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Presenter Notes
Presentation Notes
Hı everyone. My name is Gamze TAŞTAN. I have been working as a nurse at Marmara Unıversity Selim Çöremen Cystic Fibrosis Center since two thousand and nineteen. Today I will present our cystic fibrosis center to you.
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Presenter Notes
Presentation Notes
I would like to introduce our team to you. Our team consists (kensists) of nurse, Physiotherapists, Dieticians ,Adult Pulmonologists, Psychologist, and doctor. We have three nurses in our center.



PWCF IN TURKIYE AND OUR CENTER

BASIC INFORMATION ON THE HEALTH CARE SYSTEM

ROUTINE CLINICAL VISIT

PRESENTATION 
PLAN

THE MODULATOR THERAPY EXPERIENCE OF MARMARA 
UNIVERSITY CF CENTER

WHAT ARE THE DUTIES OF CF NURSE IN OUR CENTER?

Presenter Notes
Presentation Notes
My presentation plan incloude this topics. PWCF IN TURKIYE AND OUR CENTER.      BASIC INFORMATION ON THE HEALTH CARE SYSTEM.         ROUTINE CLINICAL VISIT.         WHAT ARE THE DUTIES OF CF NURSE IN OUR CENTER?            THE MODULATOR THERAPY EXPERIENCE OF MARMARA UNIVERSITY CF CENTER
�






ECFS PATIENT REGISTRY 
2023

CHILDREN (<18 years) 

 2255 Patient (82.54)

ADULTS (>18 years) 

 477 Patient (17.46%)

CF PATIENTS IN TURKIYE

Presenter Notes
Presentation Notes
In Türkiye there was estimated two thousand and seven hundred patient at two thousand and twenty three according to the registry data.



TOTAL 
PATIENT ADULTS >18 YEARS

CF PATIENTS IN MARMARA UNIVERSTY
2023

442 PATIENT 121 PATIENT
(27%)

Presenter Notes
Presentation Notes
This year we had four hundred and fourty two patient. Adult patient’s percentile was twenty seven



TOTAL 
PATIENT ADULTS >18 YEARS

CF PATIENTS IN MARMARA UNIVERSTY
2024

457 PATIENT 146 PATIENT
(32%)

Presenter Notes
Presentation Notes
These data have not been published yet. However our two thousand and twenty four data are as follows. We have a total of four hundred and fifty seven patients. Of whom thirty two percentile  are adults. 



Two centers were following 
more than 200 patients

Specialized CF 
nurses were working 
in one-third of CF 

centers.

THERE ARE 
27 CENTERS
 IN TURKIYE

Presenter Notes
Presentation Notes
There are twenty seven centers in Türkiye. Two centers were following more than two hundred patients. Specialized CF nurses were working in one-third of CF centers.





MARMARA UNIVERSITY CF CENTER 

4 ROOMS

Presenter Notes
Presentation Notes
This is Marmara University Hospital, and we have four examination rooms.




BASIC INFORMATION ON THE HEALTH CARE 
SYSTEM AND HOW IT IS REIMBURSED OR FUNDED

 All Turkıye citizens, including pwCF, are born 
with social health insurance.

 All outpatient clinic expenses for pwCF are paid 
by the government (except modulator therapy).

 Health insurance also covers IV antibiotic 
therapy and intensive care services.

 Most medications are covered by the social 
health insurance

NOT REIMBURSED

 Physiotherapy Devıces

 Modulator Therapy

Presenter Notes
Presentation Notes
All Turkıye citizens, including pwCF, are born with social health insurance..    All outpatient clinic expenses for pwCF are paid by the government.                       Health insurance also covers IV antibiotic therapy and intensive care services.            Most medications are covered by the social health insurance.  physical therapy devices and modulator therapy are not covered by the healthcare system.





MARMARA UNIVERSITY CF CENTER STANDARDS 
OF CARE 

 CFTR Genetic Test
 Sweat Test
 Inpatient / Outpatient Care 
 Nebuliser Therapy
 Spirometry
 Body Mass Index 
 Sputum or Cough Swab For Microbiology
 Oxygen Saturation 
 Lung Clearance Index

 Oxygen Therapy
 Impulse Osilometry
 Bronchoscopy 
 Lung CT 
 Pulmoner Embolisation
 Enteral Feeding 
 Nasogastric and Gastrostomy Procedures 

ROUTINE IF NEEDED

Presenter Notes
Presentation Notes
You are seeing the standard Protocol and the Protocols performed (pörformd) when needed. Standard Protocols are carried out at every examination without exception.




THERE IS NO SPECIFIC DEFINITION 
OF DUTIES AND RESPONSIBILITIES

OF A CYSTIC FIBROSIS NURSE
IN TURKIYE

Presenter Notes
Presentation Notes
THERE IS NO SPECIFIC DEFINITION OF DUTIES AND RESPONSIBILITIES OF A CYSTIC FIBROSIS NURSE IN TURKIYE 




2 NURSES FOR 50 PEDIATRIC PWCF RECOMMENDED 
IN THE WORLD

OUR  CF CENTER ?

