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Background: This study aims to review the methodologies used to identify the needs, the existing needs
assessment instruments and the main topics of needs explored among caregivers of patients with mild cognitive

impairment to dementia.

Methods: MEDLINE, PsycINFO, The Cochrane Library and Web of science were searched from January 1980 to

January 2017. Research studies in English or French were eligible for inclusion if they fulfilled the following criteria:
quantitative, qualitative and mixed method studies that used instrument, focus group or semi-structured interviews
to assess the informal caregiver's needs in terms of information, coping skills, support and service.

Results: Seventy studies (n = 39 quantitative studies, n = 25 qualitative studies and n = 6 mixed method studies)

met the inclusion criteria and were included. Thirty-six quantitative instruments were identified but only one has
been validated for the needs assessment of dementia caregivers: the Carer's Needs Assessment for Dementia (CNA-

D). The main areas of needs explored in these instruments were: information, psychosocial, social,

psychoeducational and other needs.

Conclusions: No instrument has been developed and validated to assess the needs of informal caregivers of
patients with cognitive impairment, whatever the stage and the etiology of the disease. As the perceived needs of
caregivers may evolve with the progression of the disease and the dementia transition, their needs should be

regularly assessed.

Keywords: Caregivers, Needs assessment, Mild cognitive impairment, Dementia, Alzheimer's disease and Related
Diseases, Systematic review, Quantitative studies, Qualitative studies

Background

The informal caregiver of people with cognitive impair-
ment is often a spouse or a child, providing supervision,
support and assistance with daily living activities during
all stages of the disease to maintain the care recipient at
home [1]. Prevalence of Mild Cognitive Impairment
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(MCI) ranges from 3 to 19% in adults older than 65 years
[2]. In addition, the number of people with dementia in
the world is expected to rise from 35.6 million in 2010
to an estimated 115.4 million in 2050 [3]. This will be
associated with an increasing number of informal
caregivers whose role represents a major societal and
economic issue [4, 5].

Cognitive impairment, progressive loss of autonomy
and behavioural disorders associated with the evolution
of Alzheimer’s Disease and Related Diseases (ADRD)
may lead to increased caregiver burden [6, 7]. This
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burden may have physical, psychological, emotional,
social and financial impact on the informal caregiver [8].
Several studies have shown that caring for people with
dementia was associated with depression, anxiety,
greater risk of hypertension and heart disease, decreased
immunity and higher mortality [9-13].

The increasing frailty of the caregiver has been shown
to predict an early institutionalization of the patient over
time [14]. Despite caregivers of people with dementia
often providing intensive levels of assistance, their use of
support services is low. A review showed that one third
of caregivers did not use any service and one fourth
caregivers used only one service [15]. In addition, previ-
ous studies have shown a large number of unmet needs
were correlated with a higher burden and an increase in
caregiver strain and depressive symptoms [16-23]. To
ensure the service utilization by the caregivers and to
minimize their burden, the supply (support, services)
and the demand (caregivers’ needs) must be appropriate.
Indeed, informal caregivers and professionals may differ
in their perspectives to assess caregivers’ needs and in
prioritising subsequent interventions and supports [24].
The assessment of the caregivers’ met and unmet needs
represent a first step (i) to determine services or care
plans for community-based programs and planning ser-
vice delivery [25] (policy purposes); (ii) to refer caregivers
to appropriate support and resources based on gaps-in
needs identified and to ensure the service utilization
(clinical purposes); and (iii) to design research programs
for the caregivers (research purposes). This assessment
can also be used when carrying out trials of interven-
tions intended to improve caregiver outcomes including
reducing unmet needs (Research purposes). Our research
questions are: How to explore the caregivers’ needs of
individuals with cognitive impairment and what methods
are used?

A previous systematic review conducted in 2012, has
provided an overview of the existing needs assessment
instruments among people with cognitive impairment
[26], but no such studies have been conducted consider-
ing the need assessment of their informal caregivers.

