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Protocol

AbstrACt
Introduction People are living longer; however, they 
are not necessarily experiencing good health and well-
being as they age. Many older adults live with multiple 
chronic conditions (MCC), and complex health issues, 
which adversely affect their day-to-day functioning and 
overall quality of life. As a result, they frequently rely on 
the support of friend and/or family caregivers. Caregivers 
of older adults with MCC often face challenges to their 
own well-being and also require support. Currently, not 
enough is known about the health and social care needs 
of older adults with MCC and the needs of their caregivers 
or how best to identify and meet these needs. This study 
will examine and synthesise the literature on the needs 
of older adults with MCC and those of their caregivers, 
and identify gaps in evidence and directions for further 
research.
Methods and analysis We will conduct a scoping 
review of the peer-reviewed and grey literature using the 
updated Arksey and O’Malley framework. The literature 
will be identified using a multidatabase and grey literature 
search strategy developed by a health sciences librarian. 
Papers, reports and other materials addressing the health 
and social care needs of older adults and their friend/
family caregivers will be included. Search results will 
be screened, independently, by two reviewers, and data 
will be abstracted from included literature and charted in 
duplicate.
Ethics and dissemination This scoping review does not 
require ethics approval. We anticipate that study findings 
will inform novel strategies for identifying and ascertaining 
the health and social care needs of older adults living 
with MCC and those of their caregivers. Working with 
knowledge-user members of our team, we will prepare 
materials and presentations to disseminate findings to 
relevant stakeholder and end-user groups at local, national 
and international levels. We will also publish our findings in 
a peer-reviewed journal.

IntroduCtIon 
People are living longer; however, they are 
not necessarily experiencing good health 
and well-being as they age.1–3 Older adults 
are at a significant risk of having multiple 
chronic conditions (MCC), also known as 
multimorbidity, and associated functional 
impairment.4–7 As they continue to age, many 
older adults live with a growing number of 
complex health issues that adversely affect 
their day-to-day functioning and overall 

strengths and limitations of this study

 ► This is the first scoping review to identify the care 
needs and preferences of older adults living with 
multiple chronic conditions and those of their 
caregivers, as well as approaches to ascertaining 
these needs and preferences.

 ► Additional strengths of this study include the use of 
established scoping review methods, a systematic 
search strategy developed by a health sciences 
librarian, and a systematic approach to screening 
and data abstraction carried out independently by at 
least two individuals.

 ► A further strength of this study is that it will include 
a broad range of grey literature sources, including 
government and non-governmental websites and 
documents.

 ► A multidisciplinary research team including older 
adults and caregivers of older adults as well as 
representatives from stakeholder and decision-
maker groups will be consulted on and actively 
participate in the study review process.

 ► Limitations of this review include the language 
limitations in the search.
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quality of life (QoL).3 8 9 For some individuals, and groups 
of older adults, these issues are further compounded by 
factors related to social and structural determinants of 
health.10 11 This is especially true for older women, ethno-
cultural minorities, indigenous persons, persons with 
cognitive impairment and persons with lower socioeco-
nomic status, or living in rural or remote areas.12–15 

Data demonstrate that being able to age at home, or 
in an environment of one’s choice in the community, 
and maintaining functional independence are key prior-
ities for older adults.3 16–19 For persons with MCC, living 
with complex health issues that hinder their day-to-day 
functioning, ageing at home can be significantly more 
challenging and these individuals frequently rely on the 
support of friend and/or family caregivers to complete 
activities of daily living.4 20–22 Caregivers of older adults 
with MCC often face challenges to their own financial, 
emotional and psychological well-being, and also require 
social and medical support.23 24

In the recently released World Report on Ageing and 
Health, the WHO called for the development of health 
systems ‘that can ensure affordable access to integrated 
services that are centred on the needs of older people’.3 
The report acknowledges that older adults’ experiences 
of ageing can vary widely and that diverse individuals and 
groups of older adults with MCC and their caregivers 
have unique health and social care needs.3 Encourag-
ingly, efforts to align health systems to be more respon-
sive to the needs of ageing populations are underway 
internationally.3 8 25 26 Currently, however, not enough is 
known about the health and social care needs of older 
adults with MCC and those of their friend and family 
caregivers, including how best to identify, understand and 
meet these needs.

To date, there are syntheses of existing evidence on 
the epidemiology of multimorbidity, interventions for 
persons with MCC and instruments used by physicians 
to determine care priorities of patients living with MCC. 
However, to our knowledge, there is no review of the 
evidence on the health and social care needs of commu-
nity-dwelling older adults with MCC and their caregivers, 
or how best to ascertain those needs across diverse popu-
lations, and care and living settings.27–30 Our project aims 
to redress this knowledge gap.

