
SCOHPICA Informal caregivers: First results of the pilot study
23.01.2025

Prof Annie Oulevey Bachmann, Dr Emeric Offenstein, Prof Philippe Terrier, Dr Manuel Stadtmann
Prof Isabelle Peytremann Bridevaux, Dre Ingrid Gilles,

Lucie Escasain, PhD(c), Jessica Hess, MSc, & Tiffany Martin, MSc, Katja Weidling, MSc, Fjolla Selmani (intern)

Swiss COhort of Healthcare Professionals and Informal Caregivers

1



Plan

2

General information on SCOHPICA

SCOHPICA – Informal caregivers: Pilot study

• Aims & design

• Questionnaire 

• Acceptability and feasibility 

• Recruitment 

Results 

• Acceptability and feasibility 

• Sample characteristics & burnout scale

Discussion

Conclusion  



General information on 
SCOHPICA



4

Longitudinal data on informal caregivers and health 

professionals is essential for public policy planning and 

management of the health workforce and informal caregivers in 

Switzerland, and for ensuring high-quality healthcare.

Background

Concerns and challenges 
• Shortage of HPs in Switzerland 
• Increased expectations and ongoing adaptations required of 

HPs and ICs
• Scarce data on HPs and ICs (i.e., trajectories, well-being, etc.)

Health professionals (HP) and informal caregivers (IC) play 
a central role in the healthcare system and health services



SCOHPICA: Global aim

To describe and understand, 

over time, HPs and ICs 

trajectories and well-being



09.2023
Design, organization, 
starting up

05.2024
Baseline
Survey (FR + DE)
N = +300

Open prospective cohort

10.2022 - 01.2023
Baseline
Survey 22-23
N = 1707

10.2023
Follow-up survey 1 22-23
N = 4220
+ Baseline survey 23-24
N = 890        

10.2024
Follow-ups 22-23 & 23-24
+ Life history calendars
+ Baseline 24-25

Health Professionals (HP)

Informal Caregivers (IC)

08.2025
Interviews/
focus groups
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05.2025
Follow-up survey 1
+ Baseline survey 2 
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SCOHPICA-IC pilot study



SCOHPICA-IC aims – pBL2024   
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1) To examine the accuracy of the ICIM concepts and their 

operationalization

2) To validate the translation of different scales and describe 

their psychometric properties 

3) To assess the acceptability and feasibility of SCOHPICA IC



Design: open prospective cohort

Wave 1 (pilot PA24)

Wave 2 (PA25)

Wave 3 (PA26)

T0 : Baseline 
questionnaire (pBL PA24) 

T0 : Baseline 
questionnaire (BL PA25) 

T0 : Baseline questionnaire 
(BL PA26) 

T1 : Follow-up questionnaire 1 
(FU1 PA24)

T2 : Life history calendar + 
Follow-up questionnaire 2 
(FU2 PA24)

Mid-April 2024 to mid-
August 2024

T3 : Focus Groups + 
Follow-up questionnaire 3 
(FU3 PA24)

…

…

…

…
10

April 2025 to August 2025

T1 : Follow-up questionnaire 1 
(FU1 PA25)

T1 : Follow-up questionnaire 1 
(FU1 PA26)

T2 : Life history calendar + 
Follow-up questionnaire 2 
(FU2 PA25)

April 2026 to August 2026 April 2027 to August 2027



Switzerland: 
German-, 

French-, and 
Italian-speaking 

regions

Health professionals
5-10'000 in the long term

Informal Caregivers
1-2’000 in the long term

Physicians, nurses, pharmacists, 
psychologists, physiotherapists, 

paramedics, dieticians, assistants (of 
physicians, pharmacists, nurses, ...) and 

other health professionals.

... in direct contact with patients ...

“…persons who aid a relative or friend with 
daily living activities when s/he is no 

longer able to perform them. This 
dependence can be caused by a physical 

or psychological disease, disability, or 
fragility. ICs provide this support on a long-

term basis and are involved to a large 
extent” 

(adapted and translated from Promotion Santé Suisse, 2019)

Populations

11

≥ 18 years old
currently ICs 
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SCOHPICA IC pilot 

questionnaire



Literature review (Escasain et al, 2022)

What are the determinants of well-being, quality of life, and subjective and objective 
burden of informal caregivers?

