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+
Well-being balance in old age

Health and 
functionality 

issues

Resilience (personal 
characteristics; 

‘intrinsic capacity’ 
WHO, 2015?)

Social networks



+Caregiver and wellbeing in old 
age 

health functionality wellbeing

Prevention Buffering optimization



+ Social networks (extend, accessibility, 
quality, history of the relationships , basic 
trust; intimacy…)

nFamily

nFriends 

nNeighbours

n(Volunteers)

nPrimary caregiver (“it is not a choice!”)



+Caregiver burden

n Refers to the physical, psychological and social 
consequences of taking care of a patient

n Caregiver burden is used as synonyms of strain and 
stress of the caregiver. Considering that taking care 
of a dependent individual, be it a physical or mental 
patient will cause caregiving burden 



+
Negative consequences of 
caregiving burden

Dependent old person Caregiver

Institutionalization
Decreased well-being 

Mental and physical  illness

Burden



+Other consequences of caregiver 
burden
n From the social and health policy perspective 

caregiving burden results in a long term grow of 
expenses with carer and care recipient



+Some questions about
Caregiving
n Who are the carers? 

n Family, Neighbours, Friends (?)

n Who pays the care? and

n Who should pay the care?
n Taxes, labour legislation

... if the NHS (or equivalent) 

n What about training and follow-up of carers?

n The cases of changing residence from one child to 
another; foster family



+Care of old dependent people

n The families - as informal caregivers - remain the
first, most reliable, and most acceptable source of
assistance (Zarit, Pearlin and Schaie, 1993), in most
of the European countries



+Who gives care

n Primary caregiver
n Hierarchy substitution model: spouse/daughter/son 

(daughter in law) sisters, brothers, others
n Co-residence
n ...

n Secondary caregiver



+The aims of caregiving research 
are:
n the predictors

n the different kinds and levels of burden

n the positive aspects of caring

n the impact of physical versus cognitive impairment 

n the gender differences and competing roles 

n long term consequences of burden on caregivers and 
patients

n …



+How to explain burden

n The conceptual framework is the stress model

n There is an overload of physical work derived from
performing, or helping the dependent individual
performing, the activities of daily living (ADLs) and
the instrumental activities of daily living (IADLs)

n There are psychological and social costs of
caregiving - more difficult to measure – that can
lead to burden of caregiving



+Caregiver stress (Pearlin et al,1990)

• The socio-economic characteristics and resources of
caregivers

• Primary stressors - that are hardships and problems
anchored directly in caregiving

• Secondary stressors
• the strains experienced in roles and activities outside of

caregiving
• intrapsychic strains, involving the diminishment of self-

concepts

• (Coping and social support can potentially intervene as
buffers at multiple points along the stress process)



+Physical / Cognitive impaired

n Most of the studies show higher depression rates 
and psychiatric symptomatology among caregivers 
comparing with controls 

n It is well established that providing care to disabled 
relatives create emotional physical and financial 
strain and is generally believed that caring for a 
demented individual presents the greatest challenge 
of all



+Hypothesis that explain the 
evolution of caregiving (Schulz and 
Williamson (1994)
n The wear-and-tear H: there will be a decrement in

caregiver functioning as the illness progresses

n The adaptation hypothesis: caregivers will adapt to
the demands of the situation, stabilising or even
improving caregiver



+Hypothesis that explain the 
evolution of caregiving (Schulz and 
Williamson, 1994)
n The trait H: caregivers maintain a constant level of

functioning depending on their resources of coping
skills and social support

n The glucocorticoid cascade H: the effect of chronic
stressors have persistent and severe consequences
for immune function in older adults, including the
acceleration of aging of the immune response



+The objective and subjective burden 
is determined by (Gottlieb, 1989)

n The past and present quality of the relationship 
between caregiver and care recipient 

n The role’s reverberations on other life spheres 

n The support available from the caregiver’s social 
ecology and 

n The psychosocial variables of the caregiver response 
to the demands of caregiving (communication skills, 
coping, perception of self-efficacy)



+Risk factors for burden

n The worsening of the relationship between caregiver
and patient

n Being a spouse

n Shorter length of caregiving

n Poor caregiver self-rated health

n Greater physical disability and

n Behaviour and mood disturbances in the patient



+

Context of Caregiving
n Household congruency between physical  

environment and patient capacities (architectonical 
barriers and aids)

n Income

n Available formal services



+ Risk factors
Caregiver Care recipient 

n Age, gender and SES;
n Baseline physical and 

mental health
n Coping capacities
n Development stage
n Beliefs and attitudes 

about caring
n Conflicts between 

caregiving and job
n Conflicts between 

caregiving role and family 
life

n Age, gender and SES;

n Type of impairment: 
physical, mental or both

n Level of disability 

n The prognostic of 
illness (life expectancy, 
progressive or stable 
condition)



