
Motivations of patients and their care partners for visiting a memory
clinic: a qualitative study
Visser, L.N.C.; Fruijtier, A.; Kunneman, M.; Schoonenboom, N.; Staekenborg, S.S.; Wind,
H.A.; ... ; Filer, W.M. van der

Citation
Visser, L. N. C., Fruijtier, A., Kunneman, M., Schoonenboom, N., Staekenborg, S. S., Wind,
H. A., … Filer, W. M. van der. (2023). Motivations of patients and their care partners for
visiting a memory clinic: a qualitative study. Patient Education And Counseling, 111.
doi:10.1016/j.pec.2023.107693
 
Version: Publisher's Version
License: Creative Commons CC BY 4.0 license
Downloaded from: https://hdl.handle.net/1887/3750179
 
Note: To cite this publication please use the final published version (if applicable).

https://creativecommons.org/licenses/by/4.0/
https://hdl.handle.net/1887/3750179


Patient Education and Counseling 111 (2023) 107693

Available online 3 March 2023
0738-3991/© 2023 The Author(s). Published by Elsevier B.V. This is an open access article under the CC BY license (http://creativecommons.org/licenses/by/4.0/).

Motivations of patients and their care partners for visiting a memory clinic. 
A qualitative study 

Leonie N.C. Visser a,b,c,*,1, Agnetha Fruijtier a,b,d,e, Marleen Kunneman f,g, Femke H. Bouwman d, 
Niki Schoonenboom h, Salka S. Staekenborg i, Hilje A. Wind j, Liesbeth Hempenius k, 
Marlijn H. de Beer l, Gerwin Roks m, Leo Boelaarts n, Mariska Kleijer o, Ellen M.A. Smets a,b, 
Wiesje M. van der Flier d,e,p 

a Department of Medical Psychology, Amsterdam UMC, University of Amsterdam, Amsterdam, the Netherlands 
b Amsterdam Public Health Research Institute, Quality of Care, Amsterdam, the Netherlands 
c Division of Clinical Geriatrics, Center for Alzheimer Research, Department of Neurobiology, Care Sciences and Society, Karolinska Institutet, Stockholm, Sweden 
d Alzheimer Center Amsterdam, Department of Neurology, Amsterdam UMC, Vrije Universiteit Amsterdam, Amsterdam, the Netherlands 
e Amsterdam Neuroscience, Amsterdam, the Netherlands 
f Knowledge and Evaluation Research (KER) Unit, Mayo Clinic, USA 
g Medical Decision Making, Department of Biomedical Data Sciences, Leiden University Medical Center, the Netherlands 
h Department of Neurology, Spaarne Gasthuis, Haarlem, the Netherlands 
i Department of Neurology, Tergooi Medical Center, Blaricum, the Netherlands 
j Department of Clinical Geriatrics, Spaarne Gasthuis, Haarlem, the Netherlands 
k Geriatric Center, Medical Center Leeuwarden, Leeuwarden, the Netherlands 
l Department of Neurology, Reinier de Graaf Gasthuis, Delft, the Netherlands 
m Department of Neurology, ETZ Hospital, Tilburg, the Netherlands 
n HKN praktijk, Anna Paulowna, the Netherlands 
o Department of Neurology, LangeLand Ziekenhuis, Zoetermeer, the Netherlands 
p Department of Epidemiology and Biostatistics, Amsterdam UMC, Vrije Universiteit Amsterdam, Amsterdam, the Netherlands   

A R T I C L E  I N F O   

Keywords: 
Doctor-patient communication 
Alzheimer’s disease 
Dementia 
Diagnostic work-up 
Memory clinic 
Patient perspectives 

