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Late 2007 !eldworkers paid a home-visit to a poor family 

with four children in Kalimantan, the Indonesian part  

of the island Borneo. The family lived isolated in a  

wooden house. Their income was mainly derived  

from the work in the forest with an average of IDR 

10,000: about US$ 1 per day.

In 2003 already !eldworkers of a rehabilitation 

programme had come across Johana, the oldest 

daughter of the family, and identi!ed her with  

cerebral palsy. They referred the then 7-year old girl 

to hospital where the !eld diagnosis of cerebral palsy 

was proven incorrect. The doctor diagnosed her 

with muscular dystrophy. Medicines (vitamins) were 

prescribed and the child returned home. The father  

later said that the doctor in charge had told him  

what could be expected to happen to his daughter 

and that no follow-up was needed. In 2007 the father 

sought contact with !eldworkers of the rehabilitation 

programme again, this time for both his daughter and 

his 8-year old son. They !eldworkers referred them to 

the hospital. Johana’s condition had got worse. She 

had severe contractures in hips, knees and ankles and 

could only squat. Johana had been to school for only  

3 years, but at the age of 8, she wasn’t able to go to 

school anymore. According to the doctor nothing  

could be done for her. When !eld workers met her 

brother Valentinus, they noticed that also he was having 

a disability. They told him he had diplegia because of 

cerebral palsy and referred him to hospital. There it 

turned out that the diagnosis the !eld workers had  

given to Valentinus was wrong too. The doctor 

diagnosed him with muscular dystrophy, like his sister. 

Similar brief remarks on the referral note state that 

no treatment was indicated for him either. Without 

receiving any service they had to return home. 

During the home-visit in 2007 the father showed his 

anger with the hospital: his children were not helped  

at all. Yet, he had hope that one day they would  

recover. He had constructed a wooden aid for Johana, 

which allowed her to move herself in a sitting position. 

He said that his son Valentinus “was strong as he was 

walking, though at times fell as well”. Valentinus didn’t 

go to school as the distance of 4 km was too far for him 

to walk. 

Background information

Assessment in hospital showed that both children 

su"ered from muscular dystrophy (MD) and not 

from cerebral palsy (CP). The !eld workers had 

given both of them a wrong diagnosis. With wrong  
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intervention, further damage could have been done. 

Intensive physical exercises for example, which are 

preferable in case of cerebral palsy, may worsen 

the condition of a child with muscular dystrophy.  

On the other hand, speci!c exercises to prevent 

secondary problems, like contractures, and to slow 

down the degeneration of muscles, are of main 

importance.

The incidence of muscular dystrophy seems to be 

higher in the culture of the Dayak than in other parts 

of the world. The local Dayak population used to live  

in so-called ‘long houses’. In these communal houses  

the extended family with aunts, uncles, cousins etc.  

used to live together. Intermarriage was common. 

Nowadays very few long houses still exist as central 

government in Java decided that this form of 

living didn’t match the Javanese morality and was  

considered unhygienic. This development was part of  

a civilization campaign, aimed at the isolated 

populations like the Dayak. In fact, this communal 

way of living was seen as a threat to national stability  

and security. 

Muscular dystrophy is a hereditary muscular disease, 

causing progressive weakness of the muscles that  

move the body. Depending on the type of muscular 

dystrophy life expectancy can be relatively short,  

causing death in the late teens - mid twenties. 

Nevertheless, it is not acceptable to talk openly 

about death in the Dayak culture. Therefore medical 

experts often feel uncomfortable to diagnose 

muscular dystrophy and to talk about prognosis.  

The rehabilitation experts do not do so; doctors do  

not talk about it, neither do the !eldworkers. 

Competencies

The participant:

•  learns where to !nd information about disease and 

diagnosis

• critically analyzes medical as well as social situations 

• re#ects on roles and responsibilities of target groups 

•  re#ects on sensitive cultural issues and ways to  

bring these into the public

Session preparation

Setting: 

the !rst part is prepared in groups of 2-3 persons 

and presented and discussed in a plenary session 

afterwards. The second part, the role-play is performed 

in four smaller groups.

Approximate duration: 

• preparation !rst part: 45 minutes

• presentation in plenary: 45 minutes

• preparation role-play: 15 minutes

• role-play and discussion: 60 minutes.

Required materials: 

#ipchart, markers.