+

Relationship caregiver / care 
recipient

• Being a relative, friend, neighbour

• Quality of the actual and past relationship



+

Tasks: ADLs and IADLs

n The level of work and effort the caregiver must
expend with care

n Time spent

n Tasks performed

n Information

n Competence



+

Caregiving outcomes
Physical Burden
• Immunological functioning
• Symptoms and complains
• Medicine consumption
Psychological burden
• Depression, anxiety, irritability, cognitive distress
Social Burden
• Isolation
• Family disruption
• Career disruption
Satisfaction



+Gender differences, competing 
roles

n Caregiving is gender defined and largely assumed by 
women (wives and daughters). According to Dwyer e 
Coward (1991) women care 3.22 in ADL and 2.56 in
IADLs times more than men

n Hypothesis
n Finley, 1989: women have more time; were socialized to do so; are 

experts...
n Lee e cols., 1993: The tendency that carer and recipient belong to the

some gender because: there is a strong relation between mother and 
daughter; the incest taboo



+Profile of caregivers at risk

n Middle age or older women, living with the care 
recipient is the sole care provider, has personal 
health problems, is limited in personal social or 
financial resources, has other family social or job-
related obligations that compete with the demands 
of caregiving, previously has had problems in 
personal relationship with the care recipient and 
perceives the caregiving experience to be a major 
personal life disruption (Davis, 1992)



+Measures of the impact of 
informal caregiving of elders
n Zarit et al. 1980 « Burden Interview » (BI) with one

factor and that considered the impact as disruptions
changes in social activities, physical and financial
strain, emotional upset and elder-carer relationship

n Greene et al 1982 “Relatives Stress Scale” (RSS)
with three factors one on personal distress other on
domestic upset and the third on negative feelings



+Measures of the impact of 
informal caregiving of elders
n Robinson, 1983 - Caregiver Strain Index (CSI) -

with only one factor that conceptualise the impact as
disruptions, changes in social activities. Physical and
financial strain and emotional upset

n Poulshock and Deimling, 1984 - Impact - with two
factors one including negative changes in the
relationships between the elder, the caregiver and
the family; and the second factor with restrictions in
caregiver activities



+Measures of the impact of 
informal caregiving of elders
n Montegomary 1985 – Burden - two factors referring

to the objective burden including the restrictions to
the social activities and subjective attitudes or
emotional reactions to caregiving experience

n Novak and Guest 1989 - Caregiver Burden (CBI) -
five factors: Time dependence burden;
Developmental burden; Physical burden; Social
burden and Emotional burden

n Lawton et al 1989 Caregiving Appraisal - three
factors: Subjective burden; Caregiving satisfaction
and Caregiving impact



+Future Investigation

n Caregiving burden is not only an individual but a
community problem and social policy should rethink
services focusing on gender issues and diversity, to meet
the needs of different caregivers and care recipients

n Effectiveness of interventions with caregivers not
only at caregivers but also at recipient of care
level as well as the impact in health services use
and institutionalization

n Relation between informal and formal care: type and
amount of formal services to support informal caregiving





















+
Objective 

n To show and discuss results of 2 intervention 
programs on caregivers, carried out in the 
community by UNIFAI, in partnership with local 
authorities and NGOs:
n ‘Care at home’ (municipality of Guimarães)
n ‘Taking care of Carers’ (Municipalities “Entre 

Douro e Vouga”)



• Facilitators 
(Psychoeducational
groups)

• Volunteers

Training for 
better care

• Psychoeducational 
groups for informal 
caregivers

• Volunteers to relieve 
Informal Caregivers 
(IC)