A B S T R A C T   

Objective: We investigated motivations of patients and care partners for their memory clinic visit, and whether 
these are expressed in consultations. 
Methods: We included data from 115 patients (age 71 ± 11, 49% Female) and their care partners (N = 93), who 
completed questionnaires after their first consultation with a clinician. Audio-recordings of these consultations 
were available from 105 patients. Motivations for visiting the clinic were content-coded as reported by patients 
in the questionnaire, and expressed by patients and care partners in consultations. 
Results: Most patients reported seeking a cause for symptoms (61%) or to confirm/exclude a (dementia) diagnosis 
(16%), yet 19% reported another motivation: (more) information, care access, or treatment/advice. In the first 
consultation, about half of patients (52%) and care partners (62%) did not express their motivation(s). When 
both expressed a motivation, these differed in about half of dyads. A quarter of patients (23%) expressed a 
different/complementary motivation in the consultation, then reported in the questionnaire. 
Conclusion: Motivations for visiting a memory clinic can be specific and multifaceted, yet are often not addressed 
during consultations. 
Practice implications: We should encourage clinicians, patients, and care partners to talk about motivations for 
visiting the memory clinic, as a starting point to personalize (diagnostic) care.   

Abbreviations: ABIDE, Alzheimer Biomarkers in Daily Practice; AD, Alzheimer’s Disease; MCI, Mild cognitive impairment; MMSE, Mini-mental state examination; 
CN, Cognitively normal. 
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1. Introduction 

Currently, an estimated 55 million people are living with dementia 
worldwide [1]. This number is expected to grow rapidly to 150 million 
by 2050 due to the aging population, unless we find ways to prevent, 
slow or cure underlying diseases such as Alzheimer’s disease [2]. New 
diagnostic tests are therefore developed and implemented in memory 
clinic practice, numerous disease-modifying drugs and lifestyle in
terventions are under investigation in clinical trials, and strategies to 
maintain brain health are promoted [3]. In all these initiatives, a 
personalized medicine approach is advocated to do justice to variation 
among humans, i.e., the tailoring of strategies to an individual to 
maximize the beneficial effects and minimize potential harms [4]. 

Personalization can be based on a person’s risk profile in terms of 
genetics, biomarkers, or lifestyle traits, yet in the ambition to align care 
to better fit the situation of individual patients, personalized medicine 
also implies taking into account the individual’s personal preferences 
and needs [5]. Such person-centeredness is considered the hallmark of 
high quality care, and attuning to the individual’s needs could be 
beneficial in terms of improving patient outcomes such as their quality 
of life, enhancing patient and care partner satisfaction and the relation 
with healthcare providers [6]. In addition, from the healthcare provider 
perspective, the person-centered approach could reduce stress and 
improve job satisfaction [6]. Taking the personal preferences and needs 
of patients and their care partners into account, starts with establishing 
their motivation(s) for embarking on a diagnostic trajectory in a mem
ory clinic. 

Moreover, recognizing an individual’s and their care-partner’s per
sonal motivations and expectations regarding the diagnostic trajectory 
and its potential outcome can shape the diagnostic trajectory, resulting 
in a customized and efficient diagnostic work-up. The increasing num
ber of biomarker tests available in the clinical setting and the emergence 
of disease-modifying drugs, which come with their own set of benefits 
and harms [7], are likely to further increase the variation in individual 
expectations, needs and preferences. Thus, highlighting the relevance of 
exploring the motivations of patients and their care partners at the start 
of the diagnostic trajectory and thereby engaging them in their own 
healthcare, including medical decisions [8]. 

We know from previous research in the oncological setting that 
motivations, expectations and preferences are often not addressed or 
expressed in clinical consultations [9]. In the memory clinic context 
such insight is still lacking. The aim of this study was to investigate the 
motivations of patients for visiting a memory clinic, and to what extent 
the motivations of patients and their care partners are currently 
addressed during routine diagnostic consultations. In addition, we 
aimed to observe if patients and their care partners express similar 
motivations, or if complementary or different motivations exist within 
dyads. We used a qualitative approach for this study, since it allows for 
exploration of the (potentially complex) motivations as expressed by 
patients and their care partners. 

