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Background: The aim of this study was to explore experiences of 

with mild cognitive impairment 

(MCI) or mild dementia and their relatives. 

Methods: The 

participants included five people MCI and eight people with mild dementia and their 

relatives. 

The following categories emerged:

The main findings were that people with MCI and dementia 

experienced cognitive changes that could be burdensome and changed activity patterns. Most 

of them, however, considered themselves capable of coping on their own. The relatives 

noticed cognitive changes and activity disruptions to a greater extent and tried to be 

supportive in everyday life. Degree of awareness varied and lack of awareness could lead to 

many problems in everyday life. 
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he aim of this study was to explore experiences of 

with MCI or mild

dementia and their relatives. 

Methods 

Participants 

The participants (n = 26) included five people with MCI and eight people with mild

dementia and their relatives (two children and 11 spouses). 

Recruitment and procedures 

The participants were first contacted by a nurse who was involved in their

investigation and treatment at the clinic. information about the study 

phone or during a regular visit to the clinic. If the person agreed, the interviewer (
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contacted the person by phone to provide more information about the study

written information with time for the 

interview. Informed written consent

was obtained from all participants Ethical the Regional Ethical 

Review Board in Linköping (Dnr: 2012/387-31  The interviews were conducted at the

memory clinic or in the participant’s home according to their choice.

Data analysis 
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Results 

The following categories emerged:

The results are presented from the participant’s and relatives’ perspectives under each 

category except for the categories on consequences in everyday life for relatives and support 

for relatives, which only concerns relatives. The results are illustrated with quotations. The 

Noticing cognitive changes 

The cognitive changes in everyday life described

mostly short-term memory problems remembering what they intended to do or

say and remembering names. Other cognitive impairments reported included loss of 

initiative visual p

Impaired cognition was sometimes perceived as

very annoying and bothersome and could contribute to anger or sadness. 
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So they started then with lots of new computers and we were supposed to write in and do things, 

yeah, well I just did not get it together so well … (P7) 

people with MCI or dementia

No, I've never experienced any memory impairment in everyday life, no; so I do not have any feel 

for it and I think then it's great if it could go on and think so yes … I was probably a bit surprised 

that they got hold of me down there actually [referring to the memory clinic] (P3) 

Well then, I'm getting a little … sometimes I miss a name and stuff. But I guess with age and 

everything that you might start to get a little forgetful but I'm not active today, I'm not working of 

course and so … (P1) 

people with MCI or dementia

people with 

dementia
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I know he knows in a way but he doesn’t want to talk about it. We can’t talk about it, he doesn’t 

want to. (R1) 

He knows that he has a disease but does not understand it, does not see his shortcomings; he 

believes it will come in the future. (R7) 

I do wish that he would be more aware so we could discuss and plan for the future. Short-term 

accommodation is impossible as long as he doesn’t have insight into his problems. (R1) 

Changed activity patterns 

people with MCI or dementia 

Those trivial daily duties take a longer time to complete for me. (P4) 

I leave the use of the computer to my wife. She pays the bills and all that. (P1) 

people with MCI or dementia 

People with MCI, but particularly those with dementia, 

people 

with MCI or dementia.  

It is not that exiting anymore, I suppose that I could go but not for long and not in large groups. 

(P6) 
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people with dementia

I could not even bake when I got home because I did not know what grams and kilos were. (P7) 

She has a large garden as you saw, and she can talk about weeding the garden plot but she doesn’t 

do it, it is the same with writing Christmas cards for example. (R13) 

people with MCI or 

dementia to do so
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I used to be good at reading manuals, but that gets worse and worse. (P9) 

I can notice that when I’m reading it doesn’t stick, I have to reread over and over again. (P2) 

Coping strategies 

people with MCI or dementia
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people with MCI or 

dementia

I need to write things down more often now. Fill in or write down what to do and stuff ...The dentist, 

for example, I thought it was today but it was not until Monday and the appointment I had with you 

today, I thought it was half past three, but it was half past one. So everything was just wrong! I read 

the notes and when I called the dentist to change the time, they told me I was wrong, it wasn’t today. 