• Macro dissemination 
actions 

Care at
Home

• Improvement of 
the quality of 
care

• Improvment in 
mental and 
physical health

• Decrease in 
burden

Impact

12 
months



+
Program description

Psychoeducatio
nal Programme

Educational Support 
–information about 

caregiving

Emotional Support –
sharing and 
experience 

normalization



+

2 hours Once a week

After work 
schedule 7 weeks

Psychoeducational 
Programme



+
Sessions content

Session	1	– Understanding	ageing

Session	2	– Caregiving	tasks	I

Session	3	– Caregiving	tasks	II

Session	4	– How	to	act	in	an	emergency	

Session	5 – Occupational	Activities

Session	6	– Taking	care	of	the	caregiver

Session	7	– Support	in	the	community



+Session structure

Sessions

1st

Moment

2nd Moment

3rd 

Moment

4th

Moment

Contents

Theme
Objectives

Educational 
Support

Emotional 
Support

Home Task
Summary



+Example of a session plan
SESSION&2&–&PERSONAL&CARE&I&&

Phase& Contents& Facilitator& T’&

Beginning&

Presentation&of&the&structure&and&objectives&

of&the&session.&
&
Activity&4:&Discussion&of&Homework(1(what(I(
learned…&

Coordinator& 10min&

D
e
ve
lo
p
m
e
n
t&

Educational&

Personal&Care&I&

• Hygiene&and&comfort&

• Eating&

• Dressing&and&undressing&

• Elimination&

Activity&5:&Competencies&training&

Nursing& 60min&

Emotional& Activity&6:&Emotions& Coordinator& 40&min&

Final&

• Homework(2(3(Logbook(
• Summary&of&session;&

• Presentation&of&the&theme&of&

session&3;&

• Closing&remarks.&

Coordinator&

Nursing&
10&min&

&



+Implementation

• Recruitment of IC's through the media, 
brochures, raising awareness in the 
community

• Organization of the intervention groups  
according to care recipient (e.g stroke; 
dementia) and by geographic criteria

• Each group is coordinated by a psychologist 
and 1 or 2 specialist in the topic of each 
session (nurse, gerontologist)



+Evaluation model
• A week before the beginning of the programme
• Assessment: Profile of caregivers; self report of health; 

distress; positive aspects of caregiving, burden,  and support 
services for caregiver 

Pre -
Test

• At the end of the programme (last session)
• Assessment: self report of health; distress; positive aspects of 

caregiving, burden
• Satisfaction Assessment

Post -
Test 

• 8 / 12 weeks after the end of the programme
• Assessment: self report of health; distress; positive aspects of 

caregiving, burden
• Satisfaction and usefulness

1st

Follow-
up

• 6 months after the end of the programme
• Pool of indicators
• Satisfaction and usefulness

2nd 

Follow-
up

• 12 months after the end of the programme
• Pool of indicators
• Satisfaction and usefulness

3rd 

Follow-
up 



+
Assessment protocol

n Baseline 
n COPE  - pre-test only 

n a questionnaire about support services to the caregiver - pre-test only

n Instruments:

n SF – 12v2

n GHQ – 12

n PAC

n M-CSI

n Follow-up (phone interview): a questionnaire including the more 
relevant items from the instruments 



+Characteristics of the caregivers
n %

Age (51,25; 
8.95)

Sex Female 59 89.4

Marital 
Status

Married 50 75.8

Divorced/
Separated

5 7.6

Widow 6 9.1

Single 5 7.6

Ocuppation Full-time
job

20 30.3

Part-time
job

1 1.5

Retired 16 24.2

Student 24 36.4

Housewife 5 7.6

n %

Income < 485 € 35 53.0

485 € – 970 
€

18 27.3

970 € –
1455 €

3 4.5

> 1455 € 2 3.0

Education Illiterate 1 1.5

4 years 29 43.9

5/6 years 16 24.2

7/8/9 years 14 21.2

High school 3 4.5

High
education

2 3.0



+
Characteristics of the care recipient

n %

Age (mean, sd) 81.28

Sex Female 44 66.7

Living
arrangments

Alone 8 12.1

Family house 41 62.1

Own house, with family 16 24.2

Residencial Care - -

Other 1 1.5

Pathology Physical 19 28.8

Mental 18 27.3

Both 29 43.9



+
Characteristics of care

n %

Duration of care Mean/months 51.25

Time of care/day Mean/hours 14.26

Periodicity Permanently 49 74.2

Weekly 8 12.1

Weekends 1 1.5

‘Rotative Care’ 4 6.1

Evenning/night 2 3.0

Hollidays 1 1.5



+
Characteristics of care

n %

kinship Spouse 5 7.6

Son/daughter 13 19.7

Sister/brother 1 1.5

Son/daughter in law 4 6.1

Friend/neigbhour 3 4.5

Other 40 60.6

Distance Same house 35 53.0

Different houses, same 
building

6 9.1

Walk Distance 17 25.8

10 minuts by car/bus/train 4 6.1

30 minuts by car/bus/train 2 3.0



+Characteristics of care

n %

Type of care Personal care 64 97.0

Mobility 48 72.7

House keeping 54 81.8

Taking medicines 56 84.8

Manage money 43 65.2

Shopping 55 83.3

Administrative issues 51 77.3

Transportation 47 71.2

Leisure activities 45 68.2

Emotional support 53 80.3

Financial support 23 34.8

Regular supervision 53 80.3



+Characteristics of care

n %

Presence of formal 
social support

Home care 10 15.2

Day centre 9 13.6

Leisure Centre 1 1.5

Other 16 24.2

Presence of formal 
health support

Ambulatory 5 7.6

Home nursing 11 16.7

Physiotherapy 11 16.7

Occupation therapy 1 1.5

Other 3 4.5



+
Characteristics of care

n %

Degree of dependency Severe 38 57.6

Moderate 22 33.3

Minor 5 7.6

Independent - -

Help from another
caregiver

46 82.5

Caregiver of others 12 18.2



+
Impact

n mental health improvement from pre-test to 
follow-up 

n subjective health and depressive symptoms 
improvement from pre-test to pos-test

n feeling depressed worsened between pos-test 
and follow-up 1

n positive aspects of caregiving worsened from 
post-test to follow-up 1



+
Discussion (1)

n Significant improvements found in subjective 
health and feeling depressed show gains with this 
intervention, but ending the program leads to 
some vulnerability – sustainability of interventions

n The program with 7 sessions may be short;

n The program is too general;



