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Introduction

The topic of this report is what constitutes best social care practice in maintaining the person with
dementia in their own home.

Aim of the Search

The primary aim of this search is to create a database with all relevant literature on home care for
people with dementia.

Methods

Literature Search

The search strategy was devised to take into account the broad nature of the review. No limits or filters
were used as we were interested in identifying all potentially relevant quantitative or qualitative studies
evaluating any services that give non-nursing, social/personal care by salaried carers to people with
dementia in their own homes. The search was not restricted by language or publication status
(published, unpublished). A 20 year limit was set on the search.

Search strategies were developed specifically for each database. Keywords for “home care” and
“dementia” were the relevant controlled terms and text words in each database. We searched the
following databases from January 1991 to July 2011 using the search terms and strategy as described in
Appendix A.

e MEDLINE (PubMed);
e EMBASE (www.embase.com);
* PsycINFO

For further assessment and handling, identified references were downloaded to a web-based system
(DistillerSR®, www.systematic-review.com). Search results (7867 references) were uploaded in
DistillerSR®, each abstract was assessed in order to identify duplicate studies (n = 2732) that were
discarded, and a database containing only the studies that need to be assessed for inclusion/exclusion
was generated (n = 5135).

The search strategies, dates and results of all searches are listed in Appendix A.
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Criteria for considering studies for this review

Types of study designs
All types of study designs were included, both quantitative and qualitative:
¢ RCT ¢ Before-after study
* Controlled trial (not RCT) * Time series study
¢ Systematic review * Qualitative study
* Narrative review * Casereport or series
¢ Cohort study ¢ Survey or focus group
* (Case-control study * Other non-RCT experimental study
* Cross-sectional study ® Other non-comparative study

Types of participants
Paid carers of people with dementia. Studies about informal care givers were not included in the
database.

Types of homecare

The types of home care that were included were domiciliary care, home care, house care, mixed care
and personalised care.

Types of dementia
All types of dementia were considered including:

* Alzheimer disease *  Multi-infarct dementia

* Vascular dementia * Huntingdon’s disease

* Creutzfeldt — Jakob disease * Wernicke encephalopathy

¢ Kluter-Bucy disease * Korsakoff syndrome

* Lewy body disease * Other dementias not specified

* Niemann-Pick disease
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Results

Search results

The database searches retrieved 7867 references. After removing duplicates, 5135 articles were
selected for three levels of screening. All levels of screening were performed independently by two
reviewers (KSW, NM, or DP). Details of each screening level are provided in Description of Included
Studies

There are 264 included studies in the database based on the abstracts of the papers. Forty two studies
specified the type of dementia, 38 were about issues related to care givers of people with dementia and
184 did not specify the type of dementia.

Twenty six of the studies were experimental, 42 were reviews, 149 were observational studies, and in 47
it was not possible to identify the study design from the abstract.

The studies were grouped in the database according to the type of home care. There are 14 studies in
which the abstract refers to domiciliary care, 116 on home care, two about house care and 11 on mixed
care. No studies were found that were about personalised care. In 43 studies it was not possible to tell
the type of home care described in the study, although the abstract was available; in a further 77 studies
the abstract was not available and it was unclear from the title whether these could be excluded.

The references are listed in Appendices B to G.

Excluded Studies

Seven hundred and thirty six (736) references were excluded in the third screening. Appendix H details
the excluded references. Twenty one of the references were excluded because they were not
specifically about dementia; five were excluded because pertained to dementia but other types of care
not in the inclusion criteria; three references were duplicate references; three references had a financial
focus; one reference was about researching care; and one was a Cochrane Review that had been
withdrawn as it was not complete. Excluded references are listed in Appendix H.
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Figure and the screening process is detailed on Appendix A.
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Figure 1: Flow chart of studies included in this database
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Appendices

Appendix A: Search strategies

Home Care All exp Home Care Services/ (36409) 48539
domiciliary care.tw. (213)
home.tw. (115006)
care.tw. (670824)
serviceS.tw. (257263)
3and 4 and 5 (10293)
domiciliary.tw. (1966)
4 and 7 (611)
House.tw. (31439)
4 and 9 (3015)
(hospital adj2 home).tw. (2322)
home-based.tw. (3408)
Home hospitalization.tw. (99)
lor2or6or8orl0ori1lori12or13(48539)
exp Dementia/ (99874) 640085
exp Dementia, Multi-Infarct/ (1066)
exp Dementia, Vascular/ (4730)
18 exp Delirium, Dementia, Amnestic, Cognitive Disorders/
(151117)
19 exp Cognition Disorders/ (48736)
20 exp Alzheimer Disease/ (55623)
21 exp Creutzfeldt-Jakob Syndrome/ (5257)
22 "Pick Disease of the Brain"/ (330)
23 Supranuclear Palsy, Progressive/ (1584)
24  Lewy Bodies/ (1254)
25 Huntington Disease/ (8025)
26 Mental Disorders/ (106955)
27 Wernicke Encephalopathy/ (1227)
28 Korsakoff Syndrome/ (212)
29 Ischemic Attack, Transient/ (16254)
30 Delirium/ (4496)
31 exp CADASIL/ or exp Cerebrovascular Disorders/ (235336)
32 Brain Injuries/ (36151)
33 Memory Disorders/dt, di, th, pc [Drug Therapy, Diagnosis,
Therapy, Prevention & Control] (5007)
34 (Parkinson* disease dementia or PDD).mp. (1903)
35 ("AACD" or AACD or "CI ND" or CIND or SMC or "AA MI" or
AAMI or LCD or QD or ARCD or MCD or MNCD or "N-MCI" or "M-
MCI").mp. (11847)
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36 ("limited cognitive disturbance*" or "mild cognitive
disorder*").mp. (45)

