EDUCATION
THERAPEUTIQUE
MyCovISCIDost

v
Evaluation of transplantation information delivered
to patients and their relatives by the professionals

from Cystic Fibrosis centres and Transplant centres
and from transplanted peer-patients in France

V David?, A Perrin!, D Pougheon-Bertrand?,

R Kanaan3, M Kerbrat*, A Le Rhun! and
GETHEM?

1 CF Centre Nantes, 2 Paris 13 University EA3412, 3 CF Centre Paris-Cochin , # CF Centre Roscoff
> French multidisciplinary group for patient education

41st European Cystic Fibrosis Conference, Belgrade, Serbia- 6-9 june 2018



Objectives

Describing when and which transplantation information

is delivered by CF teams, by professionals in transplant
centres and by peer-patients, to CF patients and their

relatives

Starting from the publication...

J Cyst Fibros. 2016 Mar;15(2):204-12. doi: 10.1016/].jcf.2015.09.002. Epub 2015 Sep 26.
Causes of death in French cystic fibrosis patients: The need for improvement in

transplantation referral strategies!
Martin C1, Hamard C2, Kanaan R3, Boussaud V?, Grenet D>, Abély M®, Hubert D7, Munck

A8, Lemonnier L°, Burgel PR1°.
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Context — Patient Registry Data 2016

6757 patients in the French
Registry - 54,5% Adults

807 transplanted patients alive
(all organs) - 12%

101 pulmonary Transplantation
(TxP)- mean age 31

725 TxP Adult Patients - 20% of
Adults

Impact on mean FEV1 in the
French Registry

51 CF Patients died in 2016 :
— 11 deaths post TxP
— 26 more deaths of TxP Patients
— 14 deaths of non TxP Patients
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Context - Transplantation is supported 100% by
the French public health system

All CF patients can be adressed
timely to a transplant centre by
their CF Team

All patients can be transplanted
if matching the criteria (clinical
and mental)

One transplant centre for CF
children and 7 transplant
centres for CF adults

Average waiting time on the
national waiting list varies from
about 3 months to 3 weeks
depending on the transplant
centre
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Methodology

A multidisciplinary group including professionals in CF
centers and in transplant centers, patients and parents
and statisticians, defined three types of questionnaires
aimed at each of the 3 categories of population
interviewed :

1. healthcare professionals
2. patients and their relatives

3. peer-patients, defined as patients transplanted within the last 2
years who were solicited to share information with patients on
the transition to transplant

* Descriptive and statisticall cross-analysis were conducted
to compare the information delivered by the
professionals and peer-patients and the information
received by patients and their relatives.
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Results from all responses to questionnaires

e Based on 217 questionnaires collected from multidisciplinary
professionals, 55 questionnaires from patients, 30 from their relatives
and 17 questionnaires from peer-patients, it appears that :

— little information is provided at the time of newborn or later
diagnosis and it is only in response to questions asked by patients
or their relatives

— no systematic information is given during the course of the
disease, before the patient's health worsens

— Treatments’ intensification to avoid transplantation is almost
never discussed

— Information provided when the patient is referred to the transition
to transplant relates to :
* the expected benefits of transplantation,
* anti-rejection treatments and their side effects,
* precautions regarding fooding after transplant.

— More rarely it addresses procreation after transplant, back to
studying / working and social life.
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Specific results from patients’, their relatives’
and Peer-Patients’ responses to questionnaires

 Patients and families ask for more comprehensive
information about the course of the disease including
transplantation and new therapies, soon after the diagnosis is
given and as and when the evolution of their health status

* Meetings with peer-patients are recognized very important
by patients entering the transition to transplant but should
be more prepared and organized, including support for the
peer-patient.
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Discussion

Recommendations are being prepared to improve
the information process to patients and their
relatives about transplantation at key moments in
the course of the disease, addressing Professionals’
attitudes and representations and supporting Peer-
Patients interventions.
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Need for general information

1. Professionals should all have minimum knowledge about
transplantation

- a booklet specifically on TxP distributed to all professionals in all CF
centers

- e-learning for professionals is being prepared

- a CF specific University Degree (for both patients and professionals) will
include global knowledge on the disease from neonatal screening to
transplantation and patient education

2. Patients should be given information on the
treatments

- the booklet called “Registry, a tool for Quality Impr
information on transplantation, anticipated decisions
new therapies) should be largely distributed to patie
discussed with the care team

Le Registre : un Outil de la Qualité

- A Mooc for patients and families is under considerati (-

et aux soignants des CRCM

« Mieux comprendre pour mieux agir ensemble »
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Need for individualized specific information given
during the course of the disease since pediatrics
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Need for individualized specific information given
during the course of the disease

5. At the same time as treatment intensification is

discussed with the patient psychosocial issues should be

adressed to take in account the patient life project and
preferences

6. Exchange days between transplant centres and CF
centers that refer patients for transplantation
("satellite to Transplant centres") must be organized to

- reinforce communication between the teams about the referral
process

- specify the role of each team in the information given to the
patient

- integer Peer-Patients, their role in the information to patients

and the support given to them
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Conclusion : need for improvement in
information and education strategies!

Thanks to Patients and Professionals in the GETHEM

&
Thank you for your attention...

...If you have any questions we’ll be happy to answer them!

vdavid@chu-nantes.fr
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