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Preliminary Findings and Implications

 These preliminary findings need to be revised within a process of coding, but could nevertheless serve as initial framework for a content analysis

 The tentative findings are in line with Horton-Deutsch et al. (2007), who found that e.g. trust in health care and reliance on family influence PwD decisions, as PwD count on their assistance in decision-making

 The findings indicate to consider decision-making in dementia as emotion- and value-based, thus health care practioners need to rethink how to organize and facilitate decision-making processes

Background

 The assessment of whether a person is competent to make treatment or research decisions is based on a concept of 

mental capacity, which implies cognitive functioning

 Grisso and Applebaum (1998) defined four functional abilities, which are relevant for the measurement of mental 

capacity: the ability to understand information, the ability to appreciate given information for the own situation, the 

ability to reason with relevant information and the ability to express a choice

 The MacArthur Competence Tool (MacCAT) is one instrument to asses mental capacity based on the four functional 

abilities

 Concerning the assumption of rational choices as the basis of decision-making and the assessment building on that, 

Breden and Vollmann (2004) mention that “[…]a model limited to rational and conscious aspects of decision-making is 

not representative for the way people generally reach decisions” (p. 276)

 According to Karel et al. (2010) “emotional and valuational factors” need to be considered in the reasoning process of 

decision-making of PwD

 Few studies examined how persons with dementia (PwD) make decisions and identified different factors and key-

events that influence the decision-making process and the final decisions of PwD (Groen-van de Ven et al., 2017; 

Horton-Deutsch et al., 2007), which are not exclusively rational 

 However, to the best of our knowledge there are no published empirical studies that consider non-cognitive aspects 

for the enhancement of consent procedures and capacity to consent yet

Objective

To investigate, how PwD decide to participate in a lumbar puncture for 

diagnostic purpose, by which factors their decisions are influenced and how 

they experience (enhanced) informed consent procedures.

Participants

Data collection is still in progress. Currently six persons (n=6) with potential 

mild dementia or mild cognitive impairment (MCI) were included. MMSE 

scores of the included participants vary between 21-27. Five of the included 

participants were female, one was male.

Method

One interviewer (TW) conducted Problem-Centered Interviews (Witzel, 

2000), using an interview guide, with different types of questions to adapt 

the level of difficulty and openness to the communicative abilities of the 

individual participants. The interviews lasted between 8 and 36 minutes, 

mean duration was 20 minutes.

Well, okay, well really involved in 
that sense, she agreed like, agreed
I: Okay, and was it important to you 

that your wife agreed?
Yes of course. Of course. We are only 

good if we can help each other in 
some way […].

Well, I hope that the illness 
– because I have heard that 

medicine is so advanced 
these days - that the illness 

might be slowed down 
somehow, you know. What 

might be hoped for?

I hope I can be helped. Well, I 
don´t think I can be helped to 

overcome dementia, well I 
don´t think that´s possible. 

Like, but to me in medical you 
know care that´s really 

important as well, isn´t it? Well, you know spinal cord, that really is a 
something delicate. And to have 

treatment there that in my opinion is, but 
I’m no expert in these things, I haven’t got 

a clue, have I? But from hearsay, that‘s 
really a delicate organ, isn’t it? And if that 
goes wrong, then that’s . But I assume this 
is not the first time they are doing it. Will 

have happened a few times and that 
guaranties some safety. 

I have colleagues and physicians around 
me a bit as well. Not many but on the 

whole some people who can judge and 
assess stuff.

I: Do you discuss these things with them?
Yes I do. I never do these things on my 

own because I know, well, in my job I was 
able to help lots of people by talking and 

contemplating about it.

Relieved. A little bit 
relieved although always 

a bit sceptical, yes 
sceptical, a bit worried, 
something like that is 

always part of it, 
although I’m not an 

anxious person you know. 

Well, this is maybe, when it’s 
about the illness, about 

dementia, that it might help 
others and me, you know?

Actually, my husband 
saying yes […] and my 

daughter […]
Well, if they say yes, 

then I’ll do it.

Well, it’s hard for me to 
explain, but I think the 
doctor is trust[worthy] 
and she will do a good 

job.

Well, quite shaken, 
unsh, unstead, no.

I: unsure?
Unsure, yes.

Yes, a bit nervous, 
moderately nervous […].
Well, I’m really uneasy 

about taking part 
because there are known 

risks.

Results

Hope for Help Trusted Persons Uncertainty Safety within Treatment

The expression of hope is frequent in the 

conducted interviews. The decision to take part in a 

lumbar puncture for diagnostic purpose appears to be 

influenced by the hope for various forms of help, 

despite of the sad certainty that there is no cure.

Either the agreement to, the taking over of 

or the deliberation upon decisions by or with 

persons of trust is often mentioned by PwD as 

helpful as well as strongly influencing their 

decisions.

In answer to the question what the decision to 

participate in a lumbar puncture for diagnostic 

purpose triggers, PwD mentioned strong emotions, 

they could often not describe in detail. The described 

emotions aren’t always of negative nature.

The confidence in the skills and the 

know-how of health care practioners seem to 

contribute to the decision to participate 

despite of know risks and arising emotions