37 dement*.mp. (73355)

38 alzheimer*.mp. (76767)

39 lewy* bod*.mp. (4926)

40 deliri*.mp. (16996)

41 ((prevent* or delay* or reduc* or slow or stop*) adj3
(cognit* adj2 (impair* or declin* or deficit* or degenerat* or
deteriorat*))).mp. (1102)

42  ((cognit* or memory or cerebral or brain) adj2 (improv* or
enhanc* or perform* or process* or function*)).mp. (82166)

43  ((cognit* or memory* or mental*) adj3 (declin* or impair*
or los* or deteriorat*)).mp. (47973)

44 (chronic adj4 cerebrovascular).mp. (558)

45 ("organic brain disease" or "organic brain syndrome").mp.
(707)

46 ("supra nuclear palsy" or "ischemic white matter" or
"multiple infarcts").mp. (292)

47 ("normal pressure hydrocephalus" and shunt$).mp. (787)
48 "benign senescent forgetfulness".mp. (16)

49 (cerebrS adj3 deteriorat$).mp. (256)

50 (confusion$S or confused).ab. (24139)

51 (pick$ adj2 disease).mp. (2376)

52 (creutzfeldt or JCD or CJD).mp. (6521)

53 huntington$.mp. (10922)

54 binswangerS.mp. (516)

55 korsako$.mp. (1207)

56 15o0r16o0r17or18or 19 or 20 or 21 or 22 or 23 or 24 or 25
or26or27or28or29or300r31or32or33o0or34or35o0r36or
370r38o0r390r40or4lord42or43ord4ord5o0r46ord7or
48 or 49 or 50 or 51 or 52 or 53 or 54 or 55 (640085)

combined 57 14 and 56 (4372) 4372
Yr limit 58 limit 57 to yr="1991 -Current" (3370) 3370
- JEmbase [ ]
Home care exp Home Care Services/ (45195) 59046
domiciliary care.tw. (249)
home.tw. (135013)
care.tw. (796903)
serviceS.tw. (299303)
3and 4 and 5 (11954)
domiciliary.tw. (2269)

4 and 7 (724)

House.tw. (41470)

10 4 and 9 (3769)

O o0 NOULEA WN B
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11 (hospital adj2 home).tw. (2685)

12 home-based.tw. (4117)

13 Home hospitalization.tw. (127)

14 1lor2or6or8orl10ori1l1or12or13(59046)

Dementia

15 exp dementia/ (168092)

16 exp frontal variant frontotemporal dementia/ (161)
17 exp frontotemporal dementia/ (4371)

18 exp "mixed depression and dementia"/ (75)

19 exp multiinfarct dementia/ (6786)

20 exp Pick presenile dementia/ (842)

21 exp presenile dementia/ (466)

22 exp semantic dementia/ (356)

23 exp senile dementia/ (2395)

24  exp Alzheimer disease/ (91416)

25 exp Lewy body/ (4041)

26 Huntington disease like syndrome/ or exp Huntington
chorea/ (13284)

27 exp mental deterioration/ (1712)

28 exp Wernicke encephalopathy/ (1581)

29 exp Wernicke Korsakoff syndrome/ (341)

30 exp Binswanger encephalopathy/ (359)

31 transient ischemic attack/ (18569)

32 exp Korsakoff psychosis/ (1224)

33 exp organic brain syndrome/ (1926)

34 exp progressive supranuclear palsy/ (2909)

35 exp CADASIL/ (827)

36 cerebrovascular disease/ (39700)

37 traumatic brain injury/ (9946)

38 exp delirium/ (11981)

39 cognitive defect/ (66634)

40 exp mild cognitive impairment/ (2712)

41 "Parkinson* disease dementia".mp. (394)

42 dementS.mp. (88923)

43  alzheimer$.mp. (106117)

44  deliriS.mp. (14256)

45 ((preventS or delay$ or reducS) adj5 (dement$ or
alzheimer$S or (cognit$ adj3 impair$))).mp. (5867)

