of Adequate Sun Protection for Children with Oculocutaneous Albinism in South Africa. BMC Public Health, 8 (1), 225. 
Lynch, P. and Lund, P. (2011) Education of children and young people with albinism 
in Malawi. Commonwealth Secretariat, London. Field report for Commonwealth Secretariat. [Online] Available at https://curve.coventry.ac.uk/open/file/aced2b3f-539d-2ef0-1b2c-7adccfc29ab9/1/Education.pdf [Accessed 22nd July 2013].
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My parents both have dark skin.

Why is mine white?
Albinism is inherited. Sometimes thes
person in a family with alb
are more.

We all carry two copies
of an inherited unit
(called a gene) that
produces pigment
(melanin).

There are different forms
of this gene: the A form
produces melanin while
the altered a form does
not.

As you have albinism this
means your parents are
both carriers Ag; the A
form is dominant and
produces melanin (so
they have dark skin, hair
and eyes).

You have inherited the a form from both your
mother and your father, so you do not produce
pigment.

That is why you have albinism

Fertilization: aa resulting in a child with albinism.
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In this case the sperm from the father and the egg
from the mother both carry the altered form of the
gene (a). When they join at fertilization the baby
will be 2 and will be born with albinism.

Albinism in a genetic condition that occurs at birth
and lasts throughout life; it is not a sickness or
disease and cannot be passed on through contact or
touching.




image8.jpeg




image9.jpeg




image10.jpeg




image11.jpeg




image1.emf

