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����The Role of Caregivers in Person-Centered care��


=
Caregiver since teenager
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I grow up with this, the different phases, the good times, love, communication, the less pleasant times, which were few but enough to influence my life and help me find a purpose (in professional life too).


e Stress

e Questions about the future

e Stigma

e Afraid to ask help

e Questions about the disease

e How to settle my life / my limits



“| felt so fragile, | didn’t know what to
do”

“1didn’t know If hospitalization was
something that would help or not”




Attempt to have an independent life —
without breaking apart from the
family.

| travel a lot, but still feel that | have to be near, to be a
carer not only for my sister, but my mother too.




“Never worry alone” Edward Hallowell



It feels safer to be with people who have
experienced what you have experienced

There are many things you can share with another
person who had for example to face stigma, a

person who had to get familiar with hospitalization of
a loved one on crisis.



Association KINAPSY — 2006- 2016, Founding member.

An association of people who had a family member, a sibling with
mental health problems.



Stories from Coffee Meetings

“I felt that someone could hear me”

“I can share very easily my fears with another
sibling”



Greek Carers Network “EPIONI”

— Contribute to the recognition of informal carers in Greece

— Support carers in Greece by organizing educational seminars



The Situation of carers in Europe

The Personal is Political

Across Europe, unpaid family carers and friends are the
largest providers of health and social care support

As demographic change increases demand, the ‘balance
of care’ increasingly shifts to informal care

Women are disproportionately affected and are more
likely to give up employment to care
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More than 100 million carers in Europe, which is an underestimation since we know there is a problem of self-recognition by carers themselves.

Estimates of the numbers of carers in the EU vary according to the definitions of the EU and of carers that are used, and the methods used to identify carers in EU-wide data, in particular, reflect the process of enlargement that has taken place since 2003. However, the significant differences in patterns of family obligation and formal welfare services between the older and newer member states mean that figures from the EU15 cannot simply be scaled up to reflect current EU membership. Besides, the prevalence and consequences of informal care in the older and newer member states seem to be shaped by the type of welfare system in place and therefore appear to be very different.
 
As a result, estimating the total number of carers across the EU is a complex process. Some national and international studies identify carers indirectly, through the older or disabled person needing help, but risk underestimating the numbers of carers as it is assumed that each older or disabled person has only one carer. Many studies focus only on carers of older people, or people caring for elderly parents, again leading to potential underestimates. In some countries, informal carers are identified with reference to administrative categories, such as those receiving a specific service or benefit, or those supporting elderly or disabled recipients of a specific service or benefit, thus excluding eligible non-applicants. 

According to recent Eurofound data, 80% of care in Europe is provided by families, friends and other informal carers.

Advances in medicine also mean that carers find themselves having to deliver more and more sophisticated levels of care, with very little training and minimal support.  

The probability of giving care depends to an important extent on the gender and the occupational status of the potential caregiver. From this data, it is apparent that informal care is mostly provided by women aged 45 to 75.


The “economic” value of informal care

Estimates on the economic value of unpaid informal care in EU
Member States range from 50 to 90 percent of the overall costs of

“formal” long-term care provision

Estimated value of contribution made by carers in the UK: 140 billion €

per year

Estimated value of contribution made by carers in Ireland:
5,3 billion € per year (27% of Dept. of social protection’s budget)

Source: www.carersuk.org/media/k2/attachments/Valuing carers 2011
Carers UK.pdf



http://www.carersuk.org/media/k2/attachments/Valuing_carers_2011___Carers_UK.pdf�
http://www.carersuk.org/media/k2/attachments/Valuing_carers_2011___Carers_UK.pdf�

Carers are indispensable for our welfare

systems!

Carers are an indispensable component of our health and social care
systems:

=>» Without informal carers, formal care provision would simply be
unsustainable, and many care needs (in all age groups) neglected!

And even more so in the future, due to the growing care needs following
population ageing and the increasing prevalence of frailty
and chronic disease.




What do carers want?

Financial support: income based on a
minimum wage

Employment: flexible working, paid
and/or unpaid leave

Pension credits for care time
Regular breaks from caring

Training
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Informal caregivers are supported through information provision, social and psychological services and by the existence of day centres and short-stay care centres which allow to alleviate temporarily the burden of informal care-giving. Carers’ allowances are also available in some countries (e.g. Belgium), often paid by municipalities, but their amount varies substantially. Besides, this allowance is often very small which means that the support provided is limited, it does not constitute a direct cash compensation for the care provided and it mainly aims to recognise the status of informal carers (already a positive step forward). 

Eurobarometer 2011
Provide financial remuneration for carers 
Facilitate flexible working hours 
Allow leave from work for care reasons 
Give pension credits for care time 
Provide a right to part-time work 
Provide training 
Fund respite care during care-giver holidays.


Out of the 23 countries in Europe which offer any type of financial support, only 9 offer direct support in the form of a carer allowance
Carers face 77% higher utility bills and 67% higher transport costs (UK)
A third of carers are in debt (UK)
Respite care services are provided in 21 European countries. They are the most common type of services provided to carers in Europe.
Training and information are provided in 17 countries, counselling in 12 countries 


That’s why it is necessary to...

e Develop support services for carers and to enable carers to remain in paid employment...

e Ensure that EU and national policies take account of carers (e.g. by promoting their social
inclusion)

e Raising awareness on the significant contribution made by carers to our welfare systems
and the economy, and the need to safeguard this contribution



= : :
What can (primary) care professionals do now to support

carers ?

— Acknowledge carers, what they do, and the problems they have.

— Treat carers as you would other team members and listen to their opinion.

— Ask after the health and welfare of the carer as well as the patient.

— Provide information about being a carer and support available.

— Be an advocate for carers !
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Informal carers are vital, both to the care of patients in the community and the economy of EU countries, and primary care professionals are in the forefront of their support. Although questions remain about effective interventions, many things can be done now to support informal carers — most of which are neither time consuming nor expensive in terms of resources.

• Acknowledge carers, what they do, and the problems they have.
• Flag the notes of informal carers so that in any consultation you are aware of their circumstances.

• Treat carers as you would other team members and listen to their opinions.
• Include them in discussions about the person they care for.
• Provide information about the condition the caree suffers from
• Give carers a choice about which tasks they are prepared to take upon themselves.

• Ask after the health and welfare of the carer as well as the patient..

• Provide information about being a carer and support available.
• Provide information about benefits available.
• Provide information about local services available for both the person being cared for and the carer.

• Be an advocate for the carer to ensure services and equipment appropriate to the circumstances are provided.
• Liaise with other services.
• Ensure staff are informed about the needs and problems of informal carers.

• Respond quickly and sympathetically to crisis situations.


There are 4 kinds of people in the world:
Those who have been carers,

Those who currently are carers,

Those who will be carers ,and

Those who will need carers.
Rosalyn Carter, Former First Lady of the United

States



Thank you for your attention!




	Helping our Siblings - Helping Ourselves 
	Caregiver since teenager �
	As a sibling I faced	
	Foliennummer 4
	Attempt to have an independent life – without breaking apart from the family. 
	Foliennummer 6
	Foliennummer 7
	“Athens Siblings”
	Stories from Coffee Meetings 
	Greek Carers Network “EPIONI” 
	Foliennummer 11
	Foliennummer 12
	Foliennummer 13
	Foliennummer 14
	That’s why it is necessary to...
	Foliennummer 16
	Foliennummer 17
	Thank you for your attention!