2. Methods 

2.1. Design 

The qualitative data analyses for the current publication were con
ducted in the context of the ABOARD project, which aims to take the 
necessary steps to prepare for a future with personalized medicine for 
Alzheimer’s disease (AD). Data were originally gathered as part of the 
ABIDE-observational study [10,11], in which we collected questionnaire 
data among newly-referred patients and their accompanying care part
ners, and audio-recorded clinician-patient consultations during the 
routine diagnostic work-up in memory clinics [11]. In previous publi
cations on these data, we mainly focused on observed clinician 
communication behavior [11–13]. To explore and systematically clas
sify motivations from the perspectives of patients and their care partners 

for the purpose of the current publication, we took on a qualitative 
approach using content analysis [14]. In addition, to describe our 
sample, diagnostic information and data on Mini Mental State Exami
nation (MMSE) scores were retrieved from patients’ medical records. All 
participants provided written informed consent. The board of the 
Medical Ethics Committee of the Academic Medical Center in Amster
dam reviewed this study and exempted our observational research from 
further review by the full ethics committee. 

2.2. Participants and procedures 

Details about participant recruitment and procedures were previ
ously published [11]. Only newly-referred patients (by a general prac
titioner or another medical specialist, no self-referral), seen as a part of 
routine memory clinic care, and their accompanying care partners were 
invited to participate. Patients or care partners with poor comprehen
sion of the Dutch language and/or not able to provide informed consent 
(Mini Mental State Examination score <18) were not eligible. Origi
nally, 136 memory clinic patients were included in the larger observa
tional study. The current qualitative study included data from patients 
(N = 115) and their accompanying care partners (N = 95) who fully 
completed a questionnaire administered after their first memory clinic 
visit. We made audio-recordings of the initial clinician-patient consul
tations, i.e., during the first memory clinic visit. We only included 
audio-recorded data if the complete consultation was successfully 
recorded, which was the case for 105 of these patients. The patients were 
seen by 37 clinicians at 8 Dutch memory clinics, including one academic 
hospital, six non-academic teaching hospitals and one non-academic, 
non-teaching hospital. 

2.3. Questionnaires 

Patients and care partners completed a questionnaire after the first- 
visit consultation, which included demographic characteristics (i.e., age, 
gender, education level, relation to the patient). The questionnaire for 
patients included an open-ended question: What purpose do you have 
for visiting the memory clinic? 

Patients and care partners additionally received the following two 
questions: i) For how many years have you/has the patient been expe
riencing symptoms? and ii) Who is worried most about your/the pa
tient’s symptoms? For the latter they could select out of four answer 
categories: Patient (I am/the patient is); Relative (My relative(s)/I am, 
or another relative is); Another physician (e.g., the GP); Someone else, 
namely…). 

2.4. Qualitative content coding of open-ended question and audio- 
recordings 

To analyze and interpret both the answers to the open-ended ques
tion and the audio-recorded consultation data, we took on a qualitative 
content analysis approach, i.e., a systematic classification process of 
coding and identifying themes or patterns [14]. A study-specific coding 
scheme (see Box 1) was developed based on previous work and initial 
audio recordings [15,16], aimed at classifying the motivations for 
visiting the memory clinic as i) reported by patients in the questionnaire 
in answer to the open-ended question, and ii) expressed by patients 
and/or by their care partners in the audio-recorded consultations. Here, 
we defined motivation as their motive or reason for visiting the memory 
clinic; what did they want/hope to achieve? 

The research team involved in the qualitative content analyses was 
led by AF (PhD-student) and LNCV (senior researcher) both experienced 
in conducting qualitative research and with a background in psychol
ogy, and supported by RL, JvdS and AH, who were (PhD-)students 
trained for the purpose of this study. For the answers to open-ended 
question, AF and LNCV first read through all written answers and then 
independently coded all answers using the coding scheme. 
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Disagreements in codes were discussed and resolved in consensus. For 
the audio-recordings, coders were instructed to first just listen to an 
audio-recording. They were trained to select one of the motivation 
categories for patients as well as for care partners (if present during the 
consultation) while listening to the audio-recordings for a second time 
and instructed to note all examples/quotes. All audio-recorded consul
tations were independently coded by AF and RL, except for consultations 
in the Fries dialect (N = 4) which were coded by JvdS and AH. Dis
agreements in codes were discussed and resolved in consensus, when 
necessary arbitrated by a third coder (LNCV). 

