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Abstract

Objectives: The burden on care partners, particularly once dementia emerges, is

among the greatest of all caregiving groups. This meta‐review aimed to (1) synthesis

evidence on the self‐reported needs of care partners supporting people living with

neurodegenerative disorders; (2) compare the needs according to care partner and

care recipient characteristics; and (3) determine the face validity of existing care

partner needs assessment tools.

Methods: We conducted a systematic review of reviews involving a thematic syn-

thesis of care partner needs and differences in needs according to demographic and

other characteristics. We then conducted a gap analysis by identifying the themes of

needs from existing needs assessment tools specific to dementia and cross‐
matching them with the needs derived from the thematic synthesis.

Results: Drawing on 17 published reviews, the identified range of needs fell into

four key themes: (1) knowledge and information, (2) physical, social and emotional

support, (3) care partner self‐care, and (4) care recipient needs. Needs may differ

according to disease trajectory, relationship to the care recipient, and the de-

mographic characteristics of the care partner and recipient. The ‘captured needs’

range between 8% and 66% across all the included needs assessment tools.

Conclusions: Current tools do not fully or adequately capture the self‐identified

needs of care partners of people living with neurodegenerative disorders. Given

the high burden on care partners, which has been further exacerbated by the

COVID‐19 (SARS CoV‐2) pandemic, the needs assessment tools should align with

the self‐reported needs of care partners throughout the caregiving trajectory to

better understand unmet needs and target supportive interventions.
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Key points

� This is a synthesis of available research in the area of needs of care partners of people living

with neurodegenerative disorders.

� Needs identified by care partners fall into four broad themes (1) knowledge and informa-

tion, (2) physical, social and emotional support needs, (3) care partner self‐care, and (4) care

recipient needs.

� This research highlights the mismatch between the care partners' needs and the needs

captured by the needs assessment tools.

� This meta‐review identified emerging needs that have not been explored by existing needs

assessment tools and demonstrated the importance of individualized assessment of the

relative importance of needs throughout the caregiving trajectory.

1 | INTRODUCTION

Neurodegenerative disorders (NDD) associated with progressive

cognitive impairment include Alzheimer's disease, Parkinson's dis-

ease, motor neurone disorder, cerebellar degeneration, Huntington's

disease, and the prion disorders. Dementias are responsible for the

greatest burden of neurodegenerative diseases, with Alzheimer's

representing approximately 60%–70% of dementia cases worldside.

The World Health Organization estimates that, globally, 24.3 million

people have dementia, with 4.6 million new cases annually.1 This

number is estimated to double every 20 years.1

NDD are characterized by a progressive loss of nerve cells and

synapses, leading to deficits that affect an individual's ability to

perform daily tasks. This loss necessitates reliance on care support,

which increases as the disorder progresses. Care provided by

informal care partners, usually unpaid and untrained, is an integral

aspect of the support provided to the person living with the NDD and

accounts for up to 70% of total healthcare costs associated with

these conditions.2 The negative impact on care partners, particularly

once dementia emerges, is among the greatest of all caregiving

groups.3 Emerging evidence highlights even further disproportional

effect on care partners of people living with dementia caused by the

public health restrictions due to the COVID‐19 (SARS CoV‐2)

pandemic.4

Here, we use the term 'care partner' to acknowledge the bidi-

rectional partnership and caring relationship between the person

receiving care and the person providing it.5 Eilers (2013) corrobo-

rated this notion and described that the care partnership builds on

pillars of trust, equality and shared experience.6 The care partner is

usually a spouse or an adult child who takes on the responsibility to

support and assist a family member unable to take care of themselves

and ensure they are safe and well.5 Care partners may be in part‐time

or full‐time employment, diminishing their time and energy to pro-

vide care. Care partners may also have their own physical and mental

health needs, limiting their capabilities to provide care. Conse-

quently, care partners, particularly those with dementia, may have

increased negative feelings, depression, and diminished wellbeing.7

They become 'the invisible patients' themselves.8

Given the central role of care partners in ensuring health and

wellbeing, it is essential to understand their needs, thereby improving

the quality of life and the care they provide for individuals with NDD.