Our objective was to perform a systematic review of
the methodologies used to identify the needs, the exist-
ing needs assessment instruments and the main topics
of needs explored among caregivers of ADRD patients
with mild cognitive impairment to dementia.

Methods

Search procedure/methods

Electronic databases and key articles were searched for
studies published in English and French between January
1980 and January 2017. The searches were carried out in
MEDLINE, PsycINFO, The Cochrane Library and Web
of Science in order to identify quantitative and
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qualitative studies. We used the following search strat-
egies for the research (detailed in Additional file 1):
(carer®/ caregiver®/ loved one*/ famil*) AND (dementia/
Alzheimer*/ frontotemporal/ lewy/ vascular dementia/
cognitive impairment/ memory) AND (need*/ expect-
ation*) AND (quantitative*/ qualitative®/ questionnaire®/
item*/ scale*/ tool*/ instrument®/ interview*/ cross-
sectional/ focus group®/ structured/ verbatim* / survey).
A manual search was performed at the end from the ref-
erences of the included studies, from google scholar and
using the ‘Related articles’ option on PubMed. The refer-
ence database used to retrieve records and for the
screening was Endnote. This systematic review follows
the PRISMA statement guidelines [27].

Eligibility criteria

We included quantitative and qualitative studies that
used questionnaires, instruments, focus group or semi-
structured interviews to assess the needs (met and
unmet needs) of informal caregivers. Informal caregivers
were defined as unpaid, non-professionals who daily take
care of individuals with mild cognitive impairment to
dementia related to ADRD [1]. The included studies had
to explore caregiver’s needs in terms of information,
coping skills, support and services. We also included
studies that used both quantitative and qualitative
methods (mixed methods studies).

Study selection

Two authors (T.N and C.M) independently screened
the titles and abstracts of the citations identified by
the search to determine which papers met the eligibil-
ity criteria. The final eligibility evaluation was
performed utilizing the full paper. In cases with
disagreements, discussions were held between authors
until a consensus reached.

Data collection

One review author (T.N) extracted the data using a
data extraction form, and a second author (C.M) veri-
fied the data. The following data were extracted: year
of publication, country in which the study was per-
formed, first author, number and main characteristics
of caregivers (proportion of females and spouses and
the mean age), the care recipient health condition,
the instrument aim, and the main characteristics of
the needs assessment method.

Results

Selection of study

A total of 8265 studies were identified through database
searching. A flow-chart of the selection process is illus-
trated in Fig. 1. We excluded 8080 studies including
2631 duplicates and 5450 articles after screening of the
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Data-base search, number of
identified publications: n = 8265

Pubmed : n = 3068
The Cochrane Library : n = 149
Psycinfo : n = 1592

Web Of Science : n = 3456

v

Number of publications screened full-
text: n =185

v

Number of publications included after
full-text assessment: n = 65

v

Number of publications included in
the systematic review: n = 70

39 quantitative studies
25 qualitative studies

6 mixed method studies

Fig. 1 Systematic review flow-chart: selection of studies

Excluded: n= 8080

Duplicate publications : n = 2631

Following title and abstract review : n = 5450

77 % Study topic and population (no ADRD caregiver* nor needs assessment)
21% study topic (ADRD caregivers, but no needs assessment)

2% study population (needs assessment, but no ADRD caregiver)

Excluded: n =115 + 5 publications not available full-text

Included through manual reference search: n=5

*ADRD caregiver: caregiver of patient with Alzheimer’s disease or Related Diseases

title and abstract. The remaining 185 full text articles
were screened independently and five additional studies
were identified by the authors from the references of the
included studies. A total of 70 studies were included.

