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Formation of the Clinical Care Guidelines

• The Cystic Fibrosis Care Workgroup Association was founded 
in 1997 in the context of the 1.German Cystic Fibrosis 
Conference in Lahnstein

• The foundation of the workgroup allowed for the first time 
nursing staff to be included in the continued educational 
program of the multidisciplinary team working in the field of 
CF

• Since 1997 nursing staff meets in Germany, Austria  and 
Switzerland twice a year, exchanging experiences and to 
further develop their skills



Tasks of the care workgroup:

• to improve the support of CF-patients by their family members

• to professionalize and scientifically further develop CF-spezific care  

To create Clinical Care Guidelines with the goal of standardized 
caring guidelines 

• to enable an interdisciplinary exchange

• to stabilize multidisciplinary collaboration

• to ensure national and international conference attendance 

• to offer public statements regarding care guidelines 

• to provide advice within the Mukoviszidose e.V. 

Formation of the Clinical Care Guidelines



• Result of the first exchange of experiences 

The quality of care depends heavily on the knowledge of 
caregivers, relatives and the patients themselves

• Creation of the first clinical care guideline in 1998

Compilation of CF-specific care measures in accordance with 
scientific insight and in close connection with securing high 
quality standards of care.

Formation of the Clinical Care Guidelines



What is the goal of the Clinical Care 
Guidelines?



Clinical Care Guidelines and its goals

• Effective, high quality, good and coherent working standards 

• Improved patient care 

• Quality standards of care

• Guidelines for new employees 

• Accompanying study material for patients and their relatives

• Highest possible treatment security in relations to different 
forms of therapy 

• Current care guidelines in accordance with scientific 
literature



• Emphasize the professional conduct in care

• Independence of care givers in multidisciplinary teams 

• Emphasizing the growing importance of the area of 
expertise.

Clinical Care Guidelines and its goals



Structure of the Clinical Care 
Guidelines



Structure of the Clinical Care Guidelines

• As workbook

• Without numerical structure or page count 

• Colored segmentation of topics

• Introduction of by the Chair and medical board of advisors 

• detailed description of the symptoms 



The most important topics were split into 7 chapters:

• Hygiene

• Nutrition

• Inhalation therapy

• Ambulant intravenous antibiotics therapy 

• Stationary intravenous antibiotics therapy 

• Oxygen treatment

• Non-invasive ventilation

Structure of the Clinical Care Guidelines



Structure of the Clinical Care 
Guidelines: 

Example of the stationary inhalation 
therapy

















What use has the regular editing of 
the Clinical Care Guidelines?



Changes

• Guidelines need to be revised and updated regularly 

• The improvement of therapy requires new versions of 
supporting material 

• Occurrences of secondary illnesses do to a continuous 
increase in life expectancy such as CFRD, Osteoporosis



How were the new Clinical Care 
Guidelines developed?



Development

• On the basis of latest care standards 

• through highly qualified nursing staff 

• literature review

• exchange and collaboration within the working group 

• review by medical advisory board



How are the Clinical Care 
Guidelines distributed?



Distribution

• Through the working group members within their 
organizations 

• as being part of the official study material for becoming a 
certified CF-trainer 

• quality trait of certified CF-centres is the employment or 
training of specialized CF- nursing staff 

• certified CF-centres need to work in accordance with the 
clinical care guidelines

• the guidelines are referenced to within the context of the 
german CF-congress Würzburg

• Mukoviszidose e.V. website



Thank you very much for your 
attention 