(P2) 

people with MCI or dementia

 Yes it's not funny, it's no fun diagnosis; it is not but it is what it is ... it's so ... everyone must accept  

their illnesses there are so many ... (P8) 

Uncertainty about own ability and environmental reactions 



13 

 

No, I don’t think so maybe a little [referring to having memory problems]; maybe you should have 

my wife here. No I don’t think she would tell different, but I don’t know. (P1) 

Our daughter she usually talks to her father, she doesn’t think that I understand anything and that 

feels hard, I mean that makes you feel even worse... (P8). 

People don’t know how to handle it. If I tell someone about the disease they say; oh dear, and then 

they don’t want to ask anymore…even my sister doesn’t ask me about it. (P8) 

people with MCI or dementia 

Support in everyday life 

people with MCI or dementia 
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No absolutely not, and if I need any support, I have my wife and for that I’m happy, no, but that's no 

problem. (P1) 

No, it’s him who wants to support me a little (laughing), something like that, I mean I don’t want 

that so much, I don’t know but I’ve never asked him to pick me up earlier. (P6) 

He washes his clothes himself although I’ve noticed in the last six month that he uses any 

programme and mixes up the clothes higgledy-piggledy, but I don’t care. As long as he does it, he 

can do as he likes, because his clothes get washed and that is totally okay. He makes coffee and 

sometimes it works and sometimes it doesn’t; that is the way it is. I mean there are so many things 

he does and I think that it is good that he does those things, so I like him to keep doing that. (R10) 

Support from the health care system 

People with MCI or dementia

Thus, I’m still in a phase where I have not been before. I’ve had a few knocks, so I have a certain 

fear, and I don’t know what will happen and things like that, this is bothering me a lot … (P10) 
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people with dementia 

The other participants were just old men sitting like this [showing the chin dropped down with open 

mouth]; there was a guy that was better than me but just one; yeah, it feels a little sad. I mean you 

can work at a place like that, but then you get the money for it, but to sit on couch like that … (P10) 

I would love to work there but I do not wish to be a patient there. We were not even allowed to help 

out in the kitchen, and we were served food as if we were idiots! (P7) 

Consequences in everyday life for relatives 

people with MCI or dementia

 

with MCI or dementia 

person with MCI or 

dementia
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Support for relatives 

with MCI or dementia 

 with

At first when I heard the other stories I thought; is this the future? Then I could see the positive 

things about it. I am prepared. So it was a bit two-sided. (R11) 

How to act in everyday life, how much should one help. I’m trying anyway. Sometimes if we are 

just sitting, I say well we don’t have any salt here and then I say but you can get it rather than 

thinking that I have to get it myself. I tell him to get it; such small things. Or if we need more coffee; 

I say could you serve the coffee, so that I don’t do it myself. I’m trying to do so, but I mean this is 

new for me; he always used to do – ask me do you want more and so on – a complete personality 

change in many ways. Still, no I don’t need any support yet; that may come in the future. (R6) 

I don’t know if one can stimulate her to take more initiative or not, it’s really hard to know how to 

handle things, because it is not at all what it used to be. (R9) 
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Discussion 

he aim of this study was to explore experiences of 

with MCI or mild

dementia and their relatives.

people with MCI or dementia 
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people with MCI or 

dementia. 

people with MCI or dementia 

People with MCI or dementia
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people with dementia 

people with MCI or dementia

Methodology discussion 
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Implications for clinicians and future research 
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 MCI (n=5) Dementia (n=8) 

Participants, men/women 2/3 5/3 

Age, mean ± SD (range) 72 ± 4.8 (66–77) 70 ± 7.5 (58–78) 

Education: low/middle/high 1/2/2 4/2/2 

Duration of symptoms, years 2–3 1–7 

Time since diagnoses, years 0.5–2 1–6 

MMSE score, mean ± SD (range) 27 ± 1 (26–28) 22 ± 2.7 (19–26) 

GDS score 3  4  

Relatives, men/women 3/2 3/5 

     Age, mean ± SD (range) 71 ± 4.3 (67-77) 63.1 ± 9.1(47-74) 

     Child/spouse 0/5 2/6 

MMSE, Mini-Mental State Examination; GDS, Global Deterioration Scale. 
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