Tools developed specifically to capture the unmet needs of care part-

ners are necessary to assess this group's unique concerns. We applied

the concept of "unmet need" at an individual level instead of its

application in large‐scale public health surveys.9 Needs assessment is

an approach that allows individuals to the extent to which their health

and social care needs have or have not been met, allowing for esti-

mations of the prevalence of needs and the magnitude of help

required.10,11 It can assist in identifying care partners who experience

higher levels of unmet needs and therefore require greater support. It

is crucial to ask care partners directly about the issues they need

assistance with to achieve optimal wellbeing as those might differ from

healthcare providers' views regarding individuals' needs.12,13

The problem‐ or symptom‐focused approach used by most

assessment tools extrapolates respondents' needs based on their

endorsement of symptoms.9 In contrast, the "needs' assessment"

approach measures the discrepancy between the respondents' ex-

periences and their perceived needs or expectations.9 It is a valuable

means of planning supportive interventions or services based on

specific and individualized needs, mainly when clinical presentations

are complex, such as in multi‐morbidity with dementia.9

Several reviews have contributed to our understandings of the

needs of care partners14‐16 and the needs assessment tools avail-

able.14,17 However, their restricted aims and inclusion criteria have led

to a patchwork understanding of these needs. To our knowledge, a

broad overview of the literature, including qualitative and quantitative

reviews, has not yet been undertaken. Thus, to address this gap, we

conducted a meta‐review of reviews assessing the needs of care

partners of people living with NDD, differences in needs across care

partners and care recipients, and how effectively existing needs

assessment tools to capture these needs. A comprehensive under-

standing and assessment of care partners' needs are essential to
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supporting the development and enhancement of appropriate in-

terventions. This meta‐review addressed the following three research

questions:

RQ1 What are the needs of care partners of people living with NDD?

RQ2 Do these needs differ?

RQ3 How well do current needs assessment tools effectively capture

these needs?

2 | METHODS

A meta‐review (a systematic review of reviews) was undertaken to

comprehensively summarize the evidence with more than one review

on an important topic.18 In this meta‐review, any type of review was

referred to as 'review', while studies within these 'reviews' were

referred to as 'primary studies'. The meta‐review adhered to the

Preferred Reporting Items for Systematic Reviews and Meta‐
analyses (PRISMA) Statement19,20 and was registered in the PROS-

PERO database (CRD42021227379). Guidance from the Joanna

Briggs Institute informed the development, conduct and reporting of

this meta‐review.21

Any reviews that reported findings from primary studies on the

needs of care partners of people with progressive cognitive disorders

or NDD such as Alzheimer's, Parkinson's, motor neurone, cerebellar

degenerations, Huntington's, and prion disorders were included (see

Appendix 1, Table A1 for full search strategy). Care partners in these

studies had to be non‐paid adults (18 years of age or older) of either sex

and any ethnic or geographical origin. The people to whom they pro-

vide care could be of any age and at any point along their disease

trajectory.

2.1 | Data search and extraction

A qualified medical librarian searched the international literature in

January 2021 through Embase, Medline, CINAHL, PsychINFO and

Epistemonikos 98 databases. Thorough hand searching of identified

articles' reference lists supplemented the database searching. The

search was guided by search terms and derivatives related to

"literature reviews," care partner needs," cognitive disorders", and

"neurodegenerative disorders". Search results were imported into

EndNote X7 software, duplicates removed, and imported into Covi-

dence online software.

We conducted data extraction in two stages. In stage 1, we

extracted the needs and differences in needs (RQ1 and RQ2

accordingly). After completing stage 1 extraction and identifying the

types of NDD, we conducted stage 2 extraction for condition‐related

needs assessment tools and the themes of needs captured by these

tools. We then cross matched the needs derived from the narrative

synthesis in stage 1 against the needs captured by the needs

assessment tools (RQ3).

Two investigators (LE, IK) independently applied the eligibility

criteria outlined above and documented reasons for exclusion. Any

discrepancies flagged through Covidence were resolved through

discussion. Once all included articles were identified, one investigator

(LE) extracted data from each study into an Excel V15.28 spread-

sheet on publication year, region and country of origin, review type,

NDD, progression, socio‐demographic characteristics, results, and

authors conclusion. YC, EA, AS, and A‐SA conducted secondary data

extraction for individually allocated variables.

The needs assessment tools were sourced from the most recent

psychometric systematic review by Kipfer S. and Pihet S. (2020),17

which included 14 needs assessment tools for informal dementia

caregivers (Box 1). Four investigators (EA, AA, YC, IK) independently

extracted the themes for each identified tool and matched them

against the themes of needs derived from the narrative synthesis

(stage 1 extraction). The primary investigator (IK) subsequently

collated extraction sheets and reviewed the data for all included

reviews.

