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Abstract
Previous surveys revealed that only a minority of clinicians routinely disclosed the diagnosis of Alzheimer’s disease (AD) 
to their patients. Many health professionals fear that the disclosure could be harmful to the patient. Recent advances in the 
development of biomarkers and new diagnostic criteria allow for an earlier diagnosis of AD at the mild cognitive impairment 
(MCI) stage. The Belgian Dementia Council, a group of Belgian experts in the field of dementia, performed a survey among 
its 44 members about their opinions and practices regarding disclosure of the diagnosis of AD, including MCI due to AD, 
and its consequences. Twenty-six respondents declared that they often or always disclose the diagnosis of AD to patients 
with dementia and to patients with MCI when AD CSF biomarkers are abnormal. The majority observed that the disclosure 
of AD is rarely or never harmful to the patients. Their patients and their caregivers rarely or never demonstrated animosity 
towards the clinicians following disclosure of the diagnosis of AD. These results should reassure clinicians about the safety 
of AD diagnosis disclosure in most cases whether the patient is at the MCI or the dementia stage.
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Introduction

About 10 years ago, two surveys revealed that only 68% of 
Belgian neurologists [1] and 54% of Belgian geriatricians [2] 
always disclosed a diagnosis of Alzheimer’s disease (AD) 
to their patients despite several international guidelines that 
recommended the disclosure of the diagnosis to the patient 
in most cases [3–5]. Moreover, the proportion of patients 
fully informed of the exact diagnosis is even lower because 
clinicians often used euphemistic terms like “memory dis-
ease” or vague terms like “neurodegenerative disease”. Only 
40.8% of the 216 neurologists and 48% of the 88 geriatri-
cians who answered these surveys used the term AD with 

their patients while more than 80% used it to discuss the 
diagnosis with the caregivers. An older survey performed in 
2002 among 521 general practitioners in Flanders revealed 
that only 36% usually or always disclosed the diagnosis to 
their patients with dementia and that only 20% used the term 
AD [6]. These results were concordant with practice and 
opinions of physicians from various countries [7]. One of 
the main reasons for not disclosing the diagnosis was the 
fear to be harmful or cause depression. Second, a diagnosis 
of clinically probable AD has limited specificity to predict 
a neuropathological diagnosis of AD [8]. This uncertainty 
may have led clinicians to be vague about the exact diagno-
sis. In recent years, our knowledge of the natural history of 
AD has improved. Recent advances in the development of 
biomarkers and the introduction of new diagnostic criteria in 
2011 and 2014 enable an earlier and more reliable diagnosis 
of AD at a mild cognitive impairment (MCI) stage and pos-
sibly at a presymptomatic stage in some cases (usually not 
in clinical practice but rather in a research setting) [9, 10]. 
Public awareness about AD has increased as well. According 
to a recent review, 90% of the general population wish to be 
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informed if they would suffer from AD [11]. Of a consecu-
tive series of 67 patients with amnestic MCI, 61% wished 
to participate in an additional amyloid PET study to receive 
more information about possible AD [12]. This evolution 
raises new ethical and practical challenges in daily practice 
for the clinicians who take care of MCI patients [13]. Many 
health care professionals still believe or fear that the disclo-
sure of AD to the patients is or could be harmful.

The Belgian Dementia Council (BeDeCo) is a national 
scientific non-profit organization of experts in the field of 
dementia and cognitive disorders. BeDeCo includes neu-
rologists, geriatricians, old age psychiatrists, general prac-
titioners, and government representatives. The topic of the 
potential harm of AD diagnostic disclosure was discussed 
during a regular meeting of BeDeCo attended by 16 of its 
members on the 11th of March 2019. Considering the grad-
ual introduction of biomarkers in the diagnostic workup of 
AD from its earliest symptomatic stages (prodromal AD or 
MCI due to AD according to the new diagnostic criteria 
[14]) during the last decade, it was decided to perform a 
new survey about opinions and practices among BeDeCo 
members regarding the disclosure of the diagnosis of AD 
and its consequences, not only to patients with dementia 
but also to patients with MCI. We hypothesize that if this 
survey provides evidence that disclosing the diagnosis of 
AD is more beneficial than harmful, it could be helpful to 
the patients, their caregivers and their treating physicians 
to prevent unnecessary worry about the disclosure process.

