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Background  

 

No authority or activities have an overall 
perspective of the target audience and their 
needs.  

How many children and adults? 7000? 



The mission  

by the Ministry of Social Affairs 

 “develop a national knowledge support to 
parents and families of children and young 
people with a combination of  

developmental disability, communication 
difficulties, physical disabilities, deafness or 
visual impairment, and medical needs . "  
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What do we mean by  
profound disabilities? 

The capacity for willful and independent 
mobility is very limited, even with the use of 
technical aids.  

Mental retardation or severe learning difficulties 

- cognitive difficulties to understand and 
interpret the world and to convey them.  

Other disabilities in addition ………. 
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Why? 

Brain….. 

 Genetic 

Oxygen - ichemia  

Infection 

Bleeding 

 

Progressive disease 

Accident - trauma 

Rare diseases 

 

”The new survivors” 

 

 



Profound disabilities 

• Can´t eat 

• Can´t breath 

• Can´t pee 

• Can´t poop 

• Can´t sit 

• Can´t walk 

• Can´t talk 

• ……. 

• Can smile ! 
 
 



Parents situation 

• Tied at home 

• Tired - Exhausted 

• Lonley 

• Helpless 

• Depts and guilt 

• Psychologic stress 

• Feeling not capable as a 
parent 

• ”I can´t even feed her..” 
 

 

 



Need of 

• Continuity 

• Respect 

• Trust 

– need knowledge 

• Access to skilled 
professionals 

• Holistic 

• Dignity 

• …..  

 

 

 

 



 
Habilitation  

and rehabilitation 
  

To give the child 

and the family 

support so they can 

have functioning 

daily life.  

 

To enable the child 

developing and use its 

resources and live like 

others in a social context 

all through life 



Leading principles 

• Family 

• Network 

• Knowledge 

• Quality 

• Development 

• Multiprofessional 

•   



Doctor = teacher 



Knowledge 

• Evidence based knowledge  

• Practical evidence  

- - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - -   

Information on the disease 

Problem solving techniques 

Alternative communication 

Emotional issues 

Meet others to share experiencies 

 

 



Knowledge to  

• Patient 

• Parents 

• Siblings 

• Relatives 

• Assistants 

• …… 

 

 

 

 

We need to educate 
professionals also 

• Staff in hospitals 

• Social workers 

• Teachers 

• SOCIETY 

Knowledge is power  



          Dissimination of knowledge 

• Relatives Days  
• Konference 
• Internet in different ways 

– Learning and support network 
– courses in AAC 
– Movies  
– Stories 
– tips on materials 
– literature and information 
– Newsletter 4/ year 
– Knowledge overviews 



Medical care  
for people with severe multiple disabilities 

• The films are based on 
the handbook by Ann-
Kristin Ölund, Gothia. 

 

• Focus on the 
possibilities of what to 
do, not only on the 
problems! 



Skilled nursing care in everyday life 
The 24 films cover many areas 

in medical care 

 

The films give theoretical 
knowledge as well as 
practical examples.  

 

Producer: Paul Svensson, Nka.  



     24 films – more to come 

• Nursing for people with 
severe multiple disabilities 

• What do we mean by 
multiple disability? 

• Habilitation in a life-course 
perspective  

• Respiration and good 
respiratory care  

• Nutrition and 
gastroenterology  

• Feeding problem 
investigation and treatment  

• Sleep and insomnia  

• Skin care  

• Play and development  

• Epilepsy, cause, 
investigation and treatment 

• Bladder and gut  

• Vison and Hearing  

• Motor activities  

• Hydrocephalus  

• FMT, Functional music 
therapy  

• More to come…..  



Coworker  

• Multiprofessional team for persons with 
profound disabilities in Uppsala 

• Speech therapist, Lund 

•   



1/1—27/7 2015 (2014) 

• 19 321 (23 909)  

• 8 110 (10 087)  Nka play/FFN 

• 2 765 (3 691) Medicinsk omvårdnad 

• 3 102 (3 108) Filmed lessons from konferences 

• 826 (1 484) Alternative communication 



Ann-Kristin Ölund       Paul Svensson 

redaktör           producent 

ffn_english3.mp4


Thank you! 

www.anhoriga.se 

ann-kristin.olund@anhoriga.se 

Information and contact: 

Länssamordnarna 
anhörigstöd i Norrland 

http://www.anhoriga.se/


FAQ 

• Fluid intake when travel 

• Feeding problems  

• Epilepsy 

• What do we mean 