BOX 1 Condition specific needs assessment tool

included in meta‐review (n = 14)

⁃ Carers Assessment of Difficulties Index (CADI)22

⁃ Care Needs Assessment Pack for Dementia

(CARENAPD)23

⁃ Carers' Needs Assessment for Dementia (CNA‐D)24

⁃ Caregivers' Needs Checklist for Dementia (CNCD)25

⁃ Echelle d'attentes de consultation (EAC)26

⁃ Johns Hopkins Dementia Care Needs Assessment

(JHDCNA)27

⁃ Needs Assessment Survey (NAS)28

⁃ Partnering for Better Health–Living with Chronic Illness:

Dementia (PBH‐LCI:D)29

⁃ Questionnaire of Carers Needs Evaluation (QCNE)30

⁃ Questionnaire National dementia Programme survey

needs and problems of informal caregivers of persons

with dementia (QNP)31

⁃ Risk Appraisal Measure (RAM)32

⁃ Scales measuring the Impact of DEmentia on CARers

(SIDECAR)33

⁃ Tayside Profile for Dementia Planning (Tayside)34

⁃ Unmet Need Measure (UNM)35

Each assessment tool was scored one point for each need that

was 'fully included' in the tool, half a point if a need was 'somewhat

included', and zero for the 'not included' need. Each tool received a

score estimated by summing the needs included score and dividing

the total by the number of applicable fields, and multiplying by 100. A

greater percentage score reflects a greater number of needs identi-

fied as important to care partners included in each assessment tool.

The authors applied this scoring method in past research and

customized it for this meta‐review.36
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2.2 | Data synthesis

Thematic synthesis of the needs was completed in three stages. First,

all included reviews were imported into NVivo, and one investigator

conducted line‐by‐line free coding of the perspectives of care partners

and their needs (Step 1; LE). Free codes were then organized into

descriptive themes (Step 2; LE, IK). Random selection of data extracts

and checking of the trustworthiness of the data was carried out by a

third independent investigator (SK), and disagreements were resolved

through discussion (Step 3). We then conducted a gap analysis by

identifying the themes of needs from 14 needs assessment tools

specific to dementia (EA, AA, YC, IK) and cross‐matching them with the

needs derived from the thematic synthesis (EA, IK, YC).

2.3 | Quality assessment

Three investigators (IK, YC, AB) assessed the quality of reviews using

a bespoke three‐step checklist.37 Step 1: investigators extracted re-

view type, that is, systematic, scoping, integrative, etc., as per the

verbatim description provided in each review. Consistent with the

previous research, review type was considered a primary quality

measure.38,39 Step 2: investigators ascertained the use of Preferred

Reporting Items for Systematic reviews and Meta‐Analyses

(PRISMA) or any other relevant guidelines. Step 3: investigators

assessed whether reviews assessed the quality of primary studies

that they had included. If so, how, what tools they used, and what

were the results. After the investigators individually assessed all

included reviews, they met and resolved discrepancies in their ratings

through discussion.

3 | RESULTS

3.1 | Overview

The initial search for reviews in five databases yielded 1940 refer-

ences for screening. After the removal of duplicates (n = 810), 1128

references were screened by title and abstract. The full texts for 121

reviews were retrieved. In total, 17 reviews met the inclusion criteria

and were included in a narrative synthesis. Figure 1 shows the search

and selection process in detail.

Table 1 offers an overview of the main characteristics of included

reviews. In total, 17 reviews included over 528 studies mostly orig-

inated from the US (n = 70), the UK (n = 49), Canada (n = 25),

Australia (n = 15), Netherlands (n = 11) and Sweden (n = 10) among

other countries (not reported in Table 1).

All 17 reviews focused on dementia due to an NDD. Only half

specified the type of dementia (9/17; 53%). Most reviews did not

report the dementia stage (47%). Four reviews focused on end‐of‐life
needs (24%), and one review on the needs of care partners during the

early and moderate stages of dementia. Across all reviews, where

reported, most care partners were female (over 64%) and had mean

ages between 55 and 77 years (not reported in Table 1).

3.2 | Research question 1: Identified needs

Overall, 11 types of needs were identified from the 17 reviews and

combined into four main themes relating to the needs of care part-

ners of people with NDD: (1) knowledge and information needs, (2)

physical, social and emotional support needs, (3) care partner self‐
care needs, and (4) care recipient needs (see Appendix 2 Table A2

and Supplementary File for details description).