Methods

A non-systematic and unpublished review of the literature 
was performed by the first author, and this topic was dis-
cussed during a regular meeting of BeDeCo. The draft of 
the questionnaire was written by the first author to cover 
a broad range of issues concerning AD diagnosis disclo-
sure encountered in daily practice and then reviewed and 
amended by the members of the executive board of BeDeCo 
(JCB, SE, BE and OD). The validity and the reliability of 
the survey were not evaluated formally. After approval of the 
final version (in English), the survey was created with the 
LimeSurvey software and stored on a protected local server 
of the UCLouvain. Apart for usual demographic data of the 
respondents, the 10-min survey included 23 forced-choice 
questions on a 5-point Likert-type scale organized into five 
sections: personal practice of disclosure, consequences of 
disclosure for the patient, personal opinion about harm or 
benefit of disclosure, consequence for the caregiver and 
personal preference if suffering from AD. A text version 
of the survey can be found in the Supplementary Material. 
An invitation letter and a link to complete the survey were 
sent by email to all the 44 members of BeDeCo on the 1st of 

June 2019. Two reminders were sent by email to all BeDeCo 
members, one in July 2019, one in August 2019. The survey 
ended on the 1st of September 2019. Answers were collected 
anonymously. Descriptive statistics were used for reporting 
the results. Statistical analysis through correlation analysis 
between demographic data and answers to questions is not 
relevant due to the small sample size. As no patient was 
involved in the study, the opinion of an ethics committee 
was not required.

Results

Participants

The survey was completed by 26 (59%) of the 44 BeDeCo 
members of whom 5 (19%) where female and 21 (81%) 
were male. Their main occupation was general practitioner: 
1 (3.8%), geriatrician: 4 (15.4%), neurologist: 19 (73%) and 
psychiatrist: 2 (7.7%). They worked in Flanders: 11 (42.3%), 
Brussels: 8 (30.7%) or Wallonia: 7 (26.9%). The mean age of 
the participants was 49.6 (SD 12.4, range 25–72). They had 
a mean of 21.3 years (SD 10.9, range 1–40) of experience 
in the field of dementia. All participants had access to and 
experience with the use of CSF biomarkers in their practice.

Practice of disclosure

All the respondents declared that they often (15%) or always 
(85%) disclose the diagnosis of AD to their patients with AD 
dementia whereas 77% of them often or always disclose the 
diagnosis of AD to MCI patients as well. More than 60% of 
the clinicians recommend AD CSF biomarker analysis to 
their MCI patients. Nearly all the respondents disclose the 
diagnosis of AD to their MCI patients when CSF biomarkers 
are abnormal. In contrast, 38% of clinicians never or rarely 
disclose a diagnosis of AD to MCI patients when biomarkers 
are not available. Detailed results are presented in Table 1.

Consequence of disclosure for the patient

Two-thirds of the clinicians rarely or never observed harmful 
consequences related to the disclosure of the diagnosis for 
AD in case of dementia and 58% reported the same findings 
in case of MCI. About one-third of the respondents reported 
that the disclosure of AD is sometimes harmful, both in 
patients with MCI and dementia. Only 12% of respondents 
observed that the disclosure of AD to MCI patients is often 
harmful. More than 90% of clinicians reported that their 
patients with dementia or AD rarely or never blame their 
physician or regret having been told their diagnosis. The 
patients sometimes blame the clinician or regret that they 
have not been informed of their diagnosis of AD according 



Acta Neurologica Belgica	

1 3

to 19% of the clinicians in case of dementia and 15% of 
clinicians in case of MCI. Detailed results are presented in 
Table 2.

Personal opinion about harm or benefit 
of disclosure

All the respondents partially or completely disagreed with 
the assertion that disclosing the diagnosis of AD to patients 
with dementia is more harmful than beneficial. In addition, 
88% had the same opinion about the disclosure of AD in 
MCI. All the respondents partially (23%) or completely 
(77%) agreed that if a patient suffers from AD, it is better 
for her/him to be informed. Detailed results are presented 
in Table 3.

Consequence for the caregiver

The disclosure of AD to the patient is rarely or never harm-
ful to the caregiver according to 84% of the respondents in 

case of dementia and according to 69% of the respondents 
in case of MCI. Only one respondent reported that disclos-
ing the diagnosis of AD to the patient is often harmful to 
the caregiver. About 90% of the respondents reported that 
the caregivers rarely or never blame them for having dis-
closed the diagnosis of AD to the patients with dementia 
or MCI. Detailed results are presented in Table 4.

Personal preference if suffering from AD

At last, 24 (92%) of the participants declared that if they 
had AD, they would want to be informed of the diagno-
sis, irrespective of the disease stage. Only two (8%) were 
uncertain and no one declared he or she would not want 
to be informed.