For both open-ended question answers and audio-recordings, the 
motivations coded under the category ‘Other’ were further classified by 
LNCV and AF using an inductive approach, identifying themes based on 
the data. By adding such a bottom-up approach to the more directed 
content-analysis approach as described above, we left room for mean
ingful clusters of motivations to emerge from the data other than the pre- 
defined categories [14]. 

2.5. Medical record 

We retrieved information from patients’ medical records on the mini- 
mental state examination (MMSE) and diagnosis after conclusion of 
their diagnostic trajectory. Based on those data, all patients were cate
gorized into one of four broadly-defined (syndrome) diagnostic groups 
[11]: (1) Dementia; (2) Mild cognitive impairment (MCI; all patients 
labeled with MCI, prodromal AD or with objective cognitive disorder(s) 
without meeting the criteria for dementia), (3) Cognitively normal (CN); 
(4) Other/Unclear. 

2.6. Statistics 

IBM SPSS statistics software and descriptive statistics were used to 
analyze and report characteristics of the sample, questionnaire re
sponses and coded communication. We used a paired-sample T-test to 
compare reported years since first experiencing symptoms between 
patients and care partners, and chi-square tests to compare proportions/ 
percentages between diagnostic groups. 

3. Results 

3.1. Sample descriptives 

Table 1 displays characteristics of the 115 patients that completed 
the questionnaire. Of these individuals, 40% received a dementia diag
nosis, 17% were labeled with MCI, 25% were cognitively normal, and 

Box 1 
The study-specific coding scheme used to classify motivations.  

What was reported by the patient in the questionnaire in answer the open-ended question / expressed in the consultation by the patient and 
by the care partner as the motivation to visit the memory clinic? 
(0) [Not reported / expressed] 

The patient reported no motivation in answer to the open-ended question / The patient (or care partner) did not express any motivation 
nor agreed with a statement from any of the other parties present during the consultation; 
(1) [To confirm or exclude dementia] 

The patient (or care partner) reported / expressed or agreed that he/she wants to confirm or exclude dementia; 
(2) [To find out the cause of complaints/symptoms] 

(2a) In explicit wording: the patient (or care partner) explicitly reported / expressed or agreed that he/she wants to find an explanation 
for/know the cause of the patient’s complaints/symptoms, including wanting to get tested, e.g., biomarker testing for Alzheimer’s disease; 

(2b) In general terms: the patient (or care partner) reported / expressed in more vague or general terms that he/she wants to ‘find clarity/ 
certainty’ or ‘find out what’s is going on’, or agreed with such a general statement; 
(3) [To confirm other cause/diagnosis] 

The patient (or care partner) reported / expressed or agreed that he/she wants to confirm a specific cause/diagnosis other than dementia 
or Alzheimer’s disease, e.g., brain tumour, burn out, Parkinson; 
(4) [Other] 

Only coded if none of the above is applicable and another motivation is explicitly reported in the questionnaire / expressed by the patient 
(or care partner) in the consultation, e.g., ‘to find a treatment for symptoms’.       

Table 1 
Characteristics of patients and their accompanying care partners.   

