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 The majority of patients awaiting 
transplantation are very hopeful for the future  

 Caregivers are essential members of the health 
care team who provide care 

 Support from the family is important while 
waiting for transplantation 
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 The families quality of life is greatly affected 

 The families reported involvement in the 
transplantation decision, peer support, 
information seeking, burden and coping  

 It’s a gap between the information and support 
that families need and receive 
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 The aim was to examine the families experiences in 
burden, coping, anxiety, depression and stress when 
the patients were established on transplantation 
waiting list  

 Was it improved or deteriorated 6 months, 1 and 2 year 
after heart or lung transplantation?  



 During the period January 2009 to June 2011,  

 54 patients responded to the transplantation center, 
Skåne University Hospital (SUS / Lund) and  

 40 family members in surveys 2-4 weeks after the 
patients have been established on the waiting list for 
heart or lung transplantation 



 Instruments: 

 HAD (Anxiety and Depression)  

 The Impact of Event Scale: A scale of current 
subjective distress   

 Caregiver Burden Scale: That measures caregiver 
burden as subjectively experienced 

 Coping Mastery scale, meaures coping capacity  

 Baseline, 6 months, 1 and 2 years after 
transplantation 



 Between January 2009 to June 2011,  

 19 females and 2 men to heart patients and  

 13 females and 6 men to lung patients included   

 The majority of them were spouses and 50 
(mean) years  

 Those who were older than 50 years had 
mostly high school education and the younger 
had mostly university education 



 The family scored medium or high level of 
caregiver burden 

 General strain was most affected  

 The burden of the family was greater in lung 
patients 

 Over time both groups decrease their burden, 
especially between baseline and 6 months.  

 Age, gender and marital status had no effect on 
caregiver burden  



 Families of lung patients had better coping 
strategies at 1 year (p = .03) but also after 2 
years (p = .006) compared with heart patients 

 Families with higher education had a higher 
level of coping ability (p = .03)  

 Age, gender and marital status had no effect on 
coping ability  



 Existing HAD anxiety and depression levels 
were quite similar in families to heart and lung 
patients  

 Anxiety/depression showed a higher level 
when the family had a lower education. (p = 
.03) 

 Age, gender and marital status had no effect on 
anxiety/depression 



 The families to lung patients experienced more 
stress (P = .06), particularly in intrusion and the 
greatest increase was seen after 1 year (P = .04) 

 Stress affects burden, anxiety, depression, and 
if there is a lung or heart patient (P = .05)  

 Families with less education level experienced 
more stress and in particular in intrusion (p = 
.03)  

 Age, gender and marital status had no effect on 
stress  



 Families of lung patients probably need 
support and information more widely  

 Health - care professionals should find 
strategies to meet the needs of families with 
contacts and forums both in physical form but 
also via internet network  

 It is probably most important with personal 
contact and especially when they feel lonely 



 What can be the reason why caregiver burden 
was reported higher in lung patients? 

 Why do they have better coping? 

 They experience more stress, especially in 
intrusion? Why? 

 What support do we reach them with? 



 

 

 

Thank you for your attention 



 
 