Table 1   Questions about practice of disclosure

Questions (Nearly) never Rarely Sometimes Often (Nearly) always

Do you disclose the diagnosis of AD to your patients with dementia? 0 0 0 4 (15%) 22 (85%)
Do you disclose the diagnosis of AD to your patients with MCI? 1 (4%) 1 (4%) 4 (15%) 5 (19%) 15 (58%)
Do you advise your patients with MCI/dementia to undergo lumbar punc-

ture for diagnosis of AD?
1 (4%) 2 (8%) 7 (27%) 11 (42%) 5 (19%)

Do you disclose the diagnosis of AD in MCI when biomarkers are available 
(and positive)?

0 0 0 3 (12%) 23 (88%)

Do you disclose the diagnosis of AD in MCI when biomarkers are not avail-
able?

5 (19%) 5 (19%) 4 (15%) 8 (31%) 4 (15%)

Do you disclose the diagnosis of other diseases than AD to your patients 
with dementia?

0 0 1 (4%) 4 (15%) 21 (81%)

Do you disclose the diagnosis of other diseases than AD to your patients 
with MCI?

0 1 (4%) 9 (35%) 6 (23%) 10 (38%)

Table 2   Questions about the consequences of disclosure for the patient

Questions (Nearly) never Rarely Sometimes Often (Nearly) 
always

In your daily practice, do you observe that disclosing the diagnosis of AD to your 
patient with dementia is harmful to her/him?

7 (27%) 10 (38%) 9 (35%) 0 0

In your daily practice, do you observe that disclosing the diagnosis of AD to your 
patient with MCI is harmful to her/him?

6 (23%) 9 (35%) 8 (31%) 3 (12%) 0

Do your patients with dementia blame you for being informed of the diagnosis of 
AD or regret that they have been informed?

16 (61%) 9 (35%) 1 (4%) 0 0

Do your patients with MCI blame you for being informed of the diagnosis of AD or 
regret that they have been informed?

15 (58%) 9 (35%) 2 (8%) 0 0

Do your patients with dementia blame you for not being informed of the diagnosis 
of AD or regret that they have not been informed?

14 (54%) 7 (27%) 5 (19%) 0 0

Do your patients with MCI blame you for not being informed of the diagnosis of 
AD or regret that they have not been informed?

17 (65%) 5 (19%) 4 (15%) 0 0
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Discussion

All the members of a group of Belgian experts in the field 
of dementia declare that they often or always disclose the 
diagnosis of AD to patients with dementia. This finding 
differs from previous studies. Indeed, a systematic review 
published in 2019 showed that the proportion of general 
practitioners or specialists who routinely or always tell 
their patients with dementia their diagnosis was on aver-
age only 43% and ranged between 7 and 78% while 96% 
disclosed the diagnosis to the family of the patients [7]. 
In the same review, it appeared that the term AD was used 
by only 14–41% of the physicians when communicating 
with their patients. However, our present results are simi-
lar to those of a recent survey performed among 54 demen-
tia specialists in Denmark which reported that 100% of 
them often or almost always disclose a diagnosis to their 
patients with dementia, 91% routinely use the term demen-
tia and 94% often or almost always disclose the specific 
disease (AD, vascular dementia, Lewy body dementia, 
etc.) responsible for the cognitive impairment [15].

All the respondents of our survey also declare that they 
often or always disclose the diagnosis of AD to patients 

with MCI when AD cerebrospinal fluid (CSF) biomark-
ers are positive whereas less than half of the responders 
often or always disclose a diagnosis of AD to MCI patients 
when biomarkers are unavailable. In our study, the use of 
AD CSF biomarkers seems thus valuable to raise confi-
dence in the clinical diagnosis. However, current medical 
practice in Europe is quite heterogeneous concerning the 
disclosure of AD at the MCI stage. In the previously cited 
Danish study, 69% of the respondents declared that they 
almost always or often inform the patient about the aetiol-
ogy of MCI, but the paper gave no information about the 
use of AD CSF biomarkers in the diagnostic and disclo-
sure processes [15]. In a recent survey of 102 members 
of the European Academy of Neurology (EAN) and the 
European Alzheimer’s Disease Consortium (EADC) from 
25 countries, only 45% of them reported they describe 
MCI to their patients as “possibly early AD” and 69% 
discuss the risk of AD with MCI patients [16]. In the 
same study, for those patients meeting the research crite-
ria for prodromal AD or MCI due to AD [8, 9], 70% of the 
respondents always disclosed the diagnosis with various 
terms, the more common being “possible early AD” or 
“early AD”. In a sample of 108 German health profession-
als with specialization in dementia and AD, 41% (51% in 

Table 3   Questions about personal opinion of the clinician about the disclosure

Questions Completely agree Partially agree No opinion Partially disagree Completely disagree

Disclosing the diagnosis of AD to patients with 
dementia is more harmful than beneficial. What is 
your opinion?