Patients Care 
partners  

N = 115 N = 95 

Gender (female) 56 (49%) 63 (66%) 
Age in years (mean±SD, range) 71 ± 11, 

43–91 
62 ± 13, 
19–86 

Highest level of educationa   

1–4: primary school/lower-level vocational 
education 

39 (34%) 17 (18%) 

5–6: general secondary education 43 (37%) 41 (43%) 
7: higher-level vocational/university education 27 (24%) 36 (31%) 
Other 6 (5%) 1 (1%) 
Mini mental state examination (MMSE; mean 

±SD, range)b 
26 ± 4, 
12–30  

Syndrome diagnosis   
Dementia 46 (40%)  
MCI 20 (17%)  
Cognitively normal 29 (25%)  
Other/unclear, including 2 missings 20 (17%)  
Who is most concerned about the patient’s 

symptoms? Patient and care partner answers   
Multiple answers selectedc 29 (25%) 18 (19%) 
Patient 40 (35%) 24 (25%) 
Relative(s) 37 (32%) 43 (45%) 
Another doctor (e.g., the GP) 4 (3%) 4 (4%) 
Someone else 2 (2%) 3 (3%) 
Not answered/blank 3 (3%) 3 (3%) 

Notes. a: classification based on Verhage (1964), b: data available from 107 
patients, c: participants were instructed to select one answer option, yet a sub
stantial proportion selected more than one answer. When multiple answers were 
selected by patients and care partners, most often they selected the patient and 
relative(s). 
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the remaining 17% of individuals received another diagnosis or their 
status was (of yet) unclear at the end of this diagnostic trajectory. Pa
tients were accompanied by a care partner in 90% (103/115) of first 
visits, and 95/103 care partners completed the questionnaire; two-thirds 
of them were spouse/partner of the patient (63/95; 66%), 22/95 (23%) 
were a daughter or son (in law) and 10/95 (11%) had another relation to 
the patient, e.g., a sibling. For 105/115 (91%) patients, audio-recordings 
of the first consultations were available for analysis, who were seen by 
37 clinicians, i.e., 15 neurologists, 12 geriatricians and 10 other (e.g., 
psychiatrist, specialized nurse), 27/37 of them being female. 

Patients reported to have been experiencing symptoms for 3 years on 
average (SD=6); care partners reported symptoms to have been present 
for an average of 4 years (SD=7) (t(88) = − 1.856, p = .067). The lower 
part of Table 1 displays the responses of patients and care partners to the 
survey question ‘Who is most concerned about the patient’s symptoms?’, 
highlighting that 37% of patients and 52% of care partners identify 
someone other than the patient as the one being most concerned. 

3.2. Motivations of patients for visiting the memory clinic as written down 
in the questionnaire 

We categorized the answers of patients to the open-ended question 
into categories (see Box 1 and Table 2). The majority of patients (70/ 
115; 61%) answered that they want(ed) to find out what’s causing their 
symptoms or problems. For example, one patient wrote: “My memory 
problems… I wonder if that is age-related, or if there’s another cause? (ID- 
5116)”. Half of these patients (35/70) explicitly stated they wanted to 
find out what is causing their symptom(s), such as illustrated in the 
quote above. The other half of these patients (35/70) stated in more 
general terms that they wanted “clarity”, “certainty” or “to find out what’s 
wrong”, e.g., “My goal is getting clarity and knowing where I stand (ID- 
2106)”. Smaller proportions of patients wanted to confirm or exclude 
dementia (15/115; 13%) or another specific disease/diagnosis (3/115; 
3%). 

One in five patients (22/115; 19%) reported a motivation other than 
finding a cause or confirming/excluding dementia or another specific 
disease/diagnosis (the ‘Other’ category). Three main themes were 
identified within these ‘other’ motivations, patients were seeking for: (i) 
(more) information, (ii) access to care (services), and (iii) treat
ment or advice. Some patients wanted (more) information about their 
current diagnosis: “My objective was to collect as much information as 
possible about dementia (ID-8105)”, or information about the future: “I 
want to know if I will develop dementia (ID-6114)” or “To optimally prepare 
for the future (ID-3114)”. Others were aiming to get a diagnosis so that 
they could get access to care (services), for example “To enable me taking 
part in day care activities two or three half-days a week (ID-2103)”. In 
addition, some patients were aiming for treatment or advice regarding 
the management of their symptoms or disease, as illustrated by the 
following quotes: “I want to know if we can do something about my memory 
problems (ID-8108)”, “To solve this problem (ID-7104)” and “To find out if 
my situation can be improved or stabilized (ID-2118)”. 