In this paper, we set out the protocol for a scoping 
review to examine the literature on the health and social 
care needs of community-dwelling older adults with MCC 
and their family caregivers. The review seeks to answer 
three research questions:
1. What are the health and social care needs, priori-

ties and preferences of community-dwelling older 
adults with MCC and those of their friend and family 
caregivers?

2. How do social and structural determinants of health, 
such as gender, socioeconomic status, ethnicity and 
education, impact these needs?

3. What (research) approaches have been used to ascer-
tain these needs and preferences?

The objectives of the review are to synthesise the 
research and grey literature on the needs of older adults 
living with MCC and their caregivers and how best to 
ascertain those needs, to identify gaps in evidence in this 
area and to set directions for further research. Findings 
from this review will help guide a research programme 
with the aim of (1) implementing and testing patient-ori-
ented approaches to identifying and ascertaining the 
needs of diverse individuals and groups of older adults 
with MCC and their caregivers and (2) developing func-
tion-focused interventions and associated outcome meas-
ures informed by patient, caregiver and community needs 
and preferences.

MEthods And AnAlysIs
We will conduct a scoping review to explore the needs 
experienced by older adults with MCC, and their care-
givers, approaches to ascertaining these needs as well 
as the diverse determinants of health that impact these 
needs. Our study team includes older adults and family 
caregivers to help keep the perspectives and experiences 
of persons living with MCC or caring for them at the fore-
front of this work. Our team also includes knowledge 
users (KU) and representatives of other relevant stake-
holder groups, such as older adults, their caregivers, clini-
cians and health-system decision makers, to help facilitate 
eventual dissemination of our findings.

Scoping review methodology is intended for explor-
atory research and will allow us to include a wide range 
of evidence in our synthesis. This feature of the approach 
and its methodology are particularly pertinent, as our 
topic, the health and social care needs of older adults 
with MCC and their caregivers, has been examined using 
various research approaches (qualitative, quantitative, 
arts-based and mixed methods approaches) as well as 
grey literature, some of which are excluded from other 
types of reviews. Scoping review methods will also permit 
us to offer a systematic overview of the existing evidence, 
identify key themes and conduct types of analyses (eg, 
frequency, thematic, narrative) necessary to explore 
our research questions methodically and rigorously. 
Furthermore, as scoping review methodology allows for 
an iterative approach to refining research questions, 
the search strategy, the abstract review process and data 
abstraction, we will continue to engage the full spectrum 
of our team (including patients, caregivers, and other 
stakeholders and end users) throughout the research 
process.31

We will use the scoping review methods framework 
outlined by Arksey and O’Malley and refined by Levac 
et al, Colquhoun et al and Daudt et al and follow the 
Preferred Reporting Items for Systematic Reviews and 
Meta-Analyses Protocol (PRISMA-P) statement.31–34 
The framework includes six steps: (1) identifying the 
research questions (listed above); (2) identifying rele-
vant literature; (3) study selection; (4) charting the 
data; (5) collating, summarising and reporting the 
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results; (6) consulting with key stakeholders and trans-
lating knowledge.

Identifying relevant literature
We searched OVID Medline (1946 to present, including 
Epub Ahead of Print, and In Process & Other Non-In-
dexed Citations), OVID Embase (1947 to present), OVID 
PsycINFO (1806 to present), OVID Social Work Abstracts 
(1968 to present), EBSCO CINAHL Plus with Full Text 
(1981 to present), EBSCO AgeLine (1966 to present) and 
Cochrane Central to identify research articles addressing 
the subjects of health and social care needs and prior-
ities, and multimorbidity in adults 55 years of age and 
over. An academic health sciences librarian (APA) devel-
oped the search strategies with input from team members 
(MP, KM, MG and EC). JW consulted on development of 
search strategies to capture indigenous focused studies. 
The search strategies were translated using each database 
platform’s command language, controlled vocabulary 
and appropriate search fields. MeSH terms, EMTREE 
terms, APA thesauri terms, CINAHL headings and text 
words were used for the search concepts of health and 
social care needs and priorities, indigenous populations 
and multimorbidity. Examples of search terms for the 
broad concept of care needs, preferences and priori-
ties include health priorities, health services needs and 
demand, and patient preferences. Examples of terms for 
the concept indigenous populations include aboriginal, 
indigenous, native and tribe. Examples of terms for the 
concept of multimorbidity include comorbidity, MCC, 
multimorbidity and polypathology.