0 0 0 7 (27%) 19 (73%)

Disclosing the diagnosis of AD to patients with 
MCI is more harmful than beneficial. What is your 
opinion?

0 1 (4%) 2 (8%) 11 (42%) 12 (46%)

If a patient has AD, it is better for her/him to be 
informed than not knowing. What is your opinion?

20 (77%) 6 (23%) 0 0 0

Table 4   Questions about caregiver point of view

Questions (Nearly) never Rarely Sometimes Often (Nearly) 
always

In your daily practice, do you observe that disclosing the diagnosis of AD to your 
patient with dementia is harmful to her/his caregiver(s)?

10 (38%) 12 (46%) 3 (12%) 1 (4%) 0

In your daily practice, do you observe that disclosing the diagnosis of AD to your 
patient with MCI is harmful to her/his caregiver(s)?

9 (35%) 9 (35%) 7 (27%) 1 (4%) 0

Do the caregiver(s) of your patients with dementia blame you for having disclosed the 
diagnosis of AD to the patient?

8 (31%) 16 (61%) 2 (8%) 0 0

Do the caregiver(s) of your patients with MCI blame you for having disclosed the 
diagnosis of AD to the patient?

13 (50%) 10 (38%) 3 (12%) 0 0

Do the caregiver(s) of your patients with dementia blame you for not having disclosed 
the diagnosis of AD to the patient?

19 (73%) 4 (15%) 2 (8%) 1 (4%) 0

Do the caregiver(s) of your patients with MCI blame you for not having disclosed the 
diagnosis of AD to the patient?

20 (77%) 5 (19%) 1 (4%) 0 0
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university hospitals versus 36% in general hospitals) of 
the respondents usually disclosed a diagnosis of AD to 
patients with MCI and pathological CSF biomarkers and 
88% of them informed the patients about the risk of future 
dementia. Whereas only 3% of the responders disclosed a 
diagnosis of AD to patients with MCI when biomarkers 
were unavailable [17]. The rate of disclosure of AD-MCI 
was thus quite lower than in our sample but again, these 
results highlight the growing influence and potential added 
value of AD CSF biomarkers in the diagnostic process 
of MCI. Of note, patients accepting to undergo a lumbar 
puncture (LP) are more likely those who want to know 
their diagnosis after discussion of the first results and the 
benefit/harm ratio of the result of biomarker analysis. In 
the group of MCI patients without biomarker analysis, 
patients might have refused the LP because they did not 
want to know their diagnosis. Our survey may thus suffer 
from a selection bias, as neurologists may disclose more 
often the diagnosis of AD to patients who are willing to 
know their diagnosis. Some co-authors from University 
centres with access to amyloid-PET (a technique allowing 
confirming an AD diagnosis at the MCI or dementia stage 
without LP) observe that some patients refuse both LP and 
amyloid-PET probably because they do not want to know 
while others who fear the LP consent to amyloid-PET.

There is a long-lasting debate in favour or against disclo-
sure of the diagnosis of AD to the patient whatever the stage 
of the disease. The more common arguments in favour of 
the disclosure are the right to know (principle of autonomy) 
and the opportunity to plan for the future including advance 
care planning. The more common arguments against disclo-
sure are the fear of psychological harm (depression, anxi-
ety, catastrophic reaction, suicide, etc.) and stigmatization 
[7]. We did not ask the BeDeCo members about the reasons 
why they disclose or not the diagnosis. One reason for not 
disclosing could be the anosognosia of the patient. Although 
it was not addressed in this survey, we can speculate that 
anosognosia could influence the diagnostic process of AD. 
Recent research demonstrated an early decline in awareness 
of memory deficit leading to anosognosia in some MCI 
patients several years before they reach the dementia stage 
[18]. The majority of the respondents observed that the dis-
closure of AD is rarely or never harmful. Only one-third 
observed that it is sometimes harmful to the patient, which is 
concordant with previous research. Prospective studies about 
the consequence of the disclosure of the diagnosis showed 
that an increase of depressive or anxious symptoms was 
rare and that the disclosure was safe in the large majority of 
patients with mild or moderate dementia [19, 20]. A recent 
systematic review concluded that disclosing pathological 
amyloid PET results to cognitively normal individuals or 
patients with MCI had a low risk of psychological harm [21] 
even when the MCI patients were told that a positive scan 

means “very early stage of AD” and high risk of worsening 
[12].