Determinants
• Sociodemographics

• Care recipient (CR) and evolution of their condition

• Physical and mental health of ICs

• Protective factors
• Psychosocial factors
• Relationship with CR
• Contextual factors
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https://www.unisante.ch/fr/formation-recherche/recherche/publications/raisons-sante/raisons-sante-348


Theoretical framework 
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The Informal Caregiving Integrative Model (ICIM). Gérain, P., & Zech, E. (2019). Informal caregiver burnout? 
Development of a theoretical framework to understand the impact of caregiving. Frontiers in psychology, 10, 466359. 

https://www.frontiersin.org/articles/10.3389/fpsyg.2019.01748/full?s2=P1136618603_1683331208219458618


Determinants – Sociodemographics 
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The Informal Caregiving Integrative Model (ICIM). Gérain, P., & Zech, E. (2019). Informal caregiver burnout? 
Development of a theoretical framework to understand the impact of caregiving. Frontiers in psychology, 10, 466359. 

ICIM SCOHPICA-IC
Gender /

Age /

Type of relationship The nature of the relationship 
between IC and CR

Professional status Working status, activity rate and 
variations

Double duty caregiving Professional activity in the health or 
social domain

Financial strain Satisfaction with financial situation 

https://www.frontiersin.org/articles/10.3389/fpsyg.2019.01748/full?s2=P1136618603_1683331208219458618


Determinants – Psychological 
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The Informal Caregiving Integrative Model (ICIM). Gérain, P., & Zech, E. (2019). Informal caregiver burnout? 
Development of a theoretical framework to understand the impact of caregiving. Frontiers in psychology, 10, 466359. 

ICIM SCOHPICA-IC Scale

Self-efficacy The extent to which one feels able to 
deal with various situations 

The General Self-
Efficacy Scale (GSE) 

Need for 
control

The extent to which one overcommits to 
their role 

Overcommitment 
dimension of Effort-
Reward Imbalance 

(ERI) 

Sense of 
coherence

Perception of life and identification of 
one’s resources in stressful situations

Sense Of Coherence 
scale (SOC)

+ Decision 
latitude 

A person’s control over their use of skills 
when doing an activity and over the 

manner of doing the activity 

Job Content 
Questionnaire (JCQ) 

https://www.frontiersin.org/articles/10.3389/fpsyg.2019.01748/full?s2=P1136618603_1683331208219458618


Determinants – Primary stressors
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The Informal Caregiving Integrative Model (ICIM). Gérain, P., & Zech, E. (2019). Informal caregiver burnout? 
Development of a theoretical framework to understand the impact of caregiving. Frontiers in psychology, 10, 466359. 

ICIM SCOHPICA-IC

Duration Time since the start of informal caregiving

Intensity/Autonomy Quantification of help provided by IC (in 
hours) 

+ number of CR(s) /

Cohabitation Living situation of IC and CR (together, 
CR in institution, CR abroad)

Health condition of 
CR /

Choice The (forced) decision to care for the CR

https://www.frontiersin.org/articles/10.3389/fpsyg.2019.01748/full?s2=P1136618603_1683331208219458618


Determinants – Secondary factors + social 
environment
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The Informal Caregiving Integrative Model (ICIM). Gérain, P., & Zech, E. (2019). Informal caregiver burnout? 
Development of a theoretical framework to understand the impact of caregiving. Frontiers in psychology, 10, 466359. 

ICIM SCOHPICA-IC
Reduced free 

time /

Social support The extent to which the IC’s social network 
provides support

Professional 
support 

The extent to which HPs & volunteers provide 
support + types of activities

Respite The extent to which ICs get time off from their 
caregiving duties

Sociocultural 
environment Cultural importance of informal caregiving

https://www.frontiersin.org/articles/10.3389/fpsyg.2019.01748/full?s2=P1136618603_1683331208219458618


Mediators
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The Informal Caregiving Integrative Model (ICIM). Gérain, P., & Zech, E. (2019). Informal caregiver burnout? 
Development of a theoretical framework to understand the impact of caregiving. Frontiers in psychology, 10, 466359. 

ICIM SCOHPICA-IC Scale

Coping Strategies used by IC to cope 
with difficulties Brief Cope

Appraisal
The subjective evaluation of the 

help provided to CR
Question from 

AOB’s PhD 
Thesis(4)

Relationship 
quality

The subjective evaluation of IC 
relationship’s quality with CR

Question 
elaborated by 

SCOHPICA Team

https://www.frontiersin.org/articles/10.3389/fpsyg.2019.01748/full?s2=P1136618603_1683331208219458618


Specific outcomes
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The Informal Caregiving Integrative Model (ICIM). Gérain, P., & Zech, E. (2019). Informal caregiver burnout? 
Development of a theoretical framework to understand the impact of caregiving. Frontiers in psychology, 10, 466359. 