We applied a modified adult age filter to the Medline 
strategy.35 This filter was translated and applied to the 
Embase, PsycINFO, CINAHL and Cochrane Central 
search strategies. The filters were not validated. Language 
limits were applied to capture articles in English, French, 
Dutch and German, in all databases where applicable. 
Final searches were completed in May 2017 and we 
anticipate completion of study review processes by April 
2018. For full Medline strategy, see online supplementary 
appendix A. Additionally, we will search reference lists of 
included studies.

We will also conduct a thorough search of grey liter-
ature (ie, non-research studies) to identify any non-in-
dexed literature or alternative media, including 
government, community and policy reports, conference 
proceedings, practice guidelines and educational mate-
rials by searching sources such as OpenGrey, Conference 
Proceedings Index, ProQuest Dissertations and Theses, 
as well as Google. In addition to calling on the exper-
tise and experience of team members, we will reach out 
to experts in fields related to care of older adults with 
complex health issues in order to facilitate identification 
of relevant data. Searches have been restricted to recent 
studies (January 2000 to May 2017) to ensure that data 
are relevant to current social and health system organi-
sations, and care practices. Covidence systematic review 
software will be used to facilitate the review.36

study selection
Studies will be selected through a two-step process. First, 
two members of our study team will independently review 
each of the titles and corresponding abstracts against the 
selection criteria below. Then, two reviewers will retrieve 
and assess all potentially relevant full-text articles against 
the selection criteria for inclusion. Team members who 
have experience in indigenous health research will 
review articles that focus on indigenous populations. All 
reviewers will use pilot-tested screening and data abstrac-
tion forms developed for this review. In case of disagree-
ment between reviewers, other team members will be 
called on to come to a consensus. Following the recom-
mendations of Levac et al31 and Daudt et al34 we will use a 
systematic review approach to study selection to enhance 
rigour of the review.

Inclusion criteria
All published and unpublished literature reporting any 
quantitative, qualitative, arts-based, mixed or multi-
methods research, including comparative and non-com-
parative methods, as well as educational materials, 
policies and reports related to the health and social care 
needs of community-dwelling older adults with MCC, 
and their caregivers will be included. In light of the 
fact that indigenous persons experience multiple and 
complex health conditions at younger ages than other 
populations, we will include all literature that focuses on 
persons 55 years of age or older living with MCC, in order 
to capture relevant literature related to the care needs 
of ageing indigenous persons and indigenous commu-
nities.37–39 Literature reporting on a wider age range of 
persons living with MCC that include a subgroup analysis 
for persons 55 years or older will also be included. We will 
include all studies that meet the following criteria:
1. report health and/or social care needs and/or pref-

erences and priorities of older adults living with MCC
2. report health and/or social care needs of friend and/

or family caregivers of older adults living with MCC
3. detail approaches used to solicit and/or ascertain 

needs of older adults with MCC and their caregivers.

Exclusion criteria
Expert opinions, editorials and materials that do not 
include original data, including systematic reviews, will be 
excluded as well as studies that focus on older persons 
living with a single chronic condition.

data extraction
All studies included will be reviewed and charted by 
two reviewers independently using Covidence. The 
data abstraction form will be piloted using five studies to 
ensure consistency. Any changes that are necessary will be 
made in consultation with the team prior to continuing 
abstraction of remaining articles. When available, data 
to be extracted will include (but may change based on 
included studies) study citation, publication type (eg, 
published, unpublished), study type (eg, quantitative, 
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qualitative, report), study characteristics (study setting), 
patient and/or caregiver characteristics (age, gender, 
ethnicity, location, number and types chronic condi-
tions), involvement of caregiver, health and social care 
needs, preferences and challenges identified, and (if 
categorised) categories/themes used. We will explore 
barriers and facilitators to ascertaining and identifying 
needs and if considered in the literature the impact and 
interplay of social determinants of health on needs and 
care preferences will also be noted. Further data to be 
abstracted include approaches used to solicit and/or 
present information from older adults and their families.