Suggested session design: 

Questions and role-play

First part

Read the case study and discuss in the group the 

following questions:
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Questions

1.     Search for information on muscular dystrophy in 

books or on the Internet. What treatment should be 

given to children with muscular dystrophy? What 

can !eld-workers do for these children? 

2.     How can the chance of misdiagnosis by the 

!eldworkers be reduced?

3.     Besides the idea of misdiagnosis, could you think 

of other reasons why the two children received a 

wrong diagnosis?

4.     What could be the needs and expectations of the 

family?

5.    Use the method of mind mapping to illustrate 

the situation as you see it. Write down all things 

that come in mind if you think about the disease 

and possible related factors that contribute to 

the severity of the disease. If necessary, cluster all 

relating factors in groups to create more clarity.

A mind map is a graphical way to represent ideas 

and concepts. It is a visual thinking tool that helps 

structuring information, helping you to better 

analyze, comprehend, synthesize, recall and 

generate new ideas. The power of mind mapping 

lies in its simplicity. In a mind map information is 

structured in a way that resembles much more 

closely how your brain actually works. Since it is 

an activity that is both analytical and artistic, it 

engages your brain in a much richer way, helping 

in all its cognitive functions.

6.    What possible treatment should be o"ered in this 

situation?

 

 

7.    Identify the di"erent target groups that are related  

to the case study. Draw a diagram of the relation 

between the target groups and explain the referral 

system.

8.    What are the roles and responsibilities of the 

di"erent target groups in your diagram? Try to 

relate them to the problems that you have drawn in 

the mind mapping exercise above.

9.    How can the !eld workers be taught to identify the 

needs and dreams of Johana and her siblings and/

or family? 

10.  Do you think the three months training would be 

enough for the !eldworkers to make the right 

diagnosis? What do you suggest to improve the 

referral system?

11.  In what way can sensitive subjects such as death be 

discussed in the community and what are possible 

methods of raising awareness and changing 

attitudes? 

Second part

Role-play

For this assignment, the group will be divided into 

four di"erent subgroups. One group represents the 

!eld workers, another group the hospital sta" and 

rehabilitation experts, the third group represents the 

village traditional and religious leaders and the fourth 

group a parents’ group of which Johana’s father is a 

member.

In preparation each group should come together and 

identify the persons they represent:

• What is the special interest of your group? 

• What is your expertise? 
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•  What can you contribute to facilitate the identi!cation 

and diagnosing process?

•  What can your group do to facilitate the awareness 

raising process?

After the preparation of the subgroups, the 4 groups 

perform a role-play. In this role-play there are two 

problems to identify: !rst is the di$culty of giving the 

right diagnosis because of ignorance or hesitance, 

second is the lack of awareness on muscular dystrophy 

among the community members. The objective of the 

role-play is to develop a plan of action to improve the 

diagnosing process and to raise awareness on the issue 

of muscular dystrophy. In this plan it is clear which role 

and responsibility each stakeholder has.

 

Considerations

This case study shows the importance of good quality 

training. Just training !eld workers as extra pair 

of hands is not enough. There is a strong need for  

well-trained sta" who are able to solve problems, 

critical thinkers, creative thinkers but also sta" who 

know what they are doing. This means that training 

needs to take care of both content and process.  

The latter is probably mostly lacking in CBR training;  

the !rst is always a matter of seeking compromises. 

Training of professional rehabilitation sta" takes at 

least 4 years. Training of !eld workers usually comprises 

a period between 3 month and at most 2 years.  

This means that choices need to be made regarding the 

content. It might be better to train !eld sta" very well 

to manage a number of most prevalent conditions than 

to train them more super!cially and covering a broader 

number of subjects. Continued periodical education and 

training on the job are highly recommended.

Recommended reading

•   Cornielje H, The Development of Critical Thinking 

Skills in the Primary Health Care Workers Courses 

at the School for Primary Health Care in Alexandra,  

South Africa, 1994, Adult Education and  

Development, No. 42  (DVD).

•   Cornielje H, Ferrinho P, Community Development  

Skills: essential component in the training of 

community rehabilitation facilitators at the Institute 

of Urban Primary Health Care in South Africa, 1995, 

CHASA Journal of Comprehensive Health, Vol. 6, No. 1,  

pp 28-32, (DVD).