3.2.1 | Theme 1: Knowledge and information needs

Knowledge and information needs included five sub‐themes:

(1) disease‐specific information, (2) healthcare‐related information,

(3) financial and legal needs, (4) care partner self‐care information

needs, and (5) information source. Disease‐specific information was

among the most reported need identified in 82% of reviews

(n = 14).,15,16,40,42,43,45,47‐54 followed by healthcare‐related informa-

tion needs that reflected the lack of knowledge about the physical

needs of care recipients (76%, n = 13).15,16,40,42,43,45,48‐54 The need

for instant access to relevant information in one place was reported

in 59% of reviews (n = 10).15,16,40‐44,46,49,51 Self‐care information

needs appeared in 18% of reviews (n = 3).40,47,53

3.2.2 | Theme 2: Support needs

Support needs included the following three sub‐themes: (1) physical,

(2) social, and (3) emotional support needs. Physical support needs

were identified by 82% of reviews (n = 14).,15,16,42‐47,49‐54 followed

by social (71%, n = 12)15,16,41‐44,47‐49,52–54 and emotional support

needs (59%, n = 10).15,16,42‐45,48,50,53,54

3.2.3 | Theme 3: Care partner self‐care needs

Self‐care needs were reported in 47% of reviews (n = 8).15,

42‐44,49,50,53,54

3.2.4 | Theme 4: Care recipient needs

Care recipient needs included two sub‐themes of (1) collaboration

with the health care team and (2) safety. Care partners expressed the

need to be included as equal partners in formal and informal care

planning. This need was identified in 35% of reviews

(n = 6).15,16,42,44,48,51 The need for ensuring safety was identified in

two reviews (12%).15,40
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3.3 | Research question 2: Differences in needs

Just over half (56%) of included reviews reported differences in

needs based on disease trajectory (8/47%),15,40,43,48,50,51,53,54 rela-

tionship to care recipient (4/24%),43,44,50,54 location (2/12%),48,52

ethnicity (2/12%),44,53 sex (2/12%),44,53 and age (1/6%).44

3.3.1 | Disease trajectories

As the disease progresses, care partners emphasized the need for

information on the processes around death and how to prepare for

and manage grief and life after caring. Psychological and emotional

support needs also emerged, especially when care partners could not

enact emotional coping strategies and when their resilience

decreases during the disease trajectory due to the burden of care-

giving and lack of support received.

3.3.2 | Relationship

Spouses and adult children care partners reported differences in how

frequently they engage in leisure activities, feelings of guilt con-

cerning self‐care, failing to meet caregiving challenges, negative

feelings towards others, depression, and psychosocial needs and re-

sponses.50,54 Siblings of persons with dementia uniquely wanted to

learn more about heredity aspects of the disease.

Adult children expressed the need for practical information on

how to deal with the condition.50,54 These care partners experi-

enced guilt, anger and frustration (mid‐stage disease), sadness,

Records identified from*:
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Records removed before
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Duplicate records removed
(n = 810)

Records screened
(n = 1128)

Records excluded**
(n = 1007)

Reports sought for retrieval
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Reports assessed for eligibility
(n = 121)

Reports excluded**
(n=104)

Wrong outcome (n = 73)
Not full text (n = 16)
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Wrong study design (n=4)
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Studies included in review
(n = 17)
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F I GUR E 1 PRISMA 2020 flow diagram for new systematic reviews which included searches of databases and registers only
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longing, and loneliness (late‐stage disease). In contrast, married

care partners experienced sadness (early and mid‐stage disease)

followed by anger, confusion, frustration, and feelings of uncer-

tainty (later stages). For spousal care partners, grief increased

linearly from early to late stages. Spousal care partners expressed

the need for support to maintain continuity in their relationship

by enabling shared moments and structuring visits within resi-

dential care facilities, and emotional support needs to preserve

care partners' feelings of interconnectedness and mutuality with

the person with dementia.

3.3.3 | Location

Limited availability and insufficient services for dementia care

were reported in rural communities, especially as the disease

progresses.53,54 Compared to urban and suburban communities,

unique unmet needs of rural communities include bathing, dres-

sing, housekeeping, meal preparation, transportation difficulties

and lack of resources.50,54 Barriers to accessing healthcare in this

setting include a shortage of healthcare professionals, inadequate

access for physical and mental healthcare coordination, and in-

formation required to access healthcare.48,52,53 Financial diffi-

culties and transportation issues frequently prohibit follow‐up

visits.15,51

3.3.4 | Ethnicity

Carers of persons with an African‐American ethnic background

stated the need for spiritual and religious activities (e.g. praying,

attending Church) as a source of strength and emotional support.44

They reported the need for community resources (especially for self‐
care) and support from family members, churches, or communities.

