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Abstract 

Introduction  The aging population is a challenge for the healthcare system that must identify strategies that meet 
their needs. Practicing patient-centered care has been shown beneficial for this patient-group. The effect of patient-
centered care is called patient-centered outcomes and can be appraised using outcomes measurements.

Objectives  The main aim was to review and map existing knowledge related to patient-centered outcomes 
and patient-centered outcomes measurements for older people, as well as identify key-concepts and knowledge-
gaps. The research questions were: How can patient-centered outcomes for older people be measured, and which 
patient-centered outcomes matters the most for the older people?

Study design  Scoping review.

Methods  Search for relevant publications in electronical databases, grey literature databases and websites from year 
2000 to 2021. Two reviewers independently screened titles and abstracts, followed by full text review and extraction 
of data using a data extraction framework.

Results  Eighteen studies were included, of which six with involvement of patients and/or experts in the process 
on determine the outcomes. Outcomes that matter the most to older people was interpreted as: access to- and expe-
rience of care, autonomy and control, cognition, daily living, emotional health, falls, general health, medications, 
overall survival, pain, participation in decision making, physical function, physical health, place of death, social role 
function, symptom burden, and time spent in hospital. The most frequently mentioned/used outcomes measure-
ments tools were the Adult Social Care Outcomes Toolkit (ASCOT), EQ-5D, Gait Speed, Katz- ADL index, Patient Health 
Questionnaire (PHQ9), SF/RAND-36 and 4-Item Screening Zarit Burden Interview.

Conclusions  Few studies have investigated the older people’s opinion of what matters the most to them, which 
forms a knowledge-gap in the field. Future research should focus on providing older people a stronger voice in what 
they think matters the most to them.
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Introduction
Both the number and proportion of older people is 
increasing in most countries. In 2019, there were 703 mil-
lion people aged 65 years and older in the world, corre-
sponding to nine percent of the population, and estimates 
predict that this number will have doubled by 2050 [1]. An 
aging population is a challenge for the healthcare system 
[2], which was underscored by the coronavirus pandemic 
2019 (COVID-19) [3]. Hence, the healthcare system 
needs to identify strategies to meet the needs of the grow-
ing proportion of older people in order to achieve a high 
quality of care [2], a central aspect of being the focus on 
patient-centered care and outcomes for older people [3].

The concept of patient-centered care was first intro-
duced in the late 1980ies, and has come to gain impact 
on healthcare research [4]. The essence of patient-cen-
tered care can be captured by the question posed as 
“what matters to you?, rather than the more traditionally 
used, “what is the matter with you?”[5]. The patient-cen-
tered approach shifts the focus from clinical guidelines 
to the patient’s requests, experiences, and point of view 
– i.e. a shift of caring focus from healthcare-centered to 
patient-centered [5]. The effect of patient-centered care 
is patient-centered outcomes which can be measured by 
patient-centered outcome measurements [6]. There are to 
our knowledge no prior systematic reviews studying both 
patient-centered outcomes and patient-centered outcome 
measurements specific to older people.

Studies regarding patient-centered outcomes and 
patient-centered outcome measurements typically 
focus on a specific condition, disease, or event, such as 
stroke, bladder cancer, anemia or