According to the vast majority of BeDeCo members who 
completed the survey, their patients rarely or never blame 
them or regret that they have been informed of their AD 
diagnosis. It is not surprising as 84% of individuals with 
cognitive impairment consider full disclosure of demen-
tia preferable [11]. In a large study with a sample of 1005 
patients attending a memory clinic between 2004 and 2010 
(of whom 480 had dementia), 85.3% wished to be informed 
of an AD diagnosis while only 7% did not and 7.5% were 
uncertain [22]. Nearly all the BeDeCo members disagree 
that disclosing the diagnosis of AD is more harmful than 
beneficial and all of them believe it is better for the patient 
to be informed, even at the MCI stage. That is probably why 
nearly all of them would want to be informed themselves 
if they suffered from AD. The opinion expressed in older 
surveys by general practitioners is, however, quite differ-
ent. They frequently considered that revealing the diagnosis 
of dementia was not beneficial and not helpful [7]. But the 
opinion of BeDeCo members about the benefit of diagnosis 
is quite similar to that of the previously described group of 
European specialists as 84% of them agreed somewhat or 
strongly that a diagnosis of prodromal AD or MCI due to AD 
was helpful for patients and family (to plan for the future, 
to engage in risk reduction activities, to include patients in 
clinical trials or to plan follow-up) and only 18% strongly 
or somewhat agreed that “diagnosing causes unnecessary 
worry for the patients” [16]. We would also note that to the 
best of our knowledge, no study evaluated if not disclosing 
the diagnosis of AD to the patient could also be harmful.

Most of the BeDeCo members declared that the disclo-
sure of the diagnosis to the patients is rarely or never harm-
ful to the caregivers and it seems very rare that the caregiv-
ers blame the doctors for having told the diagnosis of AD to 
the patients. Similarly, in a retrospective survey of 107 AD 
dementia patients and their caregivers, 94% of caregivers 
declared that the patient had the right to know his diagno-
sis, 85% thought that the disclosure of the diagnosis of AD 
could be useful and only 4% would prefer not to disclose the 
diagnosis to the patient [23].

This study has several limitations. It reflects the opinion 
and practice of only 59% of a small group of Belgian experts 
in the field of dementia and is, therefore, not representa-
tive of the whole medical community. We can expect that 
the expertise of the participants in the present survey gives 
them confidence in their diagnosis and care. They probably 
have a higher motivation for early diagnosis. However, the 
opinion of experts has a low level of scientific evidence. 
Their actual practice has not been objectified by an inde-
pendent investigator. Some questions proposed in the survey 
such as “Do you observe that disclosing the diagnosis of 
AD to your patient with dementia is harmful?” are rather 
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vague and could be interpreted in different ways by different 
respondents. The respondents were neither asked on which 
data they relied on to answer this kind of questions nor how 
they organized the follow-up of their patients after disclosure 
of the diagnosis. They were not asked why they decided to 
disclose or not to disclose the diagnosis to the patient and 
whether they disclosed it to the caregiver. Nevertheless, we 
believe that these results are valuable as they reflect recent 
trends in the changing landscape of AD diagnosis. The expe-
rience of BeDeCo members should reassure clinicians about 
the safety and the usefulness of AD diagnosis disclosure in 
most cases whether the patient is at the MCI or the demen-
tia stage. There are not yet Belgian or European guidelines 
concerning the disclosure of a diagnosis of MCI in a clinical 
setting. In a research setting, the IDT CRP recommendations 
for amyloid PET disclosure consist of extensively inform-
ing the patients (I) so they can make an informed decision 
(D). After testing (T), the patients have to confirm if they 
still wish to receive the information (C). Finally, the result 
is returned (R) and post-guidance is planned (P) [24]. We 
also refer to the guidelines of the American Academy of 
Neurology that recommend clinicians to discuss diagnosis, 
prognosis, long-term planning and biomarker research with 
MCI patients even if they acknowledge that the disclosure of 
the diagnosis must be balanced with the potential harm such 
as anxiety [25, 26]. The disclosure of a diagnosis of AD is 
only the first step of an ongoing and patient tailored process. 
Not all the information has to be given at the same time and 
follow-up visits should be planned to allow discussion about 
prognosis, lifestyle change, advance care planning, treatment 
and participation in research.