+Discussion (2)

n Objective health (physical and mental) of the care 
recipient was not controlled in a regular base

n Participants´ general good condition previous to the 
intervention may explain why we didn’t found more 
improvement

n Discontinuing intervention contributed to feeling 
depressed from moment 2 to moment 3 (Informal 
caregivers perceived the opportunity to share their 
experience with each other as the best benefit of the 
program)

n Informal caregivers classify the program as positive



+
Conclusion (1)

n The program seems to have a good impact in some areas

n The program need to be tested in different health contexts 

n Recruitment strategies to reach caregivers with higher needs 
at baseline



+
Conclusion (2)

n To have control groups

n Rethink the assessment measures

n To control for events that might interfere with the results (e.g. 
changes in health status of the care recipient or caregiver, 
unemployment)

n Psychoeducational programs are also useful as prevention 
tools



Entidades FinanciadorasEntidade Co-Promotora e FinanciadoraEntidade Co-Promotora
Entidade Promotora



+ Five	lines	of	intervention:

n 1. Psychoeducational Groups

n 2. Training of Formal Carers

n 3. Local Volunteers

n 4. Respite Care

n 5. Discussion Forums



+1.	Psychoeducational	Groups	- Objectives

n Organize and implement intervention programs for 
caregivers of people i) with dementia (82%); ii) after 
a stroke.

n Help caregivers to understand disease, and have 
better care practices

n Promote strategies to diminish caregivers burden 
and promote caregivers self-care

n Support care recipients during caregivers training



+

Narrativas	 de	Um	Percurso	Municipal
17.maio.2013



+Procedure
• Referral of caregivers: questionnaire about caregiver, care 

recipient and the context of care
• Assessment with the Protocol of Caregivers Profile of the 

region “Entre Douro e Vouga” (including SF12-v2; GHQ12; 
positive aspects of caregiving_PAC; M-CSI)

Pre -
intervention

• Questionnaire about learning and satisfaction
Post -

intervention

• Follow-up face-to-face (2-3 month after): questionnaire about 
learning and its feasibility in daily living and satisfaction1st Follow- up

• Follow-up  by phone (6 month after) questionnaire about 
learning and its feasibility in daily living and satisfaction2nd Follow- up

• Follow-up by phone (12 month after) questionnaire about 
learning and its feasibility in daily living and satisfaction3rd Follow- up 



+Results

n Recruitment:

• Number	of	formal	contacts	_1073
• Number	of	spontaneous	contacts	_40
• Number	of	caregivers	refered_661
• Number	of	caregivers	that	refuse	participation_373

n Implementation: 

• Number	of	caregivers		enrolled_288
• Number	of	psychoeducational	groups_37
• Number	of	care	recipients	that	participate	in	side	sessions	
_67

• Number	of	dropouts	_47



+Impact

• Physical	health	and	psychological	distress	- improvement
• Positive	aspects	of	caregiving	- More	
• Caregiver	burden	- Less
• Learning	knowledge	and	practical	application	–
improvement

• High	level	of	satisfaction	of	caregivers	related	with	group	
participation



+|Physical andmental	health

Narrativas	 de	Um	Percurso	Municipal
17.maio.2013



+|Psychological distress

Narrativas	 de	Um	Percurso	Municipal
17.maio.2013



+|Positive	aspects of caregiving

Narrativas	 de	Um	Percurso	Municipal
17.maio.2013



+|Burden

Narrativas	 de	Um	Percurso	Municipal
17.maio.2013









Figure 1. Predicted values of SF 36 (Physical and Mental domains) 
considering multivariable linear mixed model.



Figure 2. Predicted values of PAC modified score considering 
multivariable linear mixed model.



Figure 3. Predicted values of M-CSI considering multivariable 
linear mixed model.



+
Further development

n To know the cost-efficacy of psycho-educative programs in 
the:

n Amount/length of hospitalizations 

n Amount of consultations with GP, nurses…

n Amount of medicine 

n Delay of institutionalization

n ….
n Of the care recipient as well as the caregiver



+

nDo the interventions impact the 
quality of care and/or the wellbeing 
of the care recipient?





+

Thank you for your attention!

www.unifai.eu

constancapaul@gmail-com