Less often stated motivations were: “because I want to drive a car again 

(ID-5125)”, “to evaluate use of medicines (ID-1106)”, and “to express my 
feelings (ID-8102)”. Moreover, some patients reported that from their 
perspective, visiting the clinic did not have a purpose, e.g., “For me this 
consultation wasn’t necessary (ID-2104)” or “None. My daughter took the 
initiative (ID-5127)”. Of note, only a few patients left this open-ended 
survey question blank/unanswered (5/115; 4%), indicating that most 
patients were able to specify why they visited the memory clinic. 

3.3. Motivations expressed by patients and care partners in the audio- 
recorded first consultation 

Table 3 displays motivations to visit a memory clinic as expressed by 
patients and care partners in the first consultation with their clinician 
(see Box 1 for the coding scheme). Approximately half of the patients 
(55/105; 52%) did not voice what they wanted to achieve at the memory 
clinic. This percentage did not differ between diagnostic groups (X2 (3, 
105)= 2.60, p = .46; Dementia 55%, MCI 65%, Cognitively normal 41%, 
Other/unclear 53%). When comparing the patient questionnaire data 
with observed communication, we noticed that about a quarter of pa
tients (24/105; 23%) expressed a different (complementary) motivation 
in the consultation with their clinician, then what they reported in the 
questionnaire. The remaining quarter (26/105; 25%) of patients thus 
expressed the same reason as reported in the questionnaire. 

Regarding the care partners who accompanied the patient to the 
clinic, we also observed that more than half did not express their 
motivation for visiting the memory clinic (58/93; 62%, see Table 3). 
When combining data from patients and care partners, we found that for 
43% of patients (45/105) neither the patient nor a care partner 
expressed during the consultation a motivation to seek care at the 
memory clinic. In addition, when both the patient and the care partner 
expressed a reason (25/93), different/complementing motivations were 
expressed in about half of these dyads (13/25). 

Nineteen out of 105 (18%) of patients expressed an ‘other’ motiva
tion, i.e., other than pre-defined in our coding scheme (see Box 1 and 
Table 3), which is a similar percentage as reported in the questionnaire. 
However, these are not all the same patients; only ten of these patients 
also reported an ‘other’ motivation in the questionnaire, indicating that 
patients can have multiple or multifaceted motivations. When taking a 
closer look at the ‘other’ motivations as expressed by the patients in the 
consultations, the central themes that were derived from the data were 
again wanting (i) (more) information, (ii) access to care (services), 
and (iii) treatment/advice, as illustrated by the respective following 
quotes: “I want to know if I have a genetic predisposition (ID-1108)”, “It is 
intended that I will move to a nursing home (ID-5109)”, and “For my brain to 
work better again (ID-1105)”. Regarding the search for treatment/advice, 
some patients were rather specific in expressing their need for advice on 
how to deal with their symptoms or manage their disease, as illustrated 
by the following quotes: “[I want to know] if maybe, there are any pos
sibilities to structure things more, or remember things better, or any aids or 
strategies to train myself maybe, or to change my eating habits (ID-3108)”, 
and “The only thing I think is, how do I go on? (ID-5117)”. 

Table 2 
Motivations of patients for visiting the memory clinic – questionnaire responses.   