Study populations

A total of 11,122 informal caregivers was captured in the
included studies: n = 9390 in quantitative studies,
n = 1294 in qualitative studies, and # = 438 in mixed
method studies (Tables 1, 2 and 3). In these studies, the
caregiver needs assessment was performed according to
the patient diagnosis in 19 studies, the stage of the dis-
ease in 45 studies or both in six studies. Nineteen stud-
ies were conducted among caregivers of Alzheimer’s
Disease patients, four in Frontotemporal dementia, two
in Lewy Body disease, one in vascular dementia and one
in ADRD (diagnosis unspecified). The stage of the dis-
ease the most explored in the caregiver needs assess-
ment was dementia: 38 studies with dementia caregivers
and seven with early-onset dementia caregivers. Only
four studies were conducted among MCI caregivers.

Methodologies to identify the needs of informal
caregivers

The sample of selected studies was composed of 39
quantitative studies, 25 qualitative studies and six mixed
method studies. Tables 1, 2 and 3 summarize the meth-
odology characteristics of the studies (quantitative, quali-
tative and mixed research).

Quantitative studies

A majority of the needs assessment instruments were es-
pecially developed for the research (28/39 studies) (Table
1). Eleven studies have used validated instruments devel-
oped for the research or clinical use to assess the needs
of elderly caregivers (6/11), dementia patient and care-
givers (2/11), dementia caregivers (2/11) and nonspecific
caregivers (1/11). Some of the validated instruments
developed to assess the needs of patients with dementia,
such as the Camberwell Assessment of Needs for the
Elderly (CANE) [28], The Johns Hopkins Dementia Care
Needs Assessment (JHDCNA) by Black et al. and the
Care needs assessment pack for dementia (CarenapD)
[29], include several questions concerning the caregivers’
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Table 2 Methodological characteristics of the included qualitative studies
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Setting (Year / country)

Authors

CG sample

Needs assessment methods of the qualitative studies

1) In Alzheimer's Disease and Related Disorders (ADRD)

AD
1997/ USA [71]

1999/ USA [72]

2001/ USA [73]

2003/ USA [74]

2004/ USA [75]

FTD
2013/ Canada [76]

2) Early-onset Dementia (EOD)
2010/ Netherlands [77]

2014/ The Netherlands [78]

2015/ Netherlands [79]

2017/Canada [80]

3) Dementia

1986/ Sweden [81]

2001/ USA [82]

2003/ India [83]

2005/ UK [84]

2009/ Netherlands [85]

Beisecker et al.

Loukissa et al.

Smith et al.

Farran et al.

Farran et al.

Nichols et al.

Bakker et al.

Millenaar et al.

Boots et al.

Wawrziczny et al.

Brane
Lampley-Dallas
et al.

Shaji et al.

Innes et al.

de Jong et al.

104 informal CGs; 70.2% female61.5

spouse; mean age = 63.6 years

34 CGs; 74% female 42% spouse;

68% african-american CGs

45 informal CGs; 87% female51%

spouse
177 informal CGs

177 informal CGs

14 young CGs (ten female,
aged 11-18).

1 informal CG; female; spouse;
46 years

14 children CGs; eight female;
mean age = 21.0 years

28 informal CGs; 75% female; 78%

spouse; mean age = 63.6 years

40 spouses of persons with EOD
and 38 spouses of persons with

late-onset dementia; 23 and 20

female; mean age = 574 and 77.0

56 informal CGs (28 with patient
in early phase and 28 with patient

in long stay wards)

13 informal CGs (african-american

CGs); 11 female; two spouse;
mean age = 54 years

17 informal CGs; 76% female

30 informal CGs (rural CGs); 22
female

Nine informal CGs; five female;
four spouse

Semi-structured interview by telephone. Topics: physician-
patient-CG interactions, informational needs and advance
directives.

5 focus groups. The open-ended interview began with: “If you
were to write a book for persons in similar situations to yours,
what would you want them to know?".

Semi-structured intensive interview. Nine questions about
needs, changes, experiences, skills and assistance.

