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Amelie

 Nonprofit NGO founded in 2006 in the Czech Republic which provides 
psychosocial support for oncology patients and their loved ones free 
of charge
 4 Centers in 4 cities in the Czech Republic
 Phone Amelie Line (operating daily)

 Amelie also works to destigmatize and improve cancer awareness
 Volunteers in hospitals
 Promoting oncology patients’ rights 
 Lectures at schools 
 Informational brochures
 Conference about psychosocial care in oncology





Aims of the study

1) Identify where cancer patients 

in the Czech Republic turn to for 

help with their psychosocial needs

2) Where they have received help

These findings can help 

professionals see opportunities 

for improvement



Methods

A previous study in 2016 (1) identified 17 core psychosocial 

needs of cancer patients in the Czech Republic (at least 

50% of the sample identified these needs as being 

important to them).  

The most and least frequently selected needs:

 To find hope, optimism and strength to fight 

(72%)

 To receive help when I have a disability but 

am not entitled to disability pension (50%)
1 https://www.amelie-zs.cz/wp-content/uploads/2018/05/Co-pot%C5%99ebuj%C3%AD-

onkologicky-nemocn%C3%AD-v-%C4%8CR.pdf

https://www.amelie-zs.cz/wp-content/uploads/2018/05/Co-pot%C5%99ebuj%C3%AD-onkologicky-nemocn%C3%AD-v-%C4%8CR.pdf


Psychosocial needs – part 1

1. To find hope, optimism and strength to fight
2. To have a chance to to discuss my feelings and fears
3. Psychological support while waiting for diagnosis
4. To have a chance to return to normal life gradually
5. To talk with people in a situation similar to mine
6. Support with accepting my diagnosis and treatment
7. To feel that I can be useful to others
8. To feel that I still have control over my life
9. Support with accepting life chages (e.g.being unable to work)
10. Not to feel like other people avoid me because of my illness



Psychosocial needs – part 2

11. Information on convalescence (e.g. rehabilitation...)
12. Information on what I am entitled to in relation to my illness
13. Information on how to provide financially for myself and my 

family
14. Information on how to arrange employment issues before 

treatment
15. Transport or someone to accompany me to examinations or 

treatment
16. Help with accepting changes of my body
17. Help when I have a disability but am not entitled to disability 

pension



Methods – qualitative part

 Two focus groups

 Male (N=7) and female (N=7)

 Where did you expect support with 

fulfilment of your needs?

 Where did you receive support?

 Result: list of people, institutions, 

organizations, others (internet, books)



Methods – quantitative part

 Online questionnaire of 17 psychosocial 

needs identified in 2016 study (1) 

 Distributed via website, email and social 

media to Amelie’s clients, other patient 

organizations, oncology centers and 

cancer-related groups

 Sample N=250

1 https://www.amelie-zs.cz/wp-content/uploads/2018/05/Co-pot%C5%99ebuj%C3%AD-onkologicky-nemocn%C3%AD-v-%C4%8CR.pdf

https://www.amelie-zs.cz/wp-content/uploads/2018/05/Co-pot%C5%99ebuj%C3%AD-onkologicky-nemocn%C3%AD-v-%C4%8CR.pdf


Where did you expect support with finding 
hope, optimism and strength to fight?

• Partner
• Parents
• Children
• Extended family
• Colleagues at work
• Friends
• Medical doctor – oncologist
• Medical doctor – GP
• Medical doctor – other
• Social worker
• Carer
• Faith / Priest
• Psychologist/ Psychotherapist
• Patient organization / Club / Self-help 

group / Online sharing
• Books / Literature / Internet information
• Myself
• Other: open choice

Next need



List of resources per need

 Partner
 Parents
 Children
 Extended family
 Colleagues at work
 Friends
 Medical doctor – oncologist
 Medical doctor – GP
 Medical doctor – other
 Social worker
 Carer

 Faith / Priest
 Psychologist/ Psychotherapist
 Patient organization / Club / 

Self-help group / Online sharing
 Books / Literature / Internet 

information
 Myself
 Other: open choice



List of resources per need

Social/ legal/ financial needs

All options above +
 Czech Social Security Administration / Regional Social Security 

Administration
 Employment Office
 Regional social worker
 Lawyer
 Health insurance company



Results: Demographics
Sample n=250
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Results: Demographics
Sample n=250
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Results: Demographics
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Results: Top 3 needs

1. To find hope, optimism and strength to fight (92,8%)
 Fulfilled 57%, partially fulfilled 40%

2. To feel that I can be useful to others (90,4%)
 Fulfilled 64%, partially fulfilled 31%

3. To feel that I still have control over my life (88,4%)
 Fulfilled 67%, partially fulfilled 29%



Top 3 unfulfilled needs

1. Help when I have a disability but am not entitled to disability 
pension (28% unfulfilled)
 Only 18% indicated as their need

2. Information on convalescence (22% unfulfilled)
 75% indicated as their need

3. Information on what I am entitled to in relation to my illness 
(19% unfulfilled)
 75% indicated as their need



Top places of disappointment

 Medical doctor – oncologist
1. Information on convalescence
2. What I’m entitled to
3. Find acceptance, optimism
4. Discuss my feelings and fears

 Social Security Agency
1. How to provide financially
2. Disability pension
3. To arrange employment issues

 Medical doctor – GP
1. Information on convalescence



Top places of support

 Partner

 Friends

 Patient organization/ Clubs/ 

Self-help groups / Online sharing

 Medical doctor – oncologist

 Patient him/herself

 Transport or someone to accompany

me (13% expected vs 27% reality – sign.)



Help with accepting changes of my body

 Crucial role of partners

 58% expected help, 41% got help – sign.

 Patient himself/herself

 47% expected, 53% reality

“I was left with disfunction after operation, but it’s an advantage, they prescribe me pilss and depending 
on the amount it lasts even 6 hours without any problem. I even tell guys in the hospital...depending on 
the amount it lasts longer and better than before.” (focus group, male)

“It helped me immensely that my partner didn’t care, that we were making love as before, 
without a breast, without hair, he didn’t care, it was alright, it helped me a lot to accept changes 
of my body, if he didn’t care. And he wouldn’t be able to fake it if he did care, but it helped me 
that if this wouldn’t unsettle him, then it would not me too.” (focus group, female)



Results: gender

 Females – most needs more important 

than for males

 To have a chance to to discuss my 

feelings and fears

 Males turn for help to partners (74% 

expect., 63 % fulfilled)

 Females turn more often to friends 

(60% expect., 58% fulfilled) 



Results: age, time

 Younger patients – turn to friends 

 Older patients / longer from diagnosis 

– patient organizations

 To feel that I can be useful to others

 Its importance increases over time 

from diagnosis & with increased age

„That’s the only way to realize that you should be 
useful; you don’t realize that someone might need 
help until you need it yourself.“ (focus group, female) 



Discussion

 Sample not representative
 Expected support higher than reality
 Females more sensitive to psychosocial needs
 Support from partners, friends, patient themselves
 Discrepancy – oncologists, Social security agency, GPs
 Increased role of patient organizations over time



Take-home message
 Psychological support for oncology patients and their loved ones 

needs to be better signposted

 We need to support oncologists to understand where they can 

send patients for support

 There needs to be more support available 

 Al



Do you have any questions?



amelie@amelie-zs.cz

Amelie Line: 

Thank you for your attention!

www.amelie-zs.cz/en/

+420 739 004 333
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