Full sample Dementia MCI CN Other  
N = 115 N = 46 N = 20 N = 29 N = 20 

To confirm/exclude dementia 15 (13%) 3 (7%) 2 (10%) 9 (31%) 1 (5%) 
To find cause of symptoms 70 (61%) 28 (61%) 16 (80%) 15 (52%) 11 (55%) 
To confirm/exclude another diagnosis 3 (3%) 1 (2%) 2 (10%) 2 (7%) 0 
Other 22 (19%) 11 (24%) 0 3 (10%) 6 (30%) 
Not answered/expressed 5 (4%) 3 (1%) 0 0 2 (10%) 

Notes. Comparing proportions between diagnostic groups using a chi-square test was only possible for the category ‘to find the cause of symptoms’, since frequencies 
were not consistently high enough in other categories. Although the proportion of patients who wanted to find a cause of symptoms (versus all other motivations) was 
the highest in the group with MCI (80%), compared to dementia (61%), cognitively normal (52%), and other/unclear (55%), the proportions did not differ significantly 
between groups (X2 (3, 115) = 4.38, p = .22) 
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4. Discussion and conclusion 

In this multicenter study, we gathered empirical data on motivations 
that patients and their care partners have for visiting a memory clinic, 
using both self-reported questionnaire data and audio-recordings made 
of first memory clinic consultations. Next to finding a cause for their 
symptoms or complaints, patients may seek (more) information about 
their current diagnosis or the future, access to specific care service(s), 
and treatment or advice. Our findings indicate that most of the patients 
have rather specific and personal motivations for visiting a memory 
clinic, irrespective of syndrome diagnosis, and that complementary 
motivations often exist within patient-care partner dyads. Preferably, 
motivations of all patients and care partners should be addressed in 
memory clinic consultations, to enable personalized care. 

Despite reporting clear motivations for visiting a memory clinic 
when prompted in a questionnaire, over half of patients did not express 
their motivation for seeking care during their first consultation in the 
memory clinic. The same goes for their accompanying care partners. In 
fact, in 43% of consultations, neither the patient nor the care partner 
expressed what they wanted to achieve at the memory clinic. Potential 
explanations could be that these patients and their care partners did not 
feel the need or assertive enough to voice their motivations, questions or 
needs, and/or that they simply had not yet thought that much about 
their motivations [17]. The quality of the interaction and the direction 
of the communication process could also have influenced the likelihood 
of patients and care partners expressing their motivations, as clinicians 
are most often in charge of the flow of information during (first) medical 
encounters, determining which topics and when they are discussed [11, 
18,19]. Furthermore, the motivation that was reported by patients in the 
questionnaire, did not necessarily correspond to the motivation as 
voiced in the consultation. Since we asked them about their motivations 
in a questionnaire provided after the first consultation, the initial 
encounter with the clinician could have sparked additional questions or 
influenced their expectations of the diagnostic work-up. The observed 
discrepancy could also indicate that patients’ motivations for seeking 
care and/or the goals that they want to achieve by visiting the clinic can 
be complex and multifaceted. Overall, our findings suggest that the 
diagnostic trajectory could start more often with a conversation about 
the motivations of patients and their accompanying care partners for 
visiting the memory clinic. 

Of note, one-third of patients reported someone other than them
selves as most concerned about their symptoms, often a partner or 
relative, and some patients explicitly reported that they only visited the 
memory clinic on someone else’s request. These findings highlight the 
unique and important role of care partners in this clinical context [20, 
21]. A triadic conservation about motivations and expectations would 
enable personalization of memory clinic care, considering both patients’ 
and care partners’ needs, by providing input for decisions that must be 
made about diagnostic testing and insight on which (detailed) infor
mation to provide [22]. Not attuning to their motivations for seeking 
care might result in unmet information needs, as frequently reported 
[11,18,23]. In addition, patients and care partners do not always get 

what they are seeking, for example when it comes to curative treatment 
or certainty about the cause of symptoms [24], and this may lead to 
suboptimal satisfaction and (unnecessary) additional medical help 
seeking. The aforementioned conversation about an individual’s moti
vation for seeking care may serve to manage the expectations of patients 
and their care partners regarding the diagnostic trajectory, potential 
results and implications of diagnostic testing, and treatment options, 
whilst at the same time optimally adjusting the diagnostic pathway and 
information provision to their needs. 