Semi-structured interviews and open-ended group discussion
(during group session). Topics: care recipient issues and
concerns expressed by CGs; specific skills needed by CGs

to address key care recipient issues.

Semi-structured interviews and open-ended group discussion
(during group session). Topics: CG issues and concerns
discussed by CGs; specific skills needed by CGs to address
key CG issues and concerns.

2 focus groups using a semi-structured interview guide.
Topics: experiences and needs of young CG at various
points in the patient’s diagnostic process and course of
iliness (to create a relevant support website).

A single case study design (qualitative interviews with
the CG). Topics: experiences and needs during period
prior to diagnosis, diagnosis, period after diagnosis,
caring, transitions in care and future perspective.

Semi-structured interviews. Topics: the children’s reactions to
the diagnosis, the help they received after the diagnosis, and
the resulting changes in their lives. Topics focused on the
children’s needs.

4 focus group interviews using context-mapping approach.
Topics: needs and wishes to prevent overburdening, need for
care and need for communication of care.

Semi-structured interviews based on the French version
of the Carers Outcome Agreement Tool. Four areas:

the types of information and support provided, the
changes that could improve the quality of life for the
PWD and the spouse CG, the quality of the aid received,
and the desire for future assistance.

Interviews and two group meeting.Topics: situation, need of
help, feelings about the care on the long stay ward.

2 focus group. 3 questions about needs, the health care
system (help and interaction) and stress.

Semi-structured interviews. Topics: demographic data, level
of knowledge about AD, the practical and psychological
problems of CGs and their attitudes towards caring.

16 semi-structured interviews and three focus group. Topics:
services used, perceived benefits and drawbacks of each
service, alternative sources support, views on the impact of
geographical location and service use and support.

Semi-structured interviews in their home or by telephone.
Topics: needs and wishes of CGs using a skilled psychogeriatric
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Table 2 Methodological characteristics of the included qualitative studies (Continued)

2011/ Australia [86]

2012/ USA [87]

2013/ Australia [88]

2013/ Singapor [89]

2014/ Germany [90]

2015/ USA [91]

2016/Thailand [92]

2016/USA [93]

2016/USA [94]

2016/USA [95]

Shanley et al.

Samia et al.

Low and White
et al.

Vaingankar et al.

Muders et al.

Meyer et al.

Griffiths et al.

Peterson et al.

Samson et al.

Jennings et al.

15 CGs; eight female; ten spouse;
mean age = 64 years

Survey: 168 informal CGs; 84.5%
female; 45.2% spouse; mean age
= 66,6 yearsFocus group:

26 family CGs; 84.6% female;
60% spouse

31 CGs; 27 female; 21 spouse;
mean age = 63 years

63 informal CGs; 60% female20%
spouse; mean age = 52.9 years

85 CGs

Ten vietnamese informal CGs;
seven female; two spouse;
mean age = 55

30 CGs; 24 female; 12 spouse

27 CGs; 19 female; eight spouse;
mean age = 585

32 African American CGs;
28 female

36 CGs; 26 female; 24 spouse;
mean age = 63

day-care facility; functioning of the CGs and the PWD, health
care, knowledge about dementia and CGs' experience.

Semi-structured interviews. Topics: history of caregiving
experience; ‘quality of life’ and ‘quality of care’; particular
challenges encountered; sources of advice and support; the
needs of CGs; and the positive and negative aspects of
formal service provision.

A multi-stage qualitative descriptive study: open-ended
survey and five focus group. Topics: ongoing training needs
and preferences of previously trained CGs.

Face-to-face, telephone or group interviews. Topics:
characteristics of an ideal dementia-specific community
care service, the ideal outcomes or achievements of a
dementia-specific community care service.

Ten focus group and 12 semi-structured interviews (funnel
approach). Topics: experiences and discussion focused
on each identified unmet needs or challenges.

Questionnaire with two open-ended questions. Topics:
exploration and documentation of the CG's needs and
identification of the healthcare professionals to adequately
support them.