Quality assessment
The quality of the research studies will be assessed as 
recommended by Levac et al31 using the Mixed Methods 
Appraisal Tool (MMAT).40 The MMAT allows inclusion 
of studies using diverse research designs, with quality 
criteria relevant to each particular study design. It will 
permit us to summarise the quality of the available 
research evidence and will be beneficial for identifying 
and developing future research priorities. No study will 
be excluded based on the MMAT score alone. To assess 
alignment with established standards in indigenous 
health research methods, additional quality criteria will 
be applied to indigenous-focused studies: (1) indigenous 
community engagement and (2) integration of indige-
nous perspectives. The community engagement crite-
rion will be met if the author list includes co-authors 
from indigenous communities or organisations, or if 
there is explicit description of community engagement 
approaches. The indigenous perspective criterion will be 
met if the research team included (or consulted with) 
indigenous elders and/or knowledge keepers; estab-
lished an indigenous advisory structure; used an indig-
enous theoretical framework; or employed indigenous 
research methods.41 42

synthesis and presentation of results
To present an overview of information retrieved and 
report the extent and nature of the literature, we will 
present results using two strategies: (1) a numerical over-
view of the amount, type and distribution of the included 
literature; (2) a narrative synthesis and mapping of the 
results.31–34 In light of the mandate set by the WHO to 
view ‘the diverse needs of older persons as a continuum 
of functioning’, we will use the International Classifica-
tion of Functioning, Disability and Health (ICF) framework 
to support mapping the data and to conduct thematic 
content analysis.43 The ICF framework offers a multidi-
mensional, holistic context within which to understand 
health and social care needs and preferences as related to 
overall well-being and QoL, as well as the impact of and 
social and structural determinants of health on overall 
functioning. Thus, if appropriate we will use deductive 
thematic analysis on relevant extracted data to map the 
studies and grey literature onto the domains of func-
tioning outlined in the framework.

We will summarise the approaches used to ascertain 
needs and explore whether the approach used impacted 
the nature and extent of information gathered, as well as 
describe and summarise policies, reports and other grey 
literature. As described by Arksey and O’Malley32 and 
by Levac et al31 charting of the data will be an iterative 
process that depends on the literature found. Analysis will 
be conducted by investigator members of the team, along 
with representatives from stakeholder groups and older 
adults. Formats for presentation of results will be deter-
mined based on relevant target audiences and will rely 
heavily on input from KU, patient and caregiver members 
of the project team.

Consultation and knowledge translation
We take an iterative approach to knowledge synthesis, 
which aligns with scoping review methodology.31 
Members of our project team represent a broad spec-
trum of stakeholder and KU groups, including health-
care practitioners and service providers, health system 
decision and policy makers, and researchers with expe-
rience conducting scoping and systematic reviews and 
expertise in MCC, as well as older adults and their family 
caregivers. Furthermore, our team members represent 
diverse Canadian jurisdictions, including the provinces of 
Nova Scotia, Ontario, Québec and Saskatchewan. Team 
members from different sectors and jurisdictions were 
consulted during study design and they will continue to 
be involved throughout the various stages of this study, 
including study selection and data extraction through to 
selection and tailoring of formats for reporting of find-
ings to diverse end-user and stakeholder audiences. KU, 
patient and stakeholder team members will also bring 
their experience and perspectives to bear on the analysis 
component of the synthesis. We anticipate that catego-
ries for analysis will be modified iteratively through these 
processes. Once the data have been analysed, we will hold 
a workshop to present findings to the whole team to solicit 
feedback on final content before broader dissemination 
and end-of-grant knowledge translation (KT) activities.

Ethics and dissemination
This scoping review does not require ethics approval. 
End-of-grant KT activities will be facilitated by our KU 
partner organisations and will include the dissemina-
tion of fact sheets, evidence briefs and reports targeted 
at diverse end-user and stakeholder audiences. Team 
members JM and JW will facilitate the sharing of findings 
with indigenous organisations and the provincial and 
federal partners who focus on health and social services 
for older indigenous adults. Additionally, results from 
the review will be presented at national and international 
conferences in geriatrics, gerontology, health services 
and policy; and other health and ageing conferences. We 
will also publish the results in a peer-reviewed journal.

Our syntheses of the literature about the needs and 
preferences of older adults with MCC, and their care-
givers, will help identify gaps in knowledge, define future 
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research priorities and inform the development of new 
frameworks for, and approaches to, assessing and ascer-
taining needs of older adults with complex health issues, 
and the needs of their caregivers. If sufficient literature 
is found, our team will consider whether there is merit in 
conducting a future systematic review and meta-analysis. 
We anticipate that dissemination of findings from this 
work will advance the state of knowledge on this topic, 
which will directly support health system reform initia-
tives underway internationally. This research will also be 
relevant to system administrators and policymakers and 
help them address barriers to meeting the care needs of 
older adults, including inequities, as well as leveraging 
existing resources to be adapted to address patient and 
caregiver needs effectively and appropriately.
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