In conclusion, our results add evidence to recommend 
the disclosure of the diagnosis of AD, including at the 
MCI stage, when positive biomarkers are available. These 
data can increase the confidence of clinicians to disclose 
the diagnosis of AD in its earliest symptomatic stages. 
Unjustified fears about AD disclosure should not deprive 
patients of the right to be timely and properly informed of 
the diagnosis.

Acknowledgements  We thank all the BeDeCo who completed the 
survey.

Funding  RB is a postdoctoral fellow of the F.W.O. (Research Founda-
tion Flanders).

Compliance with ethical standards 

Conflict of interest  The authors declare that they have no conflict of 
interest.

Ethics approval  Not applicable as no patient was involved in the study.

Consent to participate  All respondents of the survey participated freely 
and anonymously.

Availability of data and material  The datasets generated during and/or 
analysed during the current study are available from the corresponding 
author on reasonable request.

References

	 1.	 Tarek ME, Segers K, Van Nechel C (2009) What Belgian neu-
rologists and neuropsychiatrists tell their patients with Alzheimer 
disease and why: a national survey. Alzheimer Dis Assoc Disord 
23:33–37. https​://doi.org/10.1097/WAD.0b013​e3181​7d5e4​c

	 2.	 Segers K (2009) What Belgian geriatricians tell their patients with 
Alzheimer’s disease and why: a national survey. Acta Neurol Belg 
109:283–293

	 3.	 Post SG, Whitehouse PJ (1995) Fairhill guidelines on ethics of 
the care of people with Alzheimer’s disease: a clinical summary. 
Center for Biomedical Ethics, Case Western Reserve University 
and the Alzheimer’s Association. J Am Geriatr Soc 43:1423–1429

	 4.	 Fisk JD, Beattie BL, Donnelly M et al (2007) Disclosure of the 
diagnosis of dementia. Alzheimers Dement J Alzheimers Assoc 
3:404–410. https​://doi.org/10.1016/j.jalz.2007.07.008

	 5.	 Hort J, O’Brien JT, Gainotti G et al (2010) EFNS guidelines for the 
diagnosis and management of Alzheimer’s disease. Eur J Neurol 
17:1236–1248. https​://doi.org/10.1111/j.1468-1331.2010.03040​
.x

	 6.	 De Lepeleire J, Buntinx F, Aertgeerts B (2004) Disclosing the 
diagnosis of dementia: the performance of Flemish general prac-
titioners. Int Psychogeriatr 16:421–428. https​://doi.org/10.1017/
S1041​61020​40004​07

	 7.	 Low LF, McGrath M, Swaffer K, Brodaty H (2019) Communicat-
ing a diagnosis of dementia: a systematic mixed studies review of 
attitudes and practices of health practitioners. Dementia 18:2856–
2905. https​://doi.org/10.1177/14713​01218​76191​1

	 8.	 Nelson PT, Alafuzoff I, Bigio EH et al (2012) Correlation of alz-
heimer disease neuropathologic changes with cognitive status: a 
review of the literature. J Neuropathol Exp Neurol 71:362–381

	 9.	 Albert MS, DeKosky ST, Dickson D et al (2011) The diagnosis 
of mild cognitive impairment due to Alzheimer’s disease: rec-
ommendations from the National Institute on Aging-Alzheimer’s 
Association workgroups on diagnostic guidelines for Alzheimer’s 
disease. Alzheimers Dement 7:270–279. https​://doi.org/10.1016/j.
jalz.2011.03.008

	10.	 Dubois B, Feldman HH, Jacova C et al (2014) Advancing research 
diagnostic criteria for Alzheimer’s disease: the IWG-2 crite-
ria. Lancet Neurol 13:614–629. https​://doi.org/10.1016/S1474​
-4422(14)70090​-0

	11.	 van den Dungen P, van Kuijk L, van Marwijk H et al (2014) 
Preferences regarding disclosure of a diagnosis of dementia: a 
systematic review. Int Psychogeriatr 26:1603–1618. https​://doi.
org/10.1017/S1041​61021​40009​69

	12.	 Vanderschaeghe G, Schaeverbeke J, Bruffaerts R et al (2017) 
Amnestic MCI patients’ experiences after disclosure of their amy-
loid PET result in a research context. Alzheimers Res Ther 9:92. 
https​://doi.org/10.1186/s1319​5-017-0321-3

	13.	 Vanderschaeghe G, Dierickx K, Vandenberghe R (2018) Review 
of the ethical issues of a biomarker-based diagnoses in the early 
stage of Alzheimer’s disease. J Bioeth Inq 15:219–230. https​://
doi.org/10.1007/s1167​3-018-9844-y