Semi-structured interviews (n = 10 CGs). Topics: family
structure and immigration, beliefs about dementia,
experiences with caregiving, coping strategies, help-
seeking and service utilization.1 Focus group (n = 5 CGs).
Topics: helpful interventions or other treatments to
reduce CG distress, sources of stress and coping/
management strategies.

Semi-structured interviews. Topics: problems and needs
of CGs who help older people with dementia to do
activities of daily living.

Semi-structured interviews. Topics: caregiving characteristics,
care recipient symptoms, information regarding diagnosis, care
issue and strategies (trigger, previous sources, most helpful
sources, barriers, expectations and preferences), preferred
learning methods and setting, and the use of technology.

4 focus group. Topics: examination of the concerns and
experiences of the African American CGs (differences with
other racial or ethnic groups) + identification of the
information needs and preferences for information,
education and support.

4 Focus group with CGs. Topics: goals in dementia care
relating to specific domains, including medical care, social
functioning, safety, and end-of-life care.

AD Alzheimer’s Disease, ADRD Alzheimer’s Disease and Related Disorders, CG caregiver, EOD Early-Onset Dementia, FTD FrontoTemporal Dementia, MCI Mild

Cognitive Impairment, PWD People With Dementia

needs. Only one valid and reliable instrument was identi-
fied to specifically assess the dementia caregivers’ needs:
the Carers’ Needs Assessment for Dementia (CNA-D)
[16]. They used focus groups and in-depth interviews with
both caregivers and experts, along with a literature search,
to design this assessment tool. This semi-structured re-
search interview included 18 problem areas. For each
problem area, several possible interventions are proposed:
individual psychoeducation, psychoeducational group,
self-help group for family members, printed information
material, and other intervention. A second instrument

called Partnering for Better Health - Living with Chronic
Illness: Dementia (PBH-LCI:D) was used to evaluate the
acquired knowledge and skills allowing to indirectly assess
the dementia caregiver’s needs [30]. This instrument with
35 items was not specifically developed to needs assess-
ment. It explored the acquired knowledge and skills allow-
ing to indirectly assess the dementia caregiver’s needs.

Qualitative studies
Several methodologies were used to identify the needs of
informal caregivers: semi-structured interviews (10/25
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studies), focus group (6/25 studies), survey with open-
ended questions (1/25 studies), case study (1/25) and
mixed qualitative methods as semi-structured inter-
views/focus group (6/25 studies) or open-ended survey/
focus group (1/25 studies) (Table 2). The main objectives
of these qualitative studies were to explore the experi-
ences of caregivers with caring and community services,
their information, training and support needs, their sat-
isfaction with services and the gap between their
perceived needs and the proposed services.

Mixed method studies

Six studies including quantitative and qualitative meth-
odologies were conducted among informal caregivers
(Table 3). The majority of the studies consisted of
quantitative survey associated with a semi-structured
interview to explore the caregiver’s experience and needs
or to complete and to comment the quantitative data.
The quantitative instruments were either developed for
the study, or derived from validated instrument for non-
specific caregivers.

Main topics of needs explored in the quantitative and
mixed method studies

From the 45 studies using quantitative methods (39 quan-
titative and six mixed methods research), 36 instruments
were described (wholly or in part), four studies used the
same validated instruments (CANE or JHDCNA) and four
were not described. Table 4 summarizes the main items of
needs explored among the different instruments. Twenty-
seven items were related to five areas of needs: informa-
tion (e.g. on the disease and the treatment) psychological
(e.g. emotional support for caregivers and their relative),
social (e.g. financial issue and community services), psy-
choeducational (e.g. coping skills and caregiver training)
and other needs (e.g. medication management and envir-
onment safety). The most explored topics of needs (>50%)
in caregiver needs assessment instruments were: informa-
tion on the disease (78%), support for the caregivers
(64%), coping for caring (56%), community services re-
lated to patient care (50%), financial issue (50%) and
safety/supervision (50%).