They may also not refer to themselves as carers because of the

perception that providing care for elders is part of family life and

culture. For carers of persons of Asian background, cultural values,

such as "filial piety", were central to causing emotional distress when

caring for a family member (e.g. when considering the use of nursing

homes).53

3.3.5 | Sex

The polarization of male and female roles in caregiving was identified

as a potential barrier to self‐care in that it emotionally and socially

stigmatizes female carers. Gender roles may impact how carers

respond to the caregiving situation and whether they sacrifice their

own needs. Male carers reported finding caregiving problematic

because this required taking over new responsibilities with which

they were traditionally unfamiliar and prioritizing the needs of the

person they care over their own needs; they may also be insuffi-

ciently supported. On the other hand, female carers were more likelyT
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to have worse medication adherence and appointment keeping. For

female carers, support networks were essential for sharing care

duties and responsibilities, providing self‐care advocacy, authenti-

cating their needs to self‐care, and helping manage their stress. Fe-

male carers acknowledged that the care recipient needs and health

took priority over their own self‐care needs. Female carers may

connect their female identities to caring and feel obligated to fulfil

society's gender standards.54

Gender differences were also observed within adult children

providing care. Engaging in leisure activities was found to reduce

depressive symptoms in daughters who experience strong feelings of

guilt (but not when they experience low feelings of guilt). There

might be societal gender roles with sons referring to their role as

care managers and daughters as emotionally supportive personal

caretakers.50 Such male and female role differences may influence

how carers use services.50 Daughters were reluctant to accept

support because they perceived it as a burden to others or a failure

to care properly. At the same time, sons relied heavily on assistance

with daily care from formal health care services.50

3.3.6 | Age

For older carers, sleep emerged as a vital self‐care need. Older age

was significantly correlated to several objectively measured sleep

variables, including less time in bed spent sleeping, slow‐wave and

stage 2 sleep, greater stage 1 sleep, time spent in bed, and awake

time after sleep onset and total short awakenings.44

3.4 | Research question 3: Needs assessment

Table 2 presents results of a gap analysis of the needs derived from

the narrative synthesis (RQ1) against the needs extracted from the

14 needs assessment tools (refer to Appendix 3 for further details).

The ‘captured needs’ score ranged from 8% to 66% across all the

tools. While the SIDECAR33 tool captured the most needs (66%), the

Tayside34 tool captured the least (8%). None of the tools fully

captured the needs as derived from the narrative synthesis. The

most frequently captured needs were healthcare and disease‐
specific knowledge and information, safety, and social support

needs. The least captured needs were the need for instant access to

relevant information in one place, financial and legal knowledge and

information, and the need for better collaboration with the profes-

sional healthcare team.

The gap analysis identified some emerging needs not captured

by the included needs assessment tools. For example, these

included the need for a central expert point of contact and help

with how to apply for funding to access healthcare services, the

need for culturally respectful care from formal support services,

and the need for honest conversations in plain language that do

not avoid discussion of difficult topics, especially those around

dying. T
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4 | DISCUSSION

4.1 | Identified needs

This meta‐review collated evidence from 17 reviews of different

types, including systematic, scoping, and rapid reviews. The results

yielded a range of needs expressed by care partners of people living

with dementia due to an NDD. These needs were categorized

thematically into four major themes related to (1) knowledge and

information needs, (2) support needs, (3) care partner self‐care

needs, and (4) care recipient needs. Quantitative, qualitative, and

mixed methods reviews supported all four themes. The overall

quality of the evidence supporting the themes was varied but

essentially low, predominantly coming from reviews that did not

follow a systematic approach or conduct a quality appraisal of

included studies.

The most prominent and frequently cited needs were related

to knowledge, information, and support. Knowledge and informa-

tional needs underpin the learning processes inherent in care-

giving42 and can affect the other needs, particularly in the case of

multimorbity.9 In fact, many of the identified needs could be met

at a relatively low cost by providing more information. For

example, by addressing knowledge and information needs, a care

partner could meet their other needs more effectively by better

identifying supports available or by seeking help for self‐care.

Care partners who do not know what to expect about the dis-

ease prognosis or where to access formal support can feel

overburdened because they do not have the information neces-

sary to manage care better or to plan for the assistance they

may need in the future.9,49

4.2 | Differences in needs

Each person's unique caregiving context prompts different needs

that may vary across situations and throughout the caregiving tra-

jectory. Evidence suggests that there are differences in the way men

and women are affected by the caregiving experience.4,44,53 Women

reported greater depression, stress, loneliness, and anxiety compared

with men who provide care.4 Importantly, these gender differences

were seen from early on in the caregiving role. Women are more

likely than men to take on the caregiving role and may also be

juggling work, family responsibilities, and caregiving. Some men find it

challenging to adapt to the caring role and so may be reluctant to

access services.44,53

The caregiving context can explain some of the variations

among care partners' needs, including the intensity of needs —

that is, perceived urgency, level of burden, or clustering of needs

over time, and across different types of NDD. These differences

highlight the importance of individualized assessments and inter-

vention approaches early in caregiving and ongoing assessment of

need.