	14.	 Bier JC, Verschraegen J, Vandenberghe R et al (2015) Clinical 
utility and applicability of biomarker-based diagnostic criteria 
for Alzheimer’s disease: a BeDeCo survey. Acta Neurol Belg 
115:547–555. https​://doi.org/10.1007/s1376​0-014-0423-7

	15.	 Nielsen TR, Svensson BH, Rohr G et al (2018) The process of 
disclosing a diagnosis of dementia and mild cognitive impairment: 

https://doi.org/10.1097/WAD.0b013e31817d5e4c
https://doi.org/10.1016/j.jalz.2007.07.008
https://doi.org/10.1111/j.1468-1331.2010.03040.x
https://doi.org/10.1111/j.1468-1331.2010.03040.x
https://doi.org/10.1017/S1041610204000407
https://doi.org/10.1017/S1041610204000407
https://doi.org/10.1177/1471301218761911
https://doi.org/10.1016/j.jalz.2011.03.008
https://doi.org/10.1016/j.jalz.2011.03.008
https://doi.org/10.1016/S1474-4422(14)70090-0
https://doi.org/10.1016/S1474-4422(14)70090-0
https://doi.org/10.1017/S1041610214000969
https://doi.org/10.1017/S1041610214000969
https://doi.org/10.1186/s13195-017-0321-3
https://doi.org/10.1007/s11673-018-9844-y
https://doi.org/10.1007/s11673-018-9844-y
https://doi.org/10.1007/s13760-014-0423-7


Acta Neurologica Belgica	

1 3

a national survey of specialist physicians in Denmark. Dementia. 
https​://doi.org/10.1177/14713​01218​77744​3

	16.	 Bertens D, Vos S, Kehoe P et al (2019) Use of mild cognitive 
impairment and prodromal AD/MCI due to AD in clinical care: 
a European survey. Alzheimers Res Ther 11:74. https​://doi.
org/10.1186/s1319​5-019-0525-9

	17.	 Schweda M, Kogel A, Bartels C et al (2018) Prediction and early 
detection of Alzheimer’s dementia: professional disclosure prac-
tices and ethical attitudes. J Alzheimers Dis 62:145–155. https​://
doi.org/10.3233/JAD-17044​3

	18.	 Hanseeuw BJ, Scott MR, Sikkes SAM et al (2020) Evolution of 
anosognosia in Alzheimer’s disease and its relationship to amy-
loid. Ann Neurol 87:267–280. https​://doi.org/10.1002/ana.25649​

	19.	 Carpenter BD, Xiong C, Porensky EK et al (2008) Reaction to a 
dementia diagnosis in individuals with Alzheimer’s disease and 
mild cognitive impairment. J Am Geriatr Soc 56:405–412. https​
://doi.org/10.1111/j.1532-5415.2007.01600​.x

	20.	 Mormont E, Jamart J, Jacques D (2014) Symptoms of depression 
and anxiety after the disclosure of the diagnosis of Alzheimer 
disease. J Geriatr Psychiatry Neurol 27:231–236. https​://doi.
org/10.1177/08919​88714​53202​1

	21.	 de Wilde A, van Buchem MM, Otten RHJ et al (2018) Disclosure 
of amyloid positron emission tomography results to individuals 
without dementia: a systematic review. Alzheimers Res Ther 
10:72. https​://doi.org/10.1186/s1319​5-018-0398-3

	22.	 Mahieux F, Herr M, Ankri J (2018) What are the prefer-
ences of patients attending a memory clinic for disclosure of 

Alzheimer’s disease? Rev Neurol (Paris) 174:564–570. https​://
doi.org/10.1016/j.neuro​l.2017.10.016

	23.	 Mormont E, de Fays K, Jamart J (2012) Experiences of the 
patients and their caregivers regarding the disclosure of the diag-
nosis of Alzheimer’s disease: a Belgian retrospective survey. 
Acta Neurol Belg 112:249–254. https​://doi.org/10.1007/s1376​
0-012-0069-2

	24.	 Vanderschaeghe G, Schaeverbeke J, Bruffaerts R et al (2018) 
From information to follow-up: ethical recommendations to 
facilitate the disclosure of amyloid PET scan results in a research 
setting. Alzheimers Dement Transl Res Clin Interv 4:243–251

	25.	 Petersen RC, Lopez O, Armstrong MJ et al (2018) Practice guide-
line update summary: mild cognitive impairment: report of the 
Guideline Development, Dissemination, and Implementation Sub-
committee of the American Academy of Neurology. Neurology 
90:126–135. https​://doi.org/10.1212/WNL.00000​00000​00482​6

	26.	 Foster NL, Bondi MW, Das R et al (2019) Quality improvement 
in neurology: mild cognitive impairment quality measurement 
set. Neurology 93:705–713. https​://doi.org/10.1212/WNL.00000​
00000​00825​9

Publisher’s Note  Springer Nature remains neutral with regard to 
jurisdictional claims in published maps and institutional affiliations.