46  ((cognitS or memory$ or mental$ or cerebral or "mild
cognitive function" or mci or "brain activity") adj4 (improv$ or
enhanc$ or perform$ or processS)).mp. (79889)

47 (((prevent$ adj3 losS) or (prevent$S adj3 deterioratS)) and
((cognitS adj3 declin$) or (cognitS adj3 deficit$))).mp. (49)
48 lewy$ bodS.mp. (7118)

49 ((cognitS or memory$ or mental$) adj5 (declin$ or impair$

461711
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or los$ or deteriorat$)).mp. (69230)

50 (chronic adj4 cerebrovascular).mp. (731)

51 ("organic brain disease" or "organic brain syndrome").mp.
(2375)

52 ("supra nuclear palsy" or "ischemic white matter" or
"multiple infarcts").mp. (374)

53 ("normal pressure hydrocephalus" and shuntS$).mp. (918)
54 "benign senescent forgetfulness".mp. (23)

55 (cerebr$ adj3 deterioratS).mp. (843)

56 (cerebr$ adj3 insufficien$).mp. (1933)

57 (confusion$ or confused).mp. (44886)

58 (pick$ adj2 disease).mp. (3650)

59 (creutzfeldt or JCD or CJD).mp. (8960)

60 huntington$S.mp. (15240)

61 binswangerS.mp. (744)

62 korsako$S.mp. (1920)

63 '"creutzfeldt-jakob-disease"/ (7811)

64 PDD.mp. (2207)

65 (aMCl or MCI).mp. (10673)

66 ("AA CD" or AACD or "CI ND" or CIND or SMC or "AA MI" or
AAMI or LCD or QD or ARCD or MCD or MNCD or "N-MCI" or "M-
MCI").mp. (15104)

67 ("limited cognitive disturbance*" or "mild cognitive
disorder*").mp. (69)

68 or/15-67 (461711)

Combined

14 and 68 (3881)

3881

Yr limit

Dementia

limit 69 to yr="1991 -Current" (3388)

1 exp Vascular Dementia/ or exp Dementia/ or exp Semantic
Dementia/ or exp Presenile Dementia/ or exp Dementia with
Lewy Bodies/ or exp Senile Dementia/ (40999)

exp "huntingtons disease"/ (1799)

exp "wernickes syndrome"/ (198)

exp "korsakoffs-psychosis"/ (583)

exp "alzheimers disease"/ (24581)

exp "progressive supranuclear palsy"/ (259)

"wernicke encephalopathy"/ (0)

dement$.mp. (39429)

alzheimerS.mp. (31580)

10 (lewyS and bodS).mp. (1762)

11 deliriS.mp. (4872)

12 ((cognit$ or memoryS or mentalS) and (declin$ or impair$
or los$ or deteriorat$)).mp. (95193)

13 (chronic and cerebrovascular).mp. (1000)

O o0 NOULL B~ WN

3388

421960
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14 ("organic brain disease" or "organic brain syndrome").mp.

(795)

15 "supra nuclear palsy".mp. (1)

16 ("normal pressure hydrocephalus" and shuntS).mp. (89)
17 "benign senescent forgetfulness".mp. (27)

18 (cerebr$ and deterioratS$).mp. (959)

19 (cerebr$ and insufficienS).mp. (554)

20 (confusion$ or confused).mp. (17481)

21 (pick$ and disease).mp. (688)

22 (creutzfeldt or JCD or CJD).mp. (675)

23 huntingtonS.mp. (2722)

24 binswangerS.mp. (379)

25 korsako$S.mp. (1069)

26 ((preventS or delay$ or reducS) and (dementS or
alzheimers$S or (cognitS adj5 impair$))).mp. (13532)

27 ((cognit$ or memory$ or mental$ or cerebral or "mild
cognitive function" or mci or "brain activity") and (improvS or
enhanc$ or perform$ or processS)).mp. (326485)

28 ((preventS adj5 losS) or (prevent$ adj5 deteriorat$)).mp.
(1091)

29 ((cognit$ adj5 declinS) or (cognit$ adj5 deficit$)).mp.
(15676)

30 or/1-27 (421960)

31 28and29(19)

32 30 or 31 (421960)

Home Care

33 domiciliary care.tw. (49)

34 home.tw. (67052)

35 care.tw. (173175)

36 serviceS.tw. (156056)

37 34 and 35 and 36 (4728)

38 domiciliary.tw. (266)

39 35and38(121)

40 House.tw. (8292)

41 35 and 40 (1002)

42 (hospital adj2 home).tw. (507)
43  home-based.tw. (2469)

44  Home hospitalization.tw. (10)
45 exp Home Care/ (3582)

46 or/33-45 (339484)

339484

Combined

47 29 and 46 (1176)

1176

Yr Limit

48 limit 47 to yr="1991 -Current" (1109)

1109

Appendix B: Domiciliary care references
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Appendix C: Home care references
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