
Announcement of a severe renal fetal pathology detected during pregnancy 

The prognosis of these diseases discovered before birth is often uncertain. Confronted with 

this situation, the parents face a terrible choice: to decide whether or not to perform 

termination of pregnancy (Engelmann, 2002). If this choice is guided by personal 

considerations related to each   psychic, ethical, cultural or religious, it is also largely 

determined by the speech that will be given by the doctors, in particular the way they will be 

presenting the kidney disease that will affect their child. The doctor is himself in a difficult 

position, facing his own questioning, his own fears and his own   performances. The 

announcement is essentially unique and therefore different from one practitioner to 

another. A reflection on the determinants of the announcement on the content of the 

speech on its perception by prospective parents is essential. The study presented here aims 

at providing the necessary elements to this debate by analyzing parents medical interviews 

and how they are perceived by each party. For this, the project will involve social scientists 

and medical teams of three reference centers for rare kidney diseases (Paris, Lyon, Grand 

West) regularly practicing prenatal diagnosis, in conjunction with the Multidisciplinary 

Centres for prenatal Diagnostic (CPDPN).   

Objectives  

Generating a collective reflection regarding the practice of the announcement and the 

presentation of the information regarding renal disease diagnosed before birth in order to 

improve the announcement   and the care of the families and their support. For this, we 

propose a 14-month period:  establishing an overview   of the practices regarding the 

announcement and analyzing them.  analyzing how patients picture it, hear it, integrate it, 

and what is the impact of this announcement on   the parents' decision regarding their 

unborn child [to continue or terminate the and, if they continue, the impact on the 

representation of the unborn child, on the familial relationships after birth (parent (s) - child, 

child - sibling) and on the future of the family structure (couples, siblings)].  Methods 

Methodological tools that will be built are interview guides, semi-structured questionnaires 

and   observation reports. An observational study during consultations will be conducted in 

the various pediatric nephrology units before the completion of the interventional approach.  

Quantitative and qualitative surveys will be implemented in each of the three centers.  

Retrospective quantitative survey 300 questionnaires will be distributed and sent to all 

couples who came for consultation in the three Reference Centres kidney disease (Paris, 

Lyon, Grand West) during the previous three years.  We will conduct an analysis of the 

variables by pairwise multiple correspondence.  Prospective qualitative study Patients and 

their spouses (if present): 15. These couples will be met twice: 8 months and 15 months   

after the after the first announcement by the pediatric nephrologist in the Centre de 

Référence. In total, 30 interviews will be conducted. Meanwhile, it is planned to conduct 10 

interviews with doctors. 15   observations will be performed during consultation with the 

pediatric nephrologist and obstetrician as   well as the psychologist or psychiatrist.  



Regarding the qualitative part, further analysis will be conducted of three types: a thematic 

content analysis of transcripts and an interpretative analysis to avoid clipping caused by 

thematic analysis. The last one will be a speech analysis by using a specific tool called 

Edicode which is based on the   paradigm of the attachment theory. It is an instrument 

designed to gather and quantify the speech produced by the subject during a semi-

structured interview. It is rated by the interviewer and is therefore dependent on his or her 

subjective evaluation. It was constructed within a clinical research perspective 

(Pierrehumbert, 1999).  Throughout the course of the project, we will ensure the 

achievement of the saturation threshold information both for the literature analysis for the 

local investigations. Thus we might end up increasing the number of interviews and the 

number of distributed questionnaires.   

Outcomes 

A typology of the announcement will highlight the specificities of prenatal diagnosis of 

potentially severe kidney disease. This research aims at improving the quality of the 

announcement and its conditions. This study will help to better understand parental 

representations associated with this   announcement. It will also capture the impact of the 

announcement in the course and progression of   thought process of the patients. 

Dissemination within the scientific community will be made through publication(s) in an 

international scientific journal with peer review.  This research will contribute to the 

knowledge of rare diseases by different scientific communities:   social sciences   and 

medicine.  This research will lead to the production of recommendations regarding the 

announcement that will be   discussed within the three Centres de références, CPDPN, and 

more broadly within the scientific   community.  Public use and dissemination for the 

purpose of promoting the project:  Information regarding this research project will be 

released on the websites of the 3 Centres de référence. The Foundation for rare diseases will 

be acknowledged in the context of communications considered.     