Affiliations

Eric Mormont1,2   · Jean‑Christophe Bier3 · Rose Bruffaerts4,5 · Patrick Cras6 · Peter De Deyn7,8 · Olivier Deryck9 · 
Sebastiaan Engelborghs7,10 · Mirko Petrovic11,12 · Gaëtane Picard13 · Kurt Segers14 · Evert Thiery15 · Jan Versijpt10 · 
Bernard Hanseeuw2,16,17

1	 Department of Neurology, CHU UCL Namur, UCLouvain, 1 
Avenue Dr G. Therasse, 5530 Yvoir, Belgium

2	 Institute of NeuroScience, UCLouvain, 1200 Brussels, 
Belgium

3	 Department of Neurology, Erasme University Hospital, 
Université Libre de Bruxelles, Brussels, Belgium

4	 Laboratory for Cognitive Neurology, Department 
of Neurosciences, KU Leuven, Leuven, Belgium

5	 Neurology Department, University Hospitals Leuven, 
3000 Leuven, Belgium

6	 Department of Neurology, Instituut Born Bunge, Antwerp 
University Hospital, Universiteit Antwerpen, 2650 Edegem, 
Belgium

7	 Laboratory of Neurochemistry and Behavior, Reference 
Center for Biological Markers of Dementia (BIODEM), 
Institute Born‑Bunge, University of Antwerp, Antwerp, 
Belgium

8	 Department of Neurology and Memory Clinic, Hospital 
Network Antwerp (ZNA) Middelheim and Hoge Beuken, 
Antwerp, Belgium

9	 Department of Neurology, Center for Cognitive Disorders, 
AZ Sint-Jan Brugge-Oostende, Brugge, Belgium

10	 Department of Neurology and Center for Neurosciences, UZ 
Brussel and Vrije Universiteit Brussel (VUB), 1090 Brussels, 
Belgium

11	 Section of Geriatrics, Department of Internal Medicine 
and Paediatrics, Ghent University, Ghent, Belgium

12	 Department of Geriatrics, Ghent University Hospital, Ghent, 
Belgium

13	 Department of Neurology, Clinique St Pierre, Ottignies, 
Belgium

14	 Department of Neurology, Brugmann University Hospital, 
Brussels, Belgium

15	 Department of Neurology, University Hospital Ghent, Ghent 
University, C. Heymanslaan, 10, 9000 Ghent, Belgium

16	 Department of Neurology, Cliniques Universitaires 
Saint‑Luc, UCLouvain, Brussels, Belgium

17	 Department of Radiology, Massachusetts General Hospital, 
Harvard Medical School, Boston, MA, USA

https://doi.org/10.1177/1471301218777443
https://doi.org/10.1186/s13195-019-0525-9
https://doi.org/10.1186/s13195-019-0525-9
https://doi.org/10.3233/JAD-170443
https://doi.org/10.3233/JAD-170443
https://doi.org/10.1002/ana.25649
https://doi.org/10.1111/j.1532-5415.2007.01600.x
https://doi.org/10.1111/j.1532-5415.2007.01600.x
https://doi.org/10.1177/0891988714532021
https://doi.org/10.1177/0891988714532021
https://doi.org/10.1186/s13195-018-0398-3
https://doi.org/10.1016/j.neurol.2017.10.016
https://doi.org/10.1016/j.neurol.2017.10.016
https://doi.org/10.1007/s13760-012-0069-2
https://doi.org/10.1007/s13760-012-0069-2
https://doi.org/10.1212/WNL.0000000000004826
https://doi.org/10.1212/WNL.0000000000008259
https://doi.org/10.1212/WNL.0000000000008259
http://orcid.org/0000-0001-8112-2103

	Practices and opinions about disclosure of the diagnosis of Alzheimer’s disease to patients with MCI or dementia: a survey among Belgian medical experts in the field of dementia
	Abstract
	Introduction
	Methods
	Results
	Participants
	Practice of disclosure
	Consequence of disclosure for the patient
	Personal opinion about harm or benefit of disclosure
	Consequence for the caregiver
	Personal preference if suffering from AD

	Discussion
	Acknowledgements 
	References




