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Homes of the 
oldest old
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• Working till old age

• Purposeful physical 
activities

• Build in their daily life 

• Reason for being

• ‘plan de vida’ in 
Costa Rica

• ‘Ikigai’ in Japan 
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Meaningful daily
activities

• Working till old age

• Purposeful physical 
activities

• Build in their daily life 

• Reason for being

• ‘plan de vida’ in 
Costa Rica

• ‘Ikigai’ in Japan 
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Aim:
gaining insight in the daily life of 

the dialysis patients
their daily functioning

their quality of life and influencing factors

10



Mixed method study  

• Quantitative study

• Cross sectional

• Survey

• Consecutive sampling
• 4 dialysis centres, 

• 18+, 

• dialysis since 3 months,

• exclusion: dementia, other 
cognitive or communicative 
impairments that prohibit 
patients from understanding the 
questions, foreign languages and 
acute admissions (min. 3 weeks)
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Assessment 
protocol 

Demographic data
The number of 

hospital admissions

Comprehensive 
Geriatric Assessment 

(CGA)

Groninger Frailty 
Index

Amnestic 
Comparative Self 

Assessment (ACSA) 
for Quality of Life

EQ-5-D

BIA for 
independence in

Activities of Daily 
Living (ADL)

EORTC QLQ-C30
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Mixed method study  

• Qualitative study 

• Cross sectional 

• In depth interviews

• Heterogenous purposive 
sample:
• 4 dialysis centres, 

• 18+, 

• dialysis since 3 months, 

• exclusion: dementia, nursing 
home residents 

• Fenomenogical hermeunitical
analysis (Lindseth & Norberg, 
2004)
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Results of the quantitative study  
All participants (n=140)
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Participants

Male: 92 (65,70%) 

Female 48 (34,30%)

Age: 72,32 (14,24; 24-95) 

>65: 111 (79,30%); <65: 29 (20,70%)

Risk for depression: 25 (17,90%)

n=140; 60% total population 
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Daily functioning of 
the dialysis patients
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Independence 
in self care 
(basic-ADL)
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Independence 
in household 

activities 
(instrumental 

ADL)
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Independence 
in hobbies, 

leisure, 
etc.(advanced 

ADL)
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Quality of life of the dialysis 
patients and influencing factors
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Quality of 
Life

• ACSA - QoL-score: 1,97 (±2,05; -5 +5)

ACSA 
Bernheim & Buyse,1984)
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Significant 
predictors of 

QoL:
the ACSA-

score (p<0,05)

Cognitive Functioning 
Score (EORTC QLQ-

C30) 

80,33 (24,43; 0-100)

Usual Activities Score 
(EQ5D) 

1,90 (0,60; 1-3)

Number of 
hospitalisations:

1,04 (1,00; 0-6)

Subjective health 
(EQ5D VAS)

60,52 (19,14; 4-100)

Frail (Groninger Frailty 
Index): 

77,5% = frail 

5,85 (2,57; 1-13)

Participants ≥ 65y (n=111) 

➢ explaining 31,30% of the variance 
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Results of the qualitative study 
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Participants 
(n=27)

Male: 12 (44,44 %) 

Female: 15 (55, 56%)

Age:  24-87 y 

>65: 7 (25, 93%); <65: 20 (74,07%)

Dialysis: 4-90 months

Transplantation waiting list: 6
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Daily Activities
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Daily Activities

“I have four grandchildren and I always took care of the first 
two. Now I can only pick them up from school one day a week, 

Thursday, the day on which I don’t have dialysis. […] And on 
Wednesdays I used to cook for my daughter and the children, 

and now she cooks, the roles are reversed.”

– woman, 71 years old –
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Quality of Life

• Factors influencing QoL seemed to be

• The decline in functioning and in 
social relations

• Besides the time consuming dialysis, 
physical complaints

• Decrease in QoL from the moment 
dialysis started compared to ‘before’ 
dialysis 

• Increase in QoL after a few months of 
dialysis through (beginning) acceptance 
of the dialysis 
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Adaptation 
process 
over time

Shock Disorganisation Reorganisation
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The needs of dialysis
patients

• Practical information about the impact on 
their daily life: how does it affect their work
situation and how can they cope with the
uncertainty of fatigue?

• How to deal with the changed future
perspective and their roles: can they still be
a parent, will they be able to work, …?

• A wish for honest and raw information 
about life after transplantation.

“You need to be happy with what you have. 
That’s why it’s so hard for me to see the

meaning of life, because you have to give up 
so much for something you didn’t want.”

– woman, 26 years old –
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Implications for 
practice 

• QoL and impact on daily life and social
environment influence patients self-
management abilities and treatment 
adherence (Kang & Stenfors-Hayes, 2016; Morton et al., 2012; 

Rosina, Crisp & Steinbeck, 2003)

• Patients should be coached in self-
management: need for sufficient
knowledge of coping strategies and
time- and energy-management to
maintain their meaningful activities and
participation (Borell, Lilja, Svidén en Sadlo, 2001; Gemmel et al., 

2016; Letchmi et al., 2011)

• Medical management and (to less
extent) emotional management is 
supported

• Role management is almost not
supported
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Implications for 
practice 

Occupational therapists can help:

• Role management: adaptation of 
activities and environment -> 
maintaining activities and finding new 
ones -> higher QoL (Chau et al., 2003; Mariotti & Rocha de 

Carvalho, 2011; Wells, 2015)

• Implementing energy- and time-
management strategies in their daily
lives (Chau et al., 2003; Mariotti & Rocha de Carvalho, 2011, McQuoid, 

Jowsey, & Talaulikar, 2017)

• Helping family members understand the
impact of dialysis and reducing their
stress (Chau et al., 2003; Rote, Angel & Markides, 2014)
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Take home messages

• Person centred care: take time to really
listen what bothers the patients and
matters and frame your
recommendations in this context (O’Hare, 

2017)

• Need for honest and raw information 
about ‘daily life’ after transplantation
and during (pre)dialysis

• Supported (adapted) work (return to
work) and education: refer patients to
organisations (Hodac-Pannekeet et al., 2011)

• Attention for family members and their
problems (Belasco, Barbosa, Bettencourt, Diccini & Sesso, 2006; 

Coleman, Piles & Poggenpoel, 1994)
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Dialysis adds days to life, 
occupational therapy adds life 

to days
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