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Cystic Fibrosis Related Diabetes (CFRD) and Nutrition

ABOUT CYSTIC FIBROSIS IRELAND 
 
Cystic Fibrosis Ireland is a registered charity that was set up by parents in 1963 to 
improve the treatment and facilities for people with CF. It is a national organisation 
with many branches around the country.  

Cystic Fibrosis Ireland is committed to improving services in Ireland and our recent 
progress includes: 

• Lobbying to ensure that the new adult CF centre in St Vincent’s Hospital was 
completed with up to 34 inpatient rooms for people with CF 

• Providing funding towards new CF Units around the country including Crumlin, 
Drogheda, Galway, Mayo, Cavan, Waterford, Beaumont and Limerick Hospitals 

• Lobbying against cutbacks and seeking to improve CF centre staffing levels 

• Funding and supporting research including in Cork University Hospital, University 
College Dublin, Dublin City University and Trinity College Dublin 

• Seeking to sustain the rate and quality of double lung transplantation in Ireland 

• Providing advice, expertise and public awareness 

• Advocating for new and innovative drug therapies. 
 
 
 
 
 

 
 
 
 
 
 
 
 

CF House, 24 Lower Rathmines Road  

Dublin 6, Ireland  

Tel: 01 496 2433 

Fax: 01 496 2201 

Email info@cfireland.ie   

Website www.cfireland.ie  

Charity No: CHY6350 

CRA Registered No: 20011376 



www.cf i reland. ie                                                                                                                                 3

School and Cystic Fibrosis

CONTENTS 
 

PURPOSE OF THIS BOOKLET                                                                                                                                4 

WHAT IS CYSTIC FIBROSIS?                                                                                                                                  5 

CURRENT TREATMENTS                                                                                                                                        7 

SPECIAL NEEDS OF CHILDREN WITH CYSTIC FIBROSIS                                                                              10 

HOW TEACHERS CAN HELP                                                                                                                               13 



4                                                                                                                         www.cf i reland. ie

School and Cystic Fibrosis

PURPOSE OF THIS 
BOOKLET 
 
This guide aims to provide information about all aspects of Cystic Fibrosis (CF) and its 
implications at school.  

It is intended to provide information: 

For teachers who may have little or no experience of children with CF and their needs 

For parents whose children with CF are just starting school, changing schools or have a 
new teacher 

For parents of children with CF who find they need additional support and information as 
their children progress through primary and secondary school. 

At the outset, it is important to understand that every child with CF is different and there 
are varying degrees of CF severity and symptoms associated with the condition. It is crucial 
that a parent or teacher has a solid comprehension of the medical status and day-to-day 
needs of a child with CF. 

 

School and Cystic Fibrosis
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WHAT IS  
CYSTIC FIBROSIS? 

 Cystic Fibrosis is Ireland’s most common, life limiting inherited 
condition. CF occurs when there is a mutation in a gene that 

affects mucus production. 1 in 1,461 newborns are born with CF.  
Approximately 1-in-19 people are carriers of the CF gene, but do 
not show symptoms. When two carriers parent a child together, 

there is a 1-in-4 chance of the baby being born with CF.
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WHAT IS CYSTIC FIBROSIS? 

MEDICAL SYMPTOMS  

HOW CF AFFECTS THE RESPIRATORY SYSTEM 

In CF, the lungs function normally at birth but the mucus produced in them is abnormally viscous. By 
blocking some of the smaller airways, this sticky mucus prevents the clearance of bacteria, causing 
lung infections and possibly inflicting further lung damage. About a third of children with CF suffer 
from asthmatic wheezing at times when their chests are particularly congested; sometimes children 
with CF feel unusually tired after colds or chest infections.  

The most noticeable feature of CF is a troublesome or persistent cough. Although this is not an 
infectious cough it may be embarrassing in front of other children, especially as a severe attack of 
coughing can lead to coughing up mucus or vomiting. 