Discussion

This article provides the first overview of existing needs
assessments methods in caregivers of individuals with
ADRD developed for clinical or research use. Despite
the large number of studies include in the analysis, only
one instrument was validated to assess the needs of de-
mentia caregivers: the Carers’ Needs Assessment for De-
mentia (CNA-D) [16]. No validated instrument was
found for the caregivers of individuals with ADRD in the
others stages of the disease progression. Moreover, no
quantitative nor qualitative study has assessed the
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needs of caregivers of individuals with preclinical
symptoms of ADRD. The caregivers’ needs identifica-
tion was often performed in the dementia area in
comparison with the MCI area (39 studies versus four
studies). Similarly, few studies were conducted among
frontotemporal dementia, vascular dementia and Lewy
Body disease caregivers (6 studies) compared to Alz-
heimer’s disease caregivers (19 studies).

Many quantitative instruments were used in research
area to develop programs and interventions tailored to
the caregivers’ needs or in clinical area to identify their
needs and to offer them appropriate support. Caregivers’
needs for services or care plans and referring to support
were included in many developed instruments. The
items of corresponding needs were as follows: psycho-
logical and emotional support (64%), information about
financial and legal issues (50 and 39%), information
about respite and day care (39%) and community ser-
vices related to patient care (50%) and home support
(42%). Despite the diversity of the items present in the
identified instruments, they allow to explore a larger
number of topics such as information, skills, support
and service needs, compared with qualitative methods.
However, qualitative research produces large amounts of
textual data in the form of transcripts and observational
field notes about a predetermined topic [31]. Qualitative
research methods have used in the social sciences and
deserve to be an essential component in health and
health services research. They allow exploring individu-
ally or in groups the perceived needs of caregivers. Un-
like quantitative methods, qualitative methods allow to
explore in depth specific needs (e.g. needs in an ethnic
population, needs of interactions with physician and care
providers, changing needs before, during and after diag-
nosis) and experiences of caregivers (e.g. experiences
with support and services). Understanding these chal-
lenges may lead to improve the health care provision for
informal caregivers. Thus, qualitative and quantitative
approaches are complementary: qualitative work may be
conducted as a preliminary to quantitative research, used
to supplement quantitative work or used to explore
complex phenomena or areas not amenable to quantita-
tive research [32].

The caregiver plays a crucial role across all stages
of the progression and identifying their needs should
be performed by the health professionals at each stage
to prevent or reduce their burden. Many studies have
assessed the effectiveness of interventions on care-
giver burden and psychological disorders [33—-36]. The
meta-analysis of Pinquart et al. including 127 inter-
ventions showed a significant but small effects on
burden, depression, subjective well-being, and know-
ledge and/or coping abilities of the caregiver [34].
There is a lack of systematic investigations of the
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Table 4 Main topics of needs explored in instruments of the included studies

[tems No. of instruments who

References of the instruments

reported the item -n (%) who reported each item
n = 36 instruments

Information needs

On the disease (e.g., cognition, behavioural disorders, dementia) 28 (78)
On the pharmacological treatment 17 (47)
On the non-pharmacological treatment 3(8)
On the available services 10 (28)
Psychological needs
Support for the caregiver (psychological and emotional support) 23 (64)
Support for the patient (psychological and emotional support) 8 (22)
Social interactions, company 11 (31)
Time for themselves 9 (25)
Social needs
Institutionalization 9 (25)
Financial issue 18 (50)
Legal issue 14 (39)
Respite, Day care 14 (39)
Community services: 8 (22)
related to home support (meal, housework, transport) 15 (42)
related to patient care 18 (50)
Psycho educational needs
Coping with behavioural disorders 16 (44)
Coping with cognitive disorders 13 (36)
Coping with patient feelings 8 (22)
Coping for caring 20 (56)
Communication with patient 12 (33)
Stimulating/appropriate activities 13 (36)
Caregiver training 16 (44)
Other needs
Environmental Safety (material, device), supervision 18 (50)
Incontinence 6 (17)
Caregiver general health 8(22)
Medication management 7 (19)
Sexuality/Intimacy 5(14)