ICIM Scale

Burnout

Adapted BAT-12 (emotional exhaustion, 
depersonalisation) 

+ Revised caregiving Appraisal Scale 
(personal accomplishment)

https://www.frontiersin.org/articles/10.3389/fpsyg.2019.01748/full?s2=P1136618603_1683331208219458618


General outcomes – IC and CR
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The Informal Caregiving Integrative Model (ICIM). Gérain, P., & Zech, E. (2019). Informal caregiver burnout? 
Development of a theoretical framework to understand the impact of caregiving. Frontiers in psychology, 10, 466359. 

ICIM SCOHPICA-IC Scale

Informal caregiver –
well-being

Perceived physical and 
mental health WHOQOL-Bref 

Care recipient
Institutionalisation and 
(re)admission rates of 

CR

Questions 
elaborated by 

SCOHPICA Team

Care recipient CR’s health

Adaptation from 
European Social 

Survey (ESS10) –
Subjective general 

health

https://www.frontiersin.org/articles/10.3389/fpsyg.2019.01748/full?s2=P1136618603_1683331208219458618


SCOHPICA-IC:
Acceptability

22



SCOHPICA-IC: Feasibility
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Assessment of recruitment strategy, retention and adherence rates:

• Initial data (gender, age, total workload, etc…) 

 description of participants and types of ICs who would be missing

• Free comments : a space for free expression

• Logbook kept throughout the first data collection (channels of dissemination, number of 

reminders sent, open remarks by partners in the field)

• Discussions with the group of scientific experts and members of the support panel



Questionnaire
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Pilot Baseline web and paper questionnaire  
• French and German

• 189 questions 

• ICIM : determinants, mediators, outcomes

• Acceptability & Feasibility (11 questions)

• ∼ 30-40 minutes 
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SCOHPICA IC pilot 

recruitment
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Data collection

Ethics committee
• Protocol approved for the 1st year of SCOHPICA IC (pilot study)

Data collection
• OST : actively involved in the recruitment (German speaking part of 

Switzerland) 
• Data collection from mid-April to mid-September 2024 with electronic and 

paper questionnaire (French & German)

The pilot baseline survey of IC has been launched 

in late April to the beginning of September 2024

Article in 
preparation
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SCOHPICA ICs’ partners and recruitment   

Thanks to a lot of supporting partners
o Associations of patients, other organisations 
o Hospitals, clinics, nursing homes, home care 
o HR associations
o Protestant and Catholic parishes
o Cantons  

How?
o Conferences
o Websites/Newsletters 
o Social media and press contacts 
o Word of mouth…



Data collection with students 
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• Bachelor Thesis in Nursing VAE  

• 3 students collected 10 questionnaires each

• Elaboration of an observational grid and lived observation of participants completing the questionnaire 

• Analysis of the observations and recommendations based on their conclusions

• Bachelor Thesis in Nursing 2024 

• 9 students 

• Contribution to qualitative analysis of the 2024 questions on feasibility and acceptability

• Each students will collect 10 questionnaires in 2025

• Bachelor Thesis in Occupational Therapy 2024

• 3 students

• Preparation of the structure of Life History Calendar 2026

• PAuSES programm (Nursing and Occupational therapy students offering respite to ICs) by 2025 



Qualitative analysis: 
acceptability and feasibility



Qualitative analysis: questions on acceptability and feasibility
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Question 2: What emotions did you feel when you completed this 
questionnaire? Please explain in a few words.
Number of answers: 178

Themes : 
• Awareness of their role as an informal caregiver
• Sadness 

• At the care recipient situation’s
• Lack of recognition for their effort and work

• Angry
• At the unfairness of the system that does not support them enough 

• Joy
• At the idea of being able to speak out and being heard 
• For the interest shown



31

Question 3: If you had to explain in a few words what the data collected 
by SCOHPICA-IC will be used for, what would you say? Please explain in 
a few words.
Number of answers : 139

Themes : 
• Improving the situation of informal caregivers
• Recognizing and valuing informal caregivers
• Impact on policy at national level
• Learn about the experiences of informal caregivers

Qualitative analysis: questions on acceptability and feasibility
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Question 4: What advantage(s) do you see in participating in SCOHPICA-
IC? Please explain in a few words.
Number of answers : 155

Themes : 
• Contribution to the study and feeling of usefulness
• Recognition and appreciation of informal caregivers
• Improvement in quality of life and conditions for caregivers
• Expression and introspection
• No personal benefit

Qualitative analysis: questions on acceptability and feasibility
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Question 5: How did you hear about SCOHPICA-PA?
Number of answers : 176

Themes: 
• Entourage

• family, friends

• Organizations: 
• home care services, temporary care centre, nursing homes, hospitals, medical practices

• At work: colleagues
• Associations: 

• patients and IC's, parishes, Connaissance 3

• Communications:
• via e-mails, social networks (Instagram, LinkedIn, Facebook), professional journal...