HOW CF AFFECTS THE DIGESTIVE SYSTEM 

In the majority of people with CF, pancreatic insufficiency develops due to blockages of the small 
ducts of the pancreas during development which leads to inadequate digestive enzyme production. 
This means that children with CF may have malabsorption and nutritional issues requiring them to 
have 120-150% of the normal dietary intake of a child without CF. Digestion of food is very inefficient 
and this often leads to gastrointestinal problems and deficiencies in height and weight.  

Children with CF may also have to take frequent bathroom breaks. 

OTHER HEALTH PROBLEMS 

It is important to remember that CF does not just affect the lungs and digestive system, but rather 
affects any part of the body that produces mucus or is affected by it.  

Other health problems that could occur in people with CF include sinusitis, hay fever, arthritis, 
diabetes, heart strain and scarring of the liver, to name a few. These are fairly rare complications 
which, in most instances, do not develop until early adult years where school is not of concern. 
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CURRENT  
TREATMENTS 

Current treatments help to open up the airways of the lungs, 
minimise bacterial infection and assist in proper digestion.  

These treatments include, but are not limited to:  

• Lung therapy and breathing exercises 

• Frequent courses of antibiotics 

• Replacement of enzymes to aid digestion  

• Use of extra vitamins and supplementation
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TREATMENT OF THE LUNGS  
AIRWAY CLEARANCE TECHNIQUES  

The aim of airway clearance techniques is to loosen mucus so that it can be cleared from the lungs. 
Children with CF have a specific treatment and therapy plan tailored to them. It has been proven that 
a daily routine including these techniques helps to prevent bacterial infection and improve the 
quality of life for people with CF.  There are multiple airway clearance techniques that will be 
prescribed to patients with CF. These techniques include chest physical therapy, breathing exercises 
and controlled coughing and huffing. A child may spend up to two hours each morning performing 
these treatments. It may be necessary for the child to perform some of these airway clearance 
techniques during school hours as a response to a spontaneous coughing attack.  

FREQUENT COURSES OF ANTIBIOTICS 

The aim of this treatment is to prevent or treat lung infections. These antibiotics may be taken orally, 
inhaled via nebulisers or given intravenously over a period of 10-14 days, either in a hospital or at 
home. Most of the time, antibiotics are given in pill form and are taken during meals. This may mean 
that a child with CF needs to take antibiotics during school hours.  

INFECTION AND CROSS-INFECTION 

Children with CF are far more vulnerable than other children to catching germs from others who are 
sick and particularly from others with CF. According to guidance from the US CF Foundation, 
students with CF should keep a 6-foot distance from others with a cold, flu or an infection in all 
settings and especially indoors. All children in a classroom where a student has CF should be 
encouraged to wash their hands and alcohol-based hand gel should be made readily available in the 
classroom.  

It is advisable to never have more than one child with CF in the same classroom to prevent cross-
infection. 

 
TREATMENT OF THE DIGESTIVE SYSTEM 
Where a person with CF is pancreatic insufficient, there is inefficient movement of pancreatic 
enzymes to reach the intestines to digest food. It is possible to replace most of the missing enzymes 
with pancreatic enzyme replacement therapy (PERT) capsules. These capsules contain high-strength 
enzymes extracted from the pancreases of pigs and improve fat absorption by as much as 85-95%.  

CURRENT TREATMENTS 
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There are several preparations in capsule form that require being taken with snacks and meals to 
ensure good absorption and maximum nutritional benefit. The dosage of PERT capsules will depend 
on individual circumstances and the fat content of a meal.  

Extra vitamins may also be recommended to maintain proper bodily functions. To an adult the large 
amount of pills that a child with CF needs to take (often 10-30 pills a day, depending on the child's 
health) may seem overwhelming and unnatural. Nonetheless, these medications are completely safe 
and very beneficial to the health of the child, if there is consistency in taking the pills.  