[16, 20, 22, 23, 30, 37, 38, 40-42, 45, 46, 48, 50, 52-55,
58, 62, 64, 66, 67, 69, 70, 97-99]

[16, 17, 22, 30, 40-42, 46, 50, 56, 64, 65, 67, 96-99]
[47, 53, 96]
[16, 23, 37, 40, 61, 64, 66, 70, 98, 99]

[16, 17, 20, 22, 38, 40, 42, 43, 45, 46, 48, 52-56, 60, 64~
67,69, 70, 96, 98]

[19, 40, 57, 58, 60, 66, 70, 96]
[16, 37, 40, 43, 45, 48, 58, 62, 65, 70, 99]
[16, 45, 48, 56, 65, 67, 68, 98, 99]

[22, 46, 53, 58, 64, 66, 68, 70, 96]

[16,19, 22, 40-42, 46-48, 52, 53, 56, 62, 64, 67, 97, 98]
[16, 30, 40-43, 46, 52, 53, 56, 62, 66, 70, 97]

[19, 22, 41, 42,45, 47, 52, 53, 56, 58, 60, 64, 65, 70]
[20, 38, 41, 42, 46, 48, 61, 96, 97]

[16, 23, 43, 45, 47, 53, 56, 58, 60, 62, 64, 66, 68, 70, 98]

[19, 23, 37,40, 41, 43, 45, 47, 53, 56, 58, 60, 62, 64, 66,
69, 70, 98]

[16,17, 23, 41-43, 46, 56, 61, 65-68, 70]
[17, 23, 30, 46, 56, 61, 62, 64, 67, 70]
[30, 40, 56, 62, 65-67, 70]

[16,17, 22, 37, 40, 45, 46-48, 52, 53, 56, 62, 64, 67, 97,
99]

[16, 17, 24, 37, 40, 46, 50, 57, 61, 65, 67, 70, 97]
[41, 42, 46, 48, 50, 57, 65, 66, 68, 70, 96, 97, 99]
[16, 22,30, 37, 42, 43, 50, 52, 53, 56, 58, 62, 65, 67, 98, 99]

[19, 22,23, 41,43, 47,48, 53, 58, 60-62, 65-67, 70, 98, 99]
[42, 48, 61, 65, 67, 68]

[16, 20, 22, 24, 37, 38, 48, 56, 65, 67]

[30, 40, 56, 57, 62, 67, 98]

[46, 56, 62, 65, 99]

efficacy of treatment combinations using a needs
assessment in caregivers of individuals with subjective
cognitive impairment, MCI or dementia. To our
knowledge no study has shown that caregivers receive
the interventions matching their needs assessed as
outcome with a validated instrument.

This current review has some limitations. The main
restrictions concerned the searching process. Only
studies published in scientific journals were included

in the systematic review. The needs assessments of
caregivers of individuals with cognitive impairment
published in the “grey literature” were not explored.
The searching process was also limited to a number
of databases which covered both the clinical and
psychosocial aspects of the study. Another limitation
in the analysis of the different needs assessment in-
struments since the topic of explored needs were not
always fully described in the included studies.
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Conclusion

To reduce the caregiver burden and to facilitate the pa-
tient’s home care, policymakers, service planners, health
professionals and researchers must understand the needs
of this growing population. This systematic review high-
lights the necessity to develop a validated instrument to
assess the met and unmet needs of informal caregivers
of patients with a cognitive impairment across all stages
of the disease progression and whatever the etiology. As
the perceived needs of caregivers may evolve with the
progression of the disease and the dementia transition,
the needs should be regularly assessed and taking into
account the needs for information, coping skills, support
and service.
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