Among the strengths of our study is that we gathered empirical data 
using both questionnaires and observational data collected in a variety 
of academic and local memory clinics at the start of the diagnostic tra
jectory, including a relatively large and heterogeneous group of patients 
and care partners. Our approach allowed for triangulation, by using 
different data collection methods, sources, and coders, thereby 
increasing the credibility and validity of our findings [25]. In addition, 
for the report of this study, we used consolidated reporting criteria (if 
relevant) [26]. Nevertheless, we cannot exclude the possibility of bias in 
our sample (e.g., by only including those who could read and write in 
Dutch) or in the data analysis process (e.g., since the coding process was 
led by two researchers with similar backgrounds). In addition, trans
ferability of our results is potentially limited as we performed this 
multi-center study in the Netherlands, and motivations and information 
needs may differ by country. International replication is therefore 
warranted. In addition, self-reported motivation was enquired after with 
a single open-ended question in the questionnaire for patients, which 
was administered after the first consultation, possibly limiting or influ
encing the answers. Future research might include a more extensive 
questionnaire or interview prior to the first consultation, as this may 
provide more insight into the complexity of motivations, the differences 
between patients and their care partners, and barriers preventing them 
from discussing their motivations or expectations with their clinician. 

4.1. Practice implications 

To stimulate conversations on motivations in clinical consultations, 
it is important to invite and support patients and care partners to express 
their motivations, needs, expectations and wishes regarding their visit to 
the memory clinic. A simple question by clinicians ‘What do you hope or 
expect to achieve here, at the clinic?’ could be a good starting point for 
such a conversation. However, triadic conversations about (potentially 
conflicting) expectations and needs can be difficult and require both 
patients and care partners to be actively involved [27]. Moreover, such 
conversations require specific skills from clinicians, who already have 
difficulty in assessing the (informational) needs and preferences of pa
tients [28,29]. Evidenced-based communication skills training could 
support clinicians [30]. (E-)tools could be a way to support patients and 
care partners in their communication. A question prompt list, a struc
tured list of example questions, is a simple, inexpensive and effective 
communication tool that can be used to facilitate patient and care 
partner participation in memory clinic consultations and to ensure pa
tients’ individual information needs are appropriately met [31]. In 
addition, educational videos are a good method of successfully inform
ing individuals (with cognitive impairment) about what they can expect, 
and thereby preparing them for medical procedures and clinic visits 
[32]. Examples of animated videos and a QPL can be found on the 
ADappt platform (https://www.ADappt.health; see ‘topic list’) [33]. 
Although these tools still require (further) effectivity testing, these may 
be useful methods to support patients and their care partners in 
expressing their motivations, expectations, and needs and attune infor
mation provision accordingly. 

4.2. Conclusion 

This qualitative study showed that most patients who visit the 
memory clinic want to find out what is causing their symptoms. In 

Table 3 
Motivations as expressed by patients and accompanying care partners in first 
consultation.   

Patients Care partners  
N = 105 N = 93 

To confirm/exclude dementia 11 (11%) 10 (11%) 
To find cause of symptoms 15 (15%) 19 (20%) 
To confirm/exclude another diagnosis 5 (5%) 1 (1%) 
Other 19 (18%) 5 (5%) 
No motivation expressed 55 (52%) 58 (62%) 

Note. Out of the 105 patients of which we successfully collected full audio- 
recordings of the first consultation, twelve were not accompanied by a care 
partner. 
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addition, one in five patients has a primary motivation for visiting a 
memory clinic other than wanting to find a cause for their symptoms or 
confirming/excluding a (dementia) diagnosis. Although most patients 
are able to specify why they visit the memory clinic when prompted in a 
questionnaire, half of them does not discuss their motivation(s) for 
seeking care with their clinician. Often, neither the patient nor the care 
partner expresses what they want to achieve at the memory clinic. It is 
thus important to encourage clinicians, patients, and care partners to 
have a conversation on such motivations at the start of the diagnostic 
trajectory. This allows individualized information provision, better 
management of expectations, and effective tailoring of (diagnostic) care, 
and thus stimulates personalized medicine in memory clinics. 
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