It is important that parents supervise their child to ensure that they are getting the right amount of 
medication per day. To the child it may feel cumbersome, embarrassing and unnecessary, especially 
when they have to take their enzymes at school.  

Making sure that the child understands the importance of these medications, checking the school’s 
policy on carrying medication and notifying the teacher at school of the child’s need are three key 
steps a parent can take to ensure that their child is properly taken care of outside of the home.  

Where nutrition is concerned, it is necessary for parents to consult with their CF clinic and dietician to 
construct an effective dietary plan for their children. A high calorie diet, rich in protein is usually 
required. 
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SPECIAL NEEDS OF 
CHILDREN WITH CYSTIC 

FIBROSIS  
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THE NEED FOR REASONABLE ACCOMODATION 
Reasonable accommodation is a term that everyone, including schools, is becoming increasingly 
familiar with. The concept is simple. Reasonable accommodation, in this context, means providing 
special treatment or facilities in schools in order to enable students with CF to be a regular 
participant in school functions. According to the Education for Persons with Special Educational 
Needs Act 2004, students with disabilities have a legal, enforceable right to reasonable 
accommodation where it would be impossible or unduly difficult for them to participate in school 
without such treatment or facilities.  

This legal right should be included in the formal rules and written policies of the school and should 
show practical implications of that rule. It would be in the interest of the parent of a child with CF to 
speak with the school board on their policies at the school. 

The starting point in meeting the needs of a student with a disability is the assessment of those 
needs. This begins with looking at the barriers a student faces. These might be found in the attitudes 
of other people, in the processes of communication, in physical access or in the way the school is 
organised. For each school with a child with CF there should be consultation with the student’s 
parents, relevant advocates or experts and, most importantly, the student themselves in order to 
understand what needs to be done to meet the person’s requirements in an optimal fashion. 

 

THE EFFECT OF CF ON A CHILD’S EDUCATION 
Children with CF carry the additional burden of having to prioritise daily treatments and therapies. 
This results in them having much less time than their peers to devote to studying and homework. 
Also, there may be significant periods of absence from school due to possible chest infections or 
hospitalisation. These factors imply that the student may need extra help catching up with class 
material and homework assignments. 

There is a fine balance that the teacher and parents need to consider.  

On the one hand, it is imperative that the child be treated the same as any other student. This gives 
the student with CF a sense of normality in the school environment.  

On the other hand, the parent and teacher need to leave room for empathetic understanding. CF 
comes with many daily needs and drawbacks and at any moment that the child feels weakness or is 
unable to perform a task, special care needs to be considered. 

  

SPECIAL NEEDS OF CHILDREN WITH CYSTIC FIBROSIS
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SOCIAL AND PSYCHOLOGICAL ASPECTS OF CYSTIC FIBROSIS 
Children with CF may be teased or picked on at school because of their persistent cough and the fact 
that in some cases they may be underweight and small for their age. In addition, they may find it 
embarrassing to take capsules and tablets with their meals.  

The physio and dietary routines also have to be taken into consideration in the social lives of children 
with CF. It is difficult to accept a spontaneous invitation to a friend’s house after school, for instance, 
as extra enzymes may be needed or physio sessions may be missed. In addition, some children with 
CF may feel reluctant to participate in school tours and other organised group activities due to their 
daily routine. 

However, by discussing concerns with the teachers and event organisers in advance, they could be 
encouraged to participate fully once they are satisfied that they will have proper opportunity to do 
their physio and take their medications.  

The most serious psychological problems occur in adolescence when the rebellious behaviour 
shown by most teenagers may pose a threat to the health of a child with CF. Physio and diet may be 
neglected. Some teenagers may deny the potential seriousness of CF as a form of coping 
mechanism. Facing up to these issues as well as the unpredictable nature of CF may be very stressful 
for teenagers, requiring empathy and counselling. 