4.3 | Needs assessment

The gap analysis of the needs derived from the narrative synthesis

(RQ1) against the needs extracted from the 14 needs assessment

tools revealed that none of the selected tools fully captured the

needs identified by care partners, and some emerging needs remain

unexplored. Uncaptured needs included a central expert point of

contact, assistance in applying for funding to access formal

healthcare services, culturally respectful formal support services,

and honest, jargon‐free conversations with healthcare professionals

that do not "divert" from a hard discussion, especially around

dying.

While several tools used interviews or focus groups when

developing their descriptive systems,22,24,25,28,31,34,35 only a few

included expert consultations27,29,32 and more iterative consulta-

tions with carer partners.23,30 Only one tool came the closest to a

co‐design methodology and person‐centered approach.33 The

development of SIDECAR33 included the involvement of two care

partner consultants on the research team. It is worth highlighting

that SIDECAR33 also captured the most needs identified in our

meta‐review. Emerging evidence suggests that research co‐design

may lead to the development of clearer and more consistent ter-

minology, better reporting of the activities involved and better

evaluation.55

While each person's unique caregiving context will prompt

different needs that may vary across situations and throughout the

caregiving trajectory, it is essential to assess needs using a stan-

dardized tool co‐designed with care partners. Ensuring that needs

assessment tools are aligned with the stated needs of care part-

ners throughout the caregiving trajectory will allow for more

targeted supportive interventions for those caring for people

with NDD.

Another limitation of existing tools was their inability to

determine which needs care partners perceived as the most

important. Assessment of the relative importance of needs could

be instrumental in ensuring that interventions are responsive to

the most critical needs as ranked by care partners. Relative

importance may be assessed by asking care partners to select, for

example, the top five needs which, if they were to be met, would

have the most significant impact on their wellbeing. In a research

setting, tools that assess relative importance may be used to

provide reliable outcome measures to assess the cost‐effectiveness

of interventions across the spectrum of health and social care

interventions.

4.4 | Strengths and limitations

This meta‐review has several strengths and limitations. The main

strength is its inclusivity of review types. This meta‐review integrates

different types of reviews and data collection strategies to under-

stand care partners' needs comprehensively. The comprehensive
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search by an experienced librarian across several databases with

additional hand searching, web searching, and citation tracking

ensured that relevant reviews were identified. To reduce subjective

bias, the study selection and data extraction were performed inde-

pendently by several investigators. Transparency of the method and

independent analysis by multiple investigators promoted the validity

of findings, rigor, and trustworthiness of this meta‐review.

Consistent with the exploratory nature, the main aim was not to

emphasize methodological inadequacies within the identified re-

views, but to present a broad scope of self‐identified needs of care

partners and match these against the needs captured by existing

needs assessment tools. Therefore, the quality assessment results of

our meta‐review should be used as a guide in interpreting and valuing

the findings of included reviews and not as a methodological quality

check. The findings are informative on the specific needs of care

partners. However, the primary studies included had some limita-

tions. Most of the primary studies were conducted in high‐income

countries such as the US, UK, Canada and Australia. Thus, findings

may have limited generalizability to other geographical regions or

even rural areas within these countries. Few reviews focused on or

included care partners who belong to racial and ethnic minority

groups, regional differences, and lower socio‐economic backgrounds.

Only those needs assessment tools that were part of a literature

review on psychometric properties were included in our analysis.

Other needs assessment tools designed for and with care partners,

for example, NAT‐CC for care partners of people with a chronic

condition that is not cancer56 or NAT: PD for care partners of people

with progressive disease57 could be relevant and warrant investiga-

tion with care partners of people with NDD.

4.5 | Implications

The findings of this review highlight the need to better understand

needs of care partners as vital to developing and delivering services

and resources to alleviate the strain caused by caregiving. This

should include the validity of tools used to collect data on care

partners' needs, report consistently on dimensions of care partners'

experiences, and explore the needs and how, when, and where

those needs manifest across the care journey. Future work needs to

capture both the relative importance and changes in care partner

needs to provide insight into services needed along the caregiving

trajectory.

Given the paucity of studies focused on differences in needs of

care partners, it is crucial to examine how age, gender, culture –

including race, ethnicity, nationality, and other factors ‐ impacts

transitions into and experiences of the caregiving role. This knowl-

edge could be crucial to tailoring support for care partners. These

factors may be associated with unique needs and may intersect with

other dimensions of identity in essential ways and impact the care-

giving journey. Moreover, differing circumstances of care partners,

including kin relationships, types or progression of NDD, may also

affect their needs for support.

