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What is burden of care?

• 80% of the family members of persons sufferening from a mental 
illness (MI) experiment distress as a result of providing caring 
activities1;

• In average 22,5 houra/week ( 9-32) and 14% of the income is invested 
in caring activities2

1. Magliano et al. 2002; Kuipers & Bebbington,2005; Parabiaghi et al. 2007 

2. Flyckt, Lothman, Jorgensen, Rylander, & Koernig, 2013. 



Ce intelegem prin povara ingrijirilor

• Def. = Atunci cand solicitarile si responsabilitati emotionale, fizice si
financiare ce apar ca urmare a imbolnavirii unui individ sunt preluate de 
mebrii familiei, prieteni sau alte persoane apropiate (din afara sistemului
de sanatate);

• 80% din membrii familiei PPSM experimenteaza distress ca urmare a 
activitatii de ingrijire1;

• In medie 22,5 ore/saptamana ( 9-32) si 14% din venituri sunt investite in 
activitati de ingrijire2

1. Magliano et al. 2002; Kuipers & Bebbington,2005; Parabiaghi et al. 2007 
2. (Flyckt, Lothman, Jorgensen, Rylander, & Koernig, 2013). 



What generates the burden of care?

1. Activating and monitoring the patient(IEQ2) 
- e.g. urging him to take care of himself, to eat, etc.

2. Tense interpersonal relations between the patient and the other family 
members (e.g. due to sleep disturbances, fighting, irritating behaviors) 
3. Supervising the sleep of the patient or his/her dangerous actions (e.g. 
alcohol use, drug use, suicide attempt) 
4. Worring about the safety, treatment, health, wellbeing or the future of the 
patient 
(1) Structural stigma, affiliated stigma and consequences of caregiving for the family members of inpatients with dementia: A comparative approach | Request PDF. Available from: 
https://www.researchgate.net/publication/318226065_Structural_stigma_affiliated_stigma_and_consequences_of_caregiving_for_the_family_members_of_inpatients_with_dementia_A_comparativ
e_approach [accessed Oct 26 2018].

(2) Chestionarul de evaluare al Implicarii/Involvement Evaluation Questionnaire (IEQ)



• At familial level: no or little time for himself 
and other family members 

• At financial level: increased living costs 
• At social level: shame, social isolation 
• At health status level: problems sleeping, 

little energy for other things 



Who is more affected?

• Parents (mothers)
• Who live in the same home as the person suffering from a mental illness (PSMI)
• PSMI had a recent episode
• PSMI manifests psychotic symptoms or abnormal behaviors
• PSMI has a low level of functioning
• Spend a lot of time in caring activities
• Other family members also need support or care 
• They do not receive practical help with caring from other family members 
• They do not have a perceived support from formal care systems 
Grandon, Jenaro, & Lemos, 2008; Magliano et al., 1998; Parabiaghi et al., 2007
Kumar, Suresha, Thirthalli, Arunachala, & Gangadhar, 2015; Parabiaghi et al., 2007

Lauber, Eichenberger, Luginbuhl, Keller, & Rossler, 2003; McCullagh, Brigstocke, Donaldson, & Kalra, 2005; Parabiaghi et al., 2007; Winefield & Harvey, 1993.
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• Support groups 
• Discussions about the PSMI and his disease
• Behavioural problems and symptom management of the PSMI 
• Own wellbeing importance & management (self-help)
• Understanding and accessing mental health services as well as information about resources, 

benefits and support 
• Adopting new and positive roles and improving the relationship with the PSMI

• Psychoeducation
• Coping abilities training 
• Communication training 
• Problem solving training
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“Resource Mobilization” or organizing social 
movements

• McCarthy si Zald:
• Resources: time, money, legitimacy, people
• Mobilization: motivating people to take part 

and to attract resources

• What does matter is attracting resources 
and action

• 2 categories of founding members  
• a) motivated by their consciousness (they can 

contribute without having a direct benefit) 
• b) motivated by the result (they will benefit) 



40 years of self-help for family members in 
Austria 

• 40 years ago the family members, parents of 
mentally ill patients have founded the first HPE 
association in Viena”. 

• It was preceded by a series of group meetings 
sponsored and supported by the social 
psychiatrist Heinz Katschnig and by the 
conviction that “something needs to change” 

• And initiated by Dorli Simon, Eva Breu and 
others. 

• In the beginning, the patients were in the middle 
of the attention but soon it became obvious that 
the family members themselves need support 

• And HPE became active as a self-help group. 





Social movements can mobilize 
• Material resources: 

• Money
• Organizations 
• Human resources
• Technology 
• Communication and mass-media

(Fuchs, 2006)

• Non-material resources:
• Information (newsletter)
• Support network
• Time 
• Moral support
• Personal connections 
• Public attention 
• Authority 
• Solidarity 
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• Success depends on the resources but also on the capacity to use 
them