SPECIAL NEEDS OF CHILDREN WITH CYSTIC FIBROSIS
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HOW  
TEACHERS  
CAN HELP 

The life of a child with CF can be difficult and teachers can provide 
invaluable reassurance to both parents and children with CF to be 

able to cope with school and lead normal lives. 
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HOW TEACHERS CAN HELP 

CONSULTATION WITH PARENTS 
Parents of children with CF have learned to cater to their children’s special needs, but they may well 
be anxious about how their child will cope with school. Teachers can provide invaluable reassurance 
by making a special effort on a regular basis.  

It is important to understand that teachers are the link between school and family life for the parents 
of children with CF. Giving regular updates on the education and well-being of the child at school is a 
helpful action to take for the concerned parent. It is good to give the parent an idea of the material 
that is learned at school so that when the need for a child’s absence arises, the parent can keep their 
child caught up with the class material. 

There are also exceptional cases, however, where the parents of a child with CF may not wish to meet 
their child’s teachers and this is often their way of coping. Parents’ ways of coping vary as widely as 
the condition of the children themselves. The whole family (the parents, the child or children with CF 
and other siblings) will be affected by the psychological pressures arising from the chronic nature of 
CF. Staff at schools can prove invaluable during these situations. Maintaining an appropriate level of 
communication, counselling and advising are key actions that can be taken by the teacher to avoid 
any misunderstandings or complications between the family and the school.  

One situation that often causes problems is when the child with CF moves schools or gets a new 
teacher. This would imply another round of advising and educating the teachers and staff about CF. 
Many schools would have excellent and well established procedures for passing on information, but 
it is always worthwhile checking. 

 

PRACTICAL HELP 
In cases of advanced chronic lung damage and also during exacerbations (episodes or periods of 
worsening respiratory symptoms that are typically treated with antibiotics), the level of lung function 
can drop significantly. Accessibility may become a permanent obstacle and concern for children with 
CF where climbing the stairs and walking long distances may become too tiresome. For example, an 
alternative to the use of stairs such as a lift or ramp should be in place where classrooms are located 
on second and third stories. Alternatively, arranging class timetables to ensure all classrooms are 
relatively close to each other can help.  

Frequent coughing fits will occur, even when a child is in good health. Teachers should be 
understanding in allowing the student to access cool drinking water in the event of such happening. 
There are often small ways to limit the amount of coughing by a student. These could include having 
suitable seating arrangements where they are away from open windows and radiators. Ensuring that 
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the classroom is as clean as possible to prevent the accumulation of dust particles is a great way to 
limit a large amount of coughing. 

An allowance should also be made for frequent bathroom breaks for students with CF who may 
experience sickness from an upset stomach as a result of pancreatic insufficiency or CF-related 
problems.  

Children with CF often learn from an early age to administer their own antibiotics and set up 
nebulisers. Teachers may find the whole prospect alarming, but it is important to realise that this is 
simply part of the child’s daily routine. Children will also learn to do physiotherapy by themselves 
when needed during the school day.  

Cystic Fibrosis Ireland can be contacted if teachers need further support and advice. 

 

THE PRESENT SITUATION FOR CERTIFICATE EXAMINATIONS 
IN IRELAND  
Under present regulations governing the administration of state examinations, special arrangements 
may be made for a candidate when it is indicated in advance of the examination that the candidate 
has difficulties which preclude him or her from performing optimally in the examination. Special 
consideration is sometimes sought during or after an examination on the grounds that unforeseen 
circumstances may arise during the course of or around the time of the examination which could 
interfere with a candidate’s performance. 

 

SCHOOL TRANSPORT 
The School Transport Scheme is operated by Bus Éireann on behalf of the Department of Education 
and Skills. Assigning transport to and from school for a child is done by filling out an application form 
on the Bus Éireann website, under School Transport. The closing date for applications is usually at the 
end of April of that upcoming school year. The application will ask for address of the home, the 
school of interest, the student’s year level and the county in which the school operates. From there, 
preliminary results will be calculated to determine if the child is eligible for transport to and from 
school. 
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