5 | CONCLUSION

The results of this meta‐review provide a broad framework

comprising four themes of carer partners' needs related to (1)

knowledge and information needs, (2) physical, social and emotional

support needs, (3) care partner self‐care needs, and (4) care recipient

needs. The needs of care partners are complex and may differ

depending on demographics and other socio‐economic factors. No

existing tool is equipped to capture all needs identified in this meta‐
review and offer a relative ranking aligned with carers' priorities. A

new, interactive, preference‐based tool co‐designed with care part-

ners is warranted to enable a detailed assessment of needs aligned

with carers' values and preferences. Understanding care partners'

needs using a person‐centered approach is essential when developing

and planning interventions to support care partners who care for

people living with NDD.
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TAB L E A1 Search strategy
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APPENDIX 2

TAB L E A2 Needs identified

Needs identified Type of need (or description) Key aspects

Frequency

(%) References

Knowledge and

information

needs

Disease specific information • Receive tailored information about disease,

progression and ongoing management

14 (82%) 15,16,40,42,43,45,47‐54

• Receive tailored information throughout caregiving

role – information sharing should be seen as an

ongoing process and not just at the time of diagnosis

• Receive information regarding treatment options,

current research and medications.

• To know that care partners have the option to refuse

treatment

• Receive information regarding advance care planning,

the process around dying and how to manage

bereavement and a life after caring

Healthcare related information • Information on how to provide general day‐today care

to CR including general care, basic first aid, personal

care including bathing, food and nutritional

information, physical exercise and how to make their

home safe

13 (76%) 15,16,40,42,43,45,48‐54

• Knowledge on how to manage care recipient

symptoms and behaviors

• Information on where they can improve much needed

skills to aide them in their caregiving role, especially

for providing physical care (e.g. how to prevent and

manage incontinence) as well as communication

skills and non‐pharmacological strategies to manage

behavior

14 - KINCHIN ET AL.



T A B L E A2 (Continued)

Needs identified Type of need (or description) Key aspects

Frequency

(%) References

• Information on available formal care options including

respite and home help, and how to access these

services

• Early information on advance care planning and to

involve care recipient on these directives

Information source • Timely access to accurate information to plan for

future needs opposed to researching information in

response to addressing current needs

10 (59%) 15,16,40‐44,46,49,51

• Information that is understandable and digestible

• A forum for information sharing so care partners can

share personal experiences and learn from other

care partners in similar stages of caregiving

Financial and legal needs • To receive information about what financial support is

available to them and how to obtain

8 (47%) 15,16,40,43,50‐53

• Help with navigating insurance policies and payouts

• Help with how to apply for finding to access formal

healthcare services

• Professional support to educate, understand and

access both disease specific planning and legal issues

• Information on helping care partners balance paid

work and the role of caregiving

Care partner self‐care

information needs

• To know how to take care of their own mental and

physical health whilst being a caregiver Knowledge

of care partner burden and how to identify and

manage symptoms early on to reduce adverse effects

of caring

3 (18%) 40,47,53

Support needs Physical support • Assistance with care recipient activity of daily living

such as feeding, mobility, toileting and instrumental

activities of daily living such as meal preparation,

housework and financing

14 (82%) 15,16,42–47,49–54

• Timely access to respite services

• Transport assistance

• High‐quality, familiar and culturally respectful care

from formal support services

• Tailored care plans developed by healthcare

professionals to outline how to provide care for care

recipient

Social support • To remain part of the society 12 (71%) 15,16,41–44,47–49,52–54

• Receive support from family members and friends;

have someone to talk to and share healthcare related

tasks and decisions

• To have a central expert point of contact

• Access community support groups which gives care

partner an opportunity to exchange information and

knowledge, and reducing feelings of isolation

Emotional support • To learn how to accept and use respite services

without feelings of guilt and worry

10 (59%) 15,16,42‐45,48,50,53,54

• To receive mental healthcare assistance and timely

access to counseling services

(Continues)
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T A B L E A2 (Continued)

Needs identified Type of need (or description) Key aspects

Frequency

(%) References

• Access to coping strategies to help feel in control of

their life (e.g. have a sense of control, stability and

security of their own lives; develop a sense of self‐
esteem; cope with anxiety, stress and worries)