Qualitative analysis: questions on acceptability and feasibility
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Question 6: Overall, are there any topics relating to helping a loved one 
that you would have liked to see addressed in the questionnaire but 
didn't? If so, which ones?
Number of answers : 75

Themes : 
• Administrative procedures
• More emotional aspects
• Relationships and family dynamics
• Organization with professional life
• Resources

Qualitative analysis: questions on acceptability and feasibility
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Question 7: What suggestions would you make to increase the 
participation of informal caregivers to SCOHPICA-PA project?
Number of answers : 99

Themes: 
• Increase the support

• healthcare organizations; patient and IC associations; medical practices…

• Increase publicity: 
• flyers; newspapers, standard media, social networks (Facebook)…

• Snowball recruitment
• A shorter questionnaire

Qualitative analysis: questions on acceptability and feasibility
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Question 8: Do you have any other comments or suggestions about 
SCOHPICA-IC? If so, which ones?
8 participants had other comments

Themes : 
• Questionnaire structure

• Types and place of questions

• Messages of thanks and acknowledgement

Qualitative analysis: questions on acceptability and feasibility
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Question 9 : Would you encourage other informal caregivers to take part 
in the SCOHPICA-IC project? If not, why not?
6 participants said “No” 

Themes : 
• Length
• Emotionally heavy 
• Don’t know any other informal caregiver

Qualitative analysis: questions on acceptability and feasibility
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Question 10:  Were there any questions that offended you? If so, which 
ones? Please explain in a few words.
7 participants said “Yes”

Themes: 
• Some questions are : 

o too intrusive
o unclear

• Emotional burden when filling in the questionnaire

Qualitative analysis: questions on acceptability and feasibility



Descriptive statistics 
of 

pilot Baseline (pBL2024) 

questionnaire



pBL2024 – Sample

40

Results are presented for 

participants who completed 

≥ 50%

Number of 
questionnaire 

entries
N = 599

Study sample
≥ 50%

N = 305



pBL2024 – Sample
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81% in French

19% in German

Source : https://www.ch-info.swiss/fr/edition-2023/die-schweiz/fakten1

N = 305

Results are presented for participants who 

completed ≥ 50% 



pBL2024 – Gender

42

Which of the following best describes 
you? I am...

N = 285

82,5%

17,2%

0,4%

Women
Men
Don't wish to answer

Results are presented for participants who 

completed ≥ 50% 



pBL2024 – Age

43N = 283

6,7% 8,8%

28,3%

37,8%

18,4%

0,0%

10,0%

20,0%

30,0%

40,0%

50,0%

60,0%

70,0%

80,0%

90,0%

100,0%

26-35 36-45 46-55 56-65 ≥65

Results are presented for participants who 

completed ≥ 50%



pBL2024 – Duration of informal caregiving
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How long have you been helping this person (please indicate the year)?

N = 302

8,3%
2,3%

23,2%

13,9% 16,2%

36,1%

0,0%

10,0%

20,0%

30,0%

40,0%

50,0%

60,0%

70,0%

80,0%

90,0%

100,0%

less than 2
years

2-4 years 5-9 years 10-14 years 15-19 years more than 20
years

Results are presented for participants who 

completed ≥ 50%



pBL2024 – Number of care recipients

45
N = 305

1
79,3%

2
15,7%

3 or +
4,9%

Results are presented for participants who 

completed ≥ 50% 



pBL2024 – Who is the care recipient ?

46N = 298

Who is the person you help most?

29,9% 27,5% 23,5%

6,7%
12,5%

0,0%

10,0%

20,0%

30,0%

40,0%

50,0%

60,0%

70,0%

80,0%

90,0%

100,0%

Mother Spouse Son / Daughter Father Other members
of the social

circle

Results are presented for participants who 

completed ≥ 50%



pBL2024 – Time to completion 

47

50%



pBL2024 – Agreement to 2nd contact
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Are you willing to be contacted next year to complete this 
questionnaire again to see how your situation has 
changed?

N = 281

73,0%

27,0%

Yes
No

Results are presented for participants who 

completed ≥ 50% 



Validation of the Burnout Questionnaire (PA-BAT 12) N=260: Internal consistency and 
CFA

Index Estimate CI_Lower CI_Upper

Cronbach's Alpha 0.92 0.91 0.93
McDonald's 

Omega 0.92 0.91 0.93

Correlations among 
the questionnaire 
items

Internal consistency reliability coefficients. 
Alpha (α) and omega (ω) both indicating 
acceptable reliability when values exceed 
0.70.

