Supplementary Material  Appendix 1: Full Search Strategy

Pubmed: 

((Dementia/diagnosis[Mesh] OR (("Dementia"[mesh:noexp] OR "Alzheimer Disease"[mesh] OR "Frontotemporal Lobar Degeneration"[mesh:noexp] OR "Lewy Body Disease"[mesh] OR "Delirium, Dementia, Amnestic, Cognitive Disorders"[Mesh:noexp] OR dement*[tiab] OR alzheimer*[tiab] OR Frontotemporal Lobar Degenerat*[tiab] OR "Lewy Body Disease"[tiab] OR "Dementia, Vascular"[Mesh] OR “mild cognitive impairment”[Mesh] OR “mild cognitive impairment”[tiab] OR forgetfulness[ti] OR “memory complaints”[tiab]) AND (Diagnosis [Mesh:noexp] OR early diagnosis[mesh: noexp] OR diagnos* [tiab]))) AND (Disclosure[mesh] OR disclos*[tiab] OR tell*[tiab] OR told[tiab] OR shared[tiab]OR sharing[tiab] OR truth*[tiab] OR inform OR informing OR communicate OR communicating OR (wish AND know) OR (want AND know)))

1248 results

Psychinfo:

(DE "Communication" OR DE "Interpersonal Interaction" OR TI disclos* OR AB disclos* OR TI tell* OR TI told* OR TI shared OR TI sharing OR TI truth OR TI inform OR TI informing OR TI communicate OR TI communicating OR (wish AND know) OR (want AND know)) AND (DE "Dementia" OR DE "dementia with Lewy Bodies" OR DE "Vascular Dementia" OR DE "semantic dementia" OR DE "alzheimer's Disease" OR DE "cognitive impairment" OR TI dement* OR TI alzheimer* OR TI Frontotemporal lobar degenerat* OR TI lewy body disease OR AB dement* OR AB Alzheimer*) AND (TI diagnos* OR AB diagnos*  OR (DE "Medical Diagnosis") OR (DE "Labeling"))

238 results

Embase

('interpersonal communication'/de OR disclos*:ab,ti OR tell*:ab,ti OR told:ab,ti OR shared:ab,ti OR sharing:ab,ti OR truth:ab,ti OR inform:ab,ti OR informing:ab,ti OR communicate:ab,ti OR communicating:ab,ti OR (wish AND know) OR (want AND know)) AND ('dementia'/exp OR 'dementia' OR 'alzheimer disease'/exp OR 'alzheimer disease' OR 'frontotemporal dementia'/exp OR 'frontotemporal dementia' OR 'diffuse lewy body disease'/exp OR 'diffuse lewy body disease' OR 'cognitive defect'/exp OR 'cognitive defect' OR dement*:ab,ti OR alzheimer*:ab,ti OR 'frontotemporal lobar degeneration':ab,ti OR 'lewy body disease':ab,ti OR 'multiinfarct dementia'/exp OR 'multiinfarct dementia' OR 'mild cognitive impairment'/exp OR forgetfulness:ti OR 'mild cognitive impairment':ab,ti OR 'memory complaints':ab,ti) AND ('diagnosis'/de OR 'early diagnosis'/de OR diagnos*:ab,ti) 

1545 results

Supplementary Material Appendix 2: Quality Assessment of Included Studies

Quality assessment instrument

 Internal validity

A.
1 point if general characteristics of respondents are well described: age, sex and at least two of the following: ethnicity, religion, socio-economic status, marital status or educational level.

B.
1 point if the target population is clearly defined by in- and exclusion criteria. 

C.
Description of specific characteristics for subgroups:

•
General population or individuals not selected on cognitive status: 1 point if prior knowledge of dementia is described (whether the participant knows someone with dementia OR whether dementia knowledge is tested OR whether the question about their preference regarding disclosure was asked after they were provided with information about dementia) .

•
Physicians: 1 point if type of specialization described.

•
Relatives: 1 point if the relationship with the person with dementia is described.

•
Individuals with dementia or referred to a memory clinic: 1 point if described whether or not they are already diagnosed with dementia AND described whether or not the diagnosis was disclosed.

D.
1 point if the data collection method was standardized or structured (questionnaire or fixed interview schedule).

E.
1 point if clearly described whether the survey instrument or interview explicitly addressed whether people wanted to know the diagnosis. For example with a question like: ‘would you want your doctor to tell you, if you were to develop dementia?’. 

F.
1 point if outcomes were clearly described: percentages of people who would and who would not want to know it if they were to develop dementia.

G.
1 point if study limitations are discussed.

External validity 

H.
1 point if a random sample was drawn or an entire group approached. No point for convenience sample or unclear sampling method.

I.
1 point if characteristics of respondents are likely to match the target population: response rate > 75% or appropriate analysis including respondents and non-respondents.

J.
1 point if the number of subjects participating (in each subgroup) was at least 100.  

 

Results of the quality assessment

                        Criterion

  Reference 
A
B
C
D
E
F
G
H
I
J
Total

Erde et al, 1988
1
1
1
1
0
0
0
1
0
1
6

Harvard 2011
0
0
1
1
1
1
0
0
0
1
5

Holroyd et al, 1996
1
1
1
1
1
1
1
1
0
1
9

Ouimet et al, 2004
1
1
1
1
0
0
1
1
1
1
8

Shimizu et al, 2008
1
0
1
1
0
0
1
0
0
1
5

Sullivan et al, 2001
0
1
1
1
0
1
0
1
0
1
6

Turnbull et al, 2003
1
1
1
1
1
1
1
1
1
1
10

Umegaki et al, 2007
0
1
1
1
0
1
1
1
0
1
7

Byszewski et al, 2007 
1
0
1
0
0
0
1
1
1
0
5

Dautzenberg et al, 2003
0
1
1
1
0
0
0
1
1
0
5

Elson et al, 2006
0
0
1
0
0
1
1
1
0
0
4

Jha et al, 2001
1
1
1
1
0
0
1
0
1
1
7

Marzanski et al, 2000
0
1
0
1
0
1
1
1
1
0
6

Mormont et al, 2011
0
1
1
1
1
1
1
1
1
1
9

Pinner et al, 2003
0
1
0
1
1
1
1
1
0
0
6

Pratt et al, 2001
0
1
1
0
0
0
0
0
1
0
3

Bouckaert, 2005
0
0
0
1
0
0
0
0
1
1
3

Heal et al, 1998
0
1
1
1
1
1
0
1
0
0
6

Lin et al, 2005
0
0
1
1
1
0
0
0
1
1
5

Maguire et al, 1996
0
0
0
1
0
1
0
1
1
1
5

Mimura, 2003 
0
0
0
1
0
0
0
0
1
0
2

Mormont et al, 2011
0
0
1
1
1
1
1
1
1
1
8

Pinner & Bouman, 2004
0
1
1
1
1
1
1
1
0
0
7

Shimizu et al, 2008
1
1
0
1
0
0
1
0
0
1
5

Johnson et al, 2000
0
1
1
1
1
1
1
1
0
0
7

Raicher et al, 2008
0
1
1
1
1
1
1
0
0
1
7

(Sub)studies meeting criterion n (%)
8 (31)
17 (65)
19 (73)
22 (85)
10 (38)
14 (54)
16 (62)
17 (65)
13 (50)
17

(65)