3 NURSES FOR 457 CYSTIC FIBROSIS PATIENTS 
(PEDIATRIC and ADULT)

Presenter Notes
Presentation Notes
Two nurses for fourty pediatric PWCF Adviced ın the world. However, in our center, three nurses are providing care for four hundred and forty seven patients.




Our most important 
duty is providing
patients' medical 

records on time and 
regularly. 

Data entry to the 
ECFS CF Patient 

Registry System has 
been made 

annually by the 
cystic fibrosis nurse 
since 2016 by the 

supervision of MDs.

WHAT DOES CF NURSING INCLUDE
 IN OUR CENTER, TURKIYE

Presenter Notes
Presentation Notes
Some of our duties include the following:  Our most important duty is providing patients' medical records on time and regularly. Data entry to the ECFS CF Patient Registry System has been made annually (enyulli) by the cystic fibrosis nurses.






WORKLIST

ROUTINE CLINICAL 
FOLLOW-UP APPOINTMENTS

 To organise routine clinical follow-
up appointments 

 To identify patients who do not 
come for regular follow-up and 
ensure them to come

CHECKING VACCINATION 
STATUS

 To evaluate vaccination status and 
to apply the missing vaccinations

PFT

 To perform pulmonary function 
tests and provide turbine 
cleaning and disinfection.

MEDICATION USAGE

 To check the use of daily 
medications and give a written 
medication document to the 
patient or family.

Presenter Notes
Presentation Notes
Routıne clinical follow up appoıntments. To perform pulmonary function tests and provide turbine cleaning and disinfection.  Checkıng vaccınatıon( vaksineyşın) status and medication usage




 We ensure pwCF 
communicate with other 
departments.

 We organize the 
appointments, especially 
for patients from other 
centers or countries. 

 We check the nebulizer 
devices of the patients 
whether if they are 
appropriate for their 
mediacations.

Presenter Notes
Presentation Notes
We ensure pwCF communicate with other departments. We organize the appointments, especially for patients from other centers or countries.. We check the nebulizer devices of the patients whether for their mediacations.




 After each outpatient 
clinical visit we check all 
the medical records and 
prescriptions

 We inform pwCF and 
the families regarding 
the next follow up visit

Presenter Notes
Presentation Notes
After each visit, we review all medical records and prescriptions. We provide information for the next visit.





 Teamwork is vital to 
what we do. 

 PwCF are constantly 
reviewed in our 
multidisciplinary 
meetings. 

 If needed, we organize 
the multidisciplinary 
meetings to discuss the 
patient.

 Failure to thrive
 Frequent exacerbations and hospitalizations
 Reduce in FEV1

Presenter Notes
Presentation Notes
Patients are regularly evaluated together with all members of the team. In particular, patients whose overall condition is worsening are closely monitored(manıtır) in order to improve their health status and quality of life.




PROJECTS



Presenter Notes
Presentation Notes
Since two thounsand and nineteen, many studies have been conducted (kindaktıd) at the Marmara University Cystic Fibrosis Center. You can see a few of these studies on the screen.

As nurses, we take part in the data collection, presentation, and documentation steps of these studies



THE MODULATOR THERAPY EXPERIENCE 
OF MARMARA UNIVERSITY CF CENTER

Has been used since June 2021

Presenter Notes
Presentation Notes
Modulator therapies have been used in our country since two thousand and twenty one.




MODULATOR 
THERAPY

 Since 2021, patients in Turkıye 
have been trying to get 
modulatory drugs by suing to 
government.

 All the medical documents needed 
for the court are prepared by the 
nurses.

 Since the drugs are given in          
3-month doses, the documents are 
renewed every 3 months.

Presenter Notes
Presentation Notes
 in Turkıye have been trying to get modulatory drugs by suing ( suin) to government. Drug reports are renewed ( rinüüd) every three months, and their follow-up is carried out by the nurse.
  
In our country, modulator therapy is not yet covered by the health care systme;  Trikafta is expected to be funded by the government in the near future. Our center is currently the leading facility (fesility) in Turkıye in terms of modulator therapy usage.




OUR GOALS…

 To increase the level of  knowledge of patients about CF 
 To ensure compliance and follow-up with the routine visits
 To increase the level of knowledge about new treatments  for CF
 Minimizing the rate of microbiological contamination and infection
 To ensure compliance in the transition from childhood to adulthood

Presenter Notes
Presentation Notes
Our goals are 
To increase the level of  knowledge of patients about CF .    To ensure compliance and follow-up with the routine visits.   To increase the level of knowledge about new treatments  for CF.   Minimizing the rate of microbiological contamination and infection.   To ensure compliance in the transition from childhood to adulthood. 





THANK YOU
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