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Cystic fibrosis (CF) is a “model” of international collabo-
ration for therapeutic research, social science research,
development of international guidelines and care manage-
ment all at once, because of its characteristics: a genetic
disease which is progressive, chronic and multisystemic,
with a prevailing impairment of the respiratory function,
and also a “rare disease”, albeit the most common of “rare
diseases” in Caucasian populations.
Globally, the 1980s were marked by the first successful

pulmonary transplant on cystic fibrosis patients and the
discovery of the CFTR gene. “Resignation” gave way to
hope, based on the acceleration of research efforts shown
by the simultaneous increase of articles on this disease.
In France, a greater interest for this disease from med-

ical teams, a better care management by multidisciplin-
ary teams in specialized health centres and the creation
of the National Cystic Fibrosis Observatory (1992)
marked this turning point. In the early 2000s, the na-
tional application of systematic neonatal CF screening
led to a structuring characterised by the recognition by
the health authorities of Cystic Fibrosis Centres (CFCs)
(2002) meeting the criteria of CF care specifications. In
the frame of the National Plan for Rare Diseases, 2 ex-
pertise centres for CF (CF-CERD) were certified in 2006
and the CFTR care sector was identified (2014).
The implementation of the PHARE-M care quality im-

provement program (QIP) (‘A hospital-based program
for improvement of results and expertise in cystic fibrosis
care’) is the logical, yet pioneer, extension of the care
sector structuring for this rare disease. The PHARE-M
puts forward a major development to bring interdisci-
plinarity at the center of the teams’ practice and to
strengthen the partnership with patients and parents to
improve patient care at their CFC.
Indeed, this quality approach targets the clinical

microsystem, which includes the CFC professional team,
patients and their relatives, and professionals in the city
involved in care, because the health results and the

patient’s quality of life depend on the functioning of the
overall system [1]:

– in a systemic vision of the care production process
(the care manufacture): “a system is perfectly
designed to produce the results it produces”

– and the assertion of the interdependency of the
various links: “no one is solely responsible for the
results, whatever they are”

This cultural evolution is supported by a collaborative
dynamic and requires an ethics of cooperation that en-
ables exchanges between CFCs on their results and on
the “potential best practices” identified through bench-
marking. It is perpetuated through the implementation
of measuring tools that allow to follow the results of the
actions undertaken and the facilitation of a community
that exchanges on continuous quality improvement. It is
the subject of research on prevention and healthcare ser-
vices, a token of continuous improvement of care quality
founded on “evidence-based” data.

What was the genesis of the PHARE-M QIP in
cystic fibrosis in France?
The PHARE-M program relies on the success of the
American experience hailed by an article in the Thorax
journal in August 2011 [2]. The triggering event that
occurred ten years earlier was the publication by the
US Institute of Medicine of the article entitled “Cross-
ing the quality chasm: a new health system for the 21st
century” [3].
Immediately following this publication, the American

Cystic Fibrosis Foundation (US CFF) called upon the
services of experts from the Institute for Healthcare Im-
provement (IHI, Harvard) and The Dartmouth Institute
Microsystem Academy (TDIMA). It then observed a
great disparity of survival results from one center to the
next, based on the indicators found in the US Cystic
Fibrosis Registry; it organised a benchmarking visit of
the 10 “best” centers to identify the key success factors;
it decided to release with full transparency the results
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indicators for the various centers; and it made the deci-
sion to establish a Care Quality Improvement Program
in the United States.
From 2002 to 2013, the CFF organized, with experts

from the TDIMA, annual collaborative sessions under
the program and gradually tailored this latter to the
specificities of cystic fibrosis care management in the
USA [4]. The special May 2014 issue of the BMJ Quality
& Safety journal entitled “Ten years of improvement:
innovation in cystic fibrosis care” [5] recounts in detail
that experience and the results achieved.
From 2008 onwards, close ties developed between the

Nantes-Roscoff CF-CERD, the ‘Vaincre la Mucovisci-
dose’ association and the US CFF [6]. In September
2011, the CF-CERD launched the PHARE-M program
with a pilot phase, involving 7 CFCs representing about
1000 patients out of nearly 6000 patients present in the
French Cystic Fibrosis Registry in 2011 [7].