Confirmatory factor analysis (CFA) results for the adapted BAT-12 
questionnaire. The model supports the expected item loadings onto 
the four subscales (latent variables), confirming that the adapted 
version retains the factorial structure of the original BAT-12.



pBL2024 – Global scores: Psychological factors
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Self-efficacy

Min : 10
Max : 40

Coping (total)

Min : 1
Max : 32



pBL2024 – Global scores: Psychological factors
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Overcommitment

Min : 1
Max : 32

Sense of coherence

Min : 13
Max : 91

Min : 6
Max : 24



pBL2024 – Global scores : Burnout
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Burnout
(BAT-12)

Scale : 1-5 



pBL2024 – Global scores : IC’s health
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WHOQOL –
Quality of life

WHOQOL –
General Health



pBL2024 – Global score: CR’s health
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CR’s health

1 = very bad
5 = very good

Statistical analyses in 
progress

 Advanced results to 
be presented early 

summer 



Qualitative analysis: 
open-ended comments 



Qualitative analysis: standard open-ended comments
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Question 1: Would you still like to comment on the help you provide for 
the care recipient and/or add an important aspect that was not covered 
by the questionnaire?

Number of answers = 113 Number of occurrences = 143
Themes: 
• Lack of support and recognition 47
• Description of the help provided 22
• Relationship with the care recipient      20
• Psychological and cognitive burden 13
• Informal caregiver for CR with mental disorders 12
• Difficult coordination between care and work 11
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Qualitative analysis: standard open-ended comments
Lack of support and recognition

6

2
3

5

2

14

9

0

2

4

6

8

10

12

14

16

Lack of
recognition for

informal
caregivers

Lack of
supportive

activities with
the care
recipient

Lack of family
support

Lack of
institutional
support and

medico-social
intervention

Lack of general
support

Lack of financial
support

Lack of
administrative

and
organisational

support

Number of 
occurrences = 47
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Qualitative analysis: standard open-ended comments
Description of the help provided

10

7

5

0

2

4

6

8

10

12

Type of help Plurality of informal caregiving
situation

Frequency of help

Number of 
occurrences = 22
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Qualitative analysis: standard open-ended comments
Relationship with the care recipient

9

6

5

0

1

2

3

4

5

6

7

8

9

10

Affection, recognition and
reciprocity

Relationship difficulties and
conflicts

Changes in the relationship as
a result of the illness

Number of 
occurrences = 20



Discussion
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Strengths and limitations
Successful pilot 

• Baseline and Follow-ups will benefit from acceptability and feasibility analyses

• ICIM 

• Validation of the Burnout Assessment Tool (BAT) adaptation to informal caregiving

Article in 
preparation

Effective recruitment strategies and strengthened partnerships 

  solid foundation for future data collection  

Two articles in preparation

Open research or open data : possibility to join the research team or to re-use data for secondary 
analyses



What’s next??

Wave 1 (pilot PA24)

Wave 2 (PA25)

Wave 3 (PA26)

T0 : Baseline 
questionnaire (pBL PA24) 

T0 : Baseline 
questionnaire (BL PA25) 

T0 : Baseline questionnaire 
(BL PA26) 

T1 : Follow-up questionnaire 1 
(FU1 PA24)

T2 : Life history calendar + 
Follow-up questionnaire 2 
(FU2 PA24)

Mid-April 2024 to mid-
August 2024

T3 : Focus Groups + 
Follow-up questionnaire 3 
(FU3 PA24)

…

…

…

…
62

April 2025 to August 2025

T1 : Follow-up questionnaire 1 
(FU1 PA25)

T1 : Follow-up questionnaire 1 
(FU1 PA26)

T2 : Life history calendar + 
Follow-up questionnaire 2 
(FU2 PA25)

April 2026 to August 2026 April 2027 to August 2027

Core questions + modifications 
• Modifications will depend on needs of 

informal caregivers, the evolution of their 
situation in Switzerland, and new 
collaborations with researchers 

Presentation of more advanced analyses in the 

end of June 



Conclusion 
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SCOHPICA IC: Next steps

Results of 2024 available on the 
new Dashboard in April 2025 in F 
& G

The baseline survey of IC will be open from 

mid-April to mid-August 2025



65

SCOHPICA Healthcare professionals:
Next steps  

Results (2022-2023) 
available on the new 

Dashboard
(www.scohpica.ch)

Questionnaire is open until the 

end of  January 2025 

https://scohpica.ch/je-souhaite-participer/


Thank you for your collaboration



Thank you for your attention and contribution

www.scohpica.ch 
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http://www.scohpica.ch/
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