• Interventions (both pharma and non‐pharma) for

stress management

• Find time for themselves to help with ease the stress

that comes with the role of caregiving

• Maintaining attendance (if applicable) at spiritual and

religious

Care partner self‐
care needs

Own health • To be take care of their own physical and mental

health first

8 (47%) 15,42‐44,49,50,53,54

• To address their physical health to prevent the

worsening of old chronic conditions, onset of acute

health challenges, and development of new chronic

conditions

• Continue to participate in leisure activities and

hobbies

• To maintain healthy sleeping habits

• To allow themselves to take a break, to accept help

and to talk to people who could understand the

situation, immediately recognizing their needs

Needs for care

recipient

Collaboration with the

professional healthcare team

• To be part of the healthcare team when making

decisions for the care recipient

6 (35%) 15,16,42,44,48,51

• Trust and positive relationships HCP

• Honest conversations in a language that consumers

understand and not to "divert" from hard discussion

especially around dying

• Improved care coordination

Safety • To ensure the safety of the care recipient 2 (12%) 15,40
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APPENDIX 3

Analysis of needs derived from the narrative synthesis against the needs captured by the needs assessment tools
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1. Disease specific information

1.1. Receive tailored information about disease, progression

and ongoing management

1.2. Receive tailored information throughout caregiving role –

information sharing should be seen as an ongoing process

and not just at the time of diagnosis

1.3. Receive information regarding treatment options, current

research, and medications.

1.4. To know that caregivers have the option to refuse

treatment

1.5. Receive information regarding advance care planning, the

process around dying and how to manage bereavement and

a life after caring

2. Healthcare related information

2.1. Information on how to provide general day‐today care to

CR including general care, basic first aid, personal care

(including bathing), food and nutritional information,

physical exercise and how to make their home safe

2.2. Knowledge on how to manage care recipient symptoms and

behaviors

2.3. Information on where they can improve much needed skills

to aide them in their caregiving role, especially for

providing physical care (e.g. how to prevent and manage

incontinence) as well as communication skills and non‐
pharmacological strategies to manage behavior

2.4. Information on available formal care options including

respite and home help, and how to access these services

2.5. Early information on advance care planning and to involve

care recipient on these directives

3. Information source

3.1. Timely access to accurate information to plan for future

needs opposed to researching information in response to

addressing current needs

3.2. Information that is understandable and digestible

3.3. A forum for information sharing so caregivers can share

personal experiences and learn from other caregivers in

similar stages of caregiving

4. Financial and legal needs

4.1. To receive information about what financial support is

available to them and how to obtain

4.2. Help with navigating insurance policies and payouts

4.3. Help with how to apply for finding to access formal

healthcare services

4.4. Professional support to educate, understand and access

both disease specific planning and legal issues

4.5. Information on helping caregivers balance paid work and

the role of caregiving

5. Caregiver self‐care information needs

5.1. To know how to take care of their own mental and physical

health whilst being a caregiver Knowledge of caregiver

burden and how to identify and manage symptoms early on

to reduce adverse effects of caring

6. Physical

6.1. Assistance with care recipient ADLS such as feeding,

mobility, toileting and IADLS such as meal preparation,

housework and financing

6.2. Timely access to respite services

6.3. Transport assistance

6.4. High‐quality, familiar and culturally respectful care from

formal support services

6.5. Tailored care plans developed by healthcare professionals

to outline how to provide care for care recipient

7. Social

7.1. To remain part of the society

7.2. Receive support from family members and friends; have

someone to talk to and share healthcare related tasks and

decisions

7.3. To have a central expert point of contact

7.4. Access community support groups which gives caregiver an

opportunity to exchange information and knowledge, and

reducing feelings of isolation

8. Emotional

8.1. To learn how to accept and use respite services without

feelings of guilt and worry

8.2. To receive mental healthcare assistance and timely access

to counseling services

8.3. Access to coping strategies to help feel in control of their

life (e.g. have a sense of control, stability and security of

their own lives; develop a sense of self‐esteem; cope with

anxiety, stress and worries)

8.4. Interventions (both pharma and non‐pharma) for stress

management

8.5. Find time for themselves to help with ease the stress that

comes with the role of caregiving

8.6. Maintaining attendance (if applicable) at spiritual and

religious

9. Own health

9.1. To be take care of their own physical and mental health

first

9.2. To address their physical health to prevent the worsening

of old chronic conditions, onset of acute health challenges,

and development of new chronic conditions

9.3. Continue to participate in leisure activities and hobbies

9.4. To maintain healthy sleeping habits

9.5. To allow themselves to take a break, to accept help and to

talk to people who could understand the situation, imme-

diately recognizing their needs

10. Collaboration with the professional healthcare team

10.1. To be part of the healthcare team when making decisions

for the care recipient

10.2. Trust and positive relationships HCP

10.3. Honest conversations in a language that consumers un-

derstand and not to "divert" from hard discussion espe-

cially around dying

10.4. Improved care coordination

11. Safety
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