What can be found in this supplement?
Beyond the origins of the PHARE-M program, the pur-
pose of this special issue is to report on the quality ap-
proach implemented since 2012 at the CFCs involved
under the PHARE-M program, its standardization in the
landscape of continuing hospital training and the results
observed in 2015 after three years of ongoing work.
These articles therefore contribute to introducing this
intervention in various clinical microsystems and con-
cern different sectors of cystic fibrosis care, nutritional
care in pediatrics [8], psychosocial care for teenagers [9],
as well as the preparation for pulmonary transplant in
adults [10].
In December 2012, the ministry selected and funded

the PHARE-M Performance research program, which
seeks to assess the impact of the PHARE-M on the evo-
lution of patient health indicators and includes a realistic
analysis “to understand what works, for whom and
under which circumstances” [11]. The description of the
research program protocol [12] and the results of the
quality controls of data transferred to the Registry con-
ducted for that purpose [13] enable to understand the
assessment methods of the PHARE-M quality program
performance and identify their limitations. The conclu-
sion seeks to emphasize the contributions of patients
and parents to this collaborative program for the im-
provement of care quality side by side with the teams at
their CFC [14].
Despite the difficulties related to the transposition and

adoption of such an approach in different cultural and
healthcare systems, we can state that this strategy has
had a profound impact on the network of CFCs trained
in France, with a great satisfaction within the healthcare
teams, an improvement of their interdisciplinary prac-
tice, the development of patient therapeutic education,

and a strengthened collaboration between patients, par-
ents and healthcare staff in improving care, all of the
above supported by a constant research endeavour.

Acknowledgements
To the patient organization Vaincre la Mucoviscidose and the ildys
Foundation for their financial support to the roll-out of the PHARE-M
program.

Funding
Funding was provided by the ministry of Health to the research project
PREPS 12008099 (Decision PRePS Call for Project December 5th 2012)
including the related publications.

Availability of data and materials
NA.

About this supplement
This article has been published as part of Orphanet Journal of Rare Diseases
Volume 13 Supplement 1, 2018: PHARE-M: Quality Improvement Program for
Cystic Fibrosis Care in France. The full contents of the supplement are avail-
able online at https://ojrd.biomedcentral.com/articles/supplements/volume-
13-supplement-1.

Authors’ contributions
All the authors have read and approve the final manuscript.

Ethics approval and consent to participate
NA.

Consent for publication
NA.

Competing interests
The authors declare that they have no competing interests.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in
published maps and institutional affiliations.

Author details
1CF Center, Fondation ildys, Roscoff, France. 2LEPS EA3412, Sorbonne Paris
Cite University, Bobigny, France.

Published: 8 February 2018

References
1. Nelson EC, Batalden PB, Godfrey MM. Quality by design: a clinical

Microsystems approach: John Wiley & Sons, Inc; 2007. https://www.wiley.
com/en-fr/Quality+By+Design:+A+Clinical+Microsystems+Approach-p-
9780787978983.

2. Quon BS, Goss CH. A story of success: continuous quality improvement in
cystic fibrosis care in the USA. https://doi.org/10.1136/thoraxjnl-2011-200611.

3. Crossing the Quality Chasm. A New Health System for the 21st Century.
Institute of Medicine (US) Committee on Quality of Health Care in America.
Washington (DC): National Academies Press (US); 2001.

4. Godfrey MM, Oliver BJ. Accelerating the rate of improvement in cystic
fibrosis care: contributions and insights of the learning and leadership
collaborative. BMJ Qual Saf. 2014;23:i23–32.

5. Stevens DP, Marshall BC. A decade of healthcare improvement in cystic
fibrosis: lessons for other chronic diseases. BMJ Qual Saf. 2014;23:i1–2.

6. Sabadosa KA, Godfrey MM, Marshall BC. Trans-Atlantic Collaboration: starting
from the US Cystic Fibrosis Foundation Quality Improvement Initiative.
OJRD. 2018. https://doi.org/10.1186/s13023-017-0744-8.

7. Pougheon Bertrand D, Minguet G, Lombrail P, Rault G. Introduction of a
Collaborative Quality Improvement Program in the French Cystic Fibrosis
Network: the PHARE-M initiative. OJRD. 2018. https://doi.org/10.1186/s13023-
017-0745-7.

8. Revert K, Audran L, Pengam J, Lesne P. A quality improvement program to
improve nutritional status of children with cystic fibrosis aged 2-12 years

Rault and Lombrail Orphanet Journal of Rare Diseases 2018, 13(Suppl 1):26 Page 2 of 102

https://ojrd.biomedcentral.com/articles/supplements/volume-13-supplement-1
https://ojrd.biomedcentral.com/articles/supplements/volume-13-supplement-1
https://www.wiley.com/en-fr/Quality+By+Design:+A+Clinical+Microsystems+Approach-p-9780787978983
https://www.wiley.com/en-fr/Quality+By+Design:+A+Clinical+Microsystems+Approach-p-9780787978983
https://www.wiley.com/en-fr/Quality+By+Design:+A+Clinical+Microsystems+Approach-p-9780787978983
http://dx.doi.org/10.1136/thoraxjnl-2011-200611
http://dx.doi.org/10.1186/s13023-017-0744-8
http://dx.doi.org/10.1186/s13023-017-0745-7
http://dx.doi.org/10.1186/s13023-017-0745-7


old over a 3-year period at CF center Roscoff, Brittany. OJRD. 2018. https://
doi.org/10.1186/s13023-017-0746-6.

9. Gérardin M, Pesle A, Léger P, Vallet C, Bihouee T, David V. A quality
improvement program for adolescents with cystic fibrosis: focus on
psychosocial skills. OJRD. 2018. https://doi.org/10.1186/s13023-017-0747-5.

10. Danner-Boucher I, Loppinet V, Boxus A. Dary C. Lambert AB: Prieur M, Vallet
C, Tissot A. A Quality Improvement Program to reduce the time on the lung
transplant waiting list at the Nantes University Hospital. OJRD; 2018.
https://doi.org/10.1186/s13023-017-0748-4

11. Pawson R, Tilley N. Realistic evaluation. SAGE Publications, 23 June 1997.
https://www.amazon.co.uk/Realistic-Evaluation-Ray-Pawson/dp/0761950095.

12. Pougheon Bertrand D, Nowak E, Dehillotte C, Lemmonier L, Rault G. Quality
of care in cystic fibrosis: assessment protocol of the French QIP PHARE-M.
OJRD. 2018. https://doi.org/10.1186/s13023-017-0749-3.

13. Pellen N, Pougheon Bertrand D, Gueganton L. Rault G. OJRD: Lessons from
the On-Site Quality Audit of Data Transmitted to the French Cystic Fibrosis
Registry; 2018. https://doi.org/10.1186/s13023-017-0750-x.

14. Pougheon Bertrand D, Minguet G, Gagnayre R. Lombrail P. OJRD: Lessons from
patient and parent involvement in the Quality Improvement Program in Cystic
Fibrosis care in France; 2018. https://doi.org/10.1186/s13023-017-0751-9.

•  We accept pre-submission inquiries 

•  Our selector tool helps you to find the most relevant journal

•  We provide round the clock customer support 

•  Convenient online submission

•  Thorough peer review

•  Inclusion in PubMed and all major indexing services 

•  Maximum visibility for your research

Submit your manuscript at
www.biomedcentral.com/submit

Submit your next manuscript to BioMed Central 
and we will help you at every step:

Rault and Lombrail Orphanet Journal of Rare Diseases 2018, 13(Suppl 1):26 Page 3 of 102

http://dx.doi.org/10.1186/s13023-017-0746-6
http://dx.doi.org/10.1186/s13023-017-0746-6
http://dx.doi.org/10.1186/s13023-017-0747-5
http://dx.doi.org/10.1186/s13023-017-0748-4
https://www.amazon.co.uk/Realistic-Evaluation-Ray-Pawson/dp/0761950095
http://dx.doi.org/10.1186/s13023-017-0749-3
http://dx.doi.org/10.1186/s13023-017-0750-x
http://dx.doi.org/10.1186/s13023-017-0751-9

	What was the genesis of the PHARE-M QIP in cystic fibrosis in France?
	What can be found in this supplement?
	Funding
	Availability of data and materials
	About this supplement
	Authors’ contributions
	Ethics approval and consent to participate
	Consent for publication
	Competing interests
	Publisher’s Note
	Author details
	References

