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Where I stand

A social anthropologist

A mother of a 4 years old child with CF



Cystic Fibrosis: “the most frequent of rare diseases”. 

In France

1 birth/2500

Since 2002: newborn screening 

45 CRCM (Centre de Ressources et de 
Compétencesde la mucoviscidose – Center 
of Resources and Competences of Cystic Fibrosis)  





1/ Situation in Palestine

2/ The case of diagnosis 



In Palestine

Cystic Fibrosis 
talayyuf kayssi :(تليف كيسي)

Palestine as a « low resources
country »: 

A general lack of: 
resources
awareness
specialists



Specific challenges in Palestine

Political context: occupation and 
colonization

Situation of structural Uncertainty 



Caritas Baby Hospital 
(Bethlehem)

Provides sweat test
120 cases 



2010-2012
“Cystic Fibrosis Rehabilitation Clinic”
Flagship program



ISRAEL

5 CF centres 



“Negligence”

• Negligence on the part of the public authorities: 

“It is not worth for them to implement a very expensive 
program for so few people”

• Families feel neglected 

• High level of “non-compliance” or non-
adherence to treatments



Research questions

What are the obstacles faced by CF patients and 
families to get access to a treatment?

What are the difficulties faced by physicians?

How can we research a largely unknown 
disease? =>> Qualitative methodologies



Methodology: 2016-2017

• Interviews with health professionals 

• Interviews and observations with 30 families 
in the areas of Nablus, Bethlehem, Hebron 
and Jenine.

=> Why are patients “non-compliant”? 



Obstacles to care

Costs and availability of medication

Abdallah: “Sometimes they do not give us enough Creon (pancreatic 
enzyme), so I try to save by reducing the dose: instead of 8-9 pills, 
I take only 6-7…”

Daily physiotherapy hardly 
available





Mobility and access to care

Cost of consultation and 
transportation

Length of the journey



“Denial”

Conflicts of priorities



The case of diagnosis

Is CF too rare, or is it underdiagnosed?



The case of diagnosis

Earlier diagnosis as a major factor to improve 
and extend the life of CF patients. 

In France = systematic newborn screening 
implemented in 2002

“Care pathway”: regular appointments in CRCM, 
daily physiotherapy at home (paid by social 
insurance)… 



The case of diagnosis
Mother of Amjad, 2 years 

“we had a first boy, he got sick, he went to the hospital for 
2 weeks but they told us he had a cold and asthma, they 
did not diagnose him and he died, we did not know he had 
this disease. But when I had Amjad, he had the same 
symptoms: he lost weight and his lungs were not well. We 
went to the hospital, they told us again “a cold”. I stood 2 
weeks at the hospital with him in Jenine. He was always 
losing weight and vomiting, had diarrhoea. They told us 
that is was a bacteria in the milk, they did not told us it 
was Cystic. Until they sent us to Maqassed [hospital in East 
Jerusalem], we saw D. Nisreen. They made tests and they 
told us that he had this disease.”



The case of diagnosis

• Relief

• Shock

• Explanations



Conclusion

« It’s a struggle »

Necessity of a multidisciplinary CF centre in 
Palestine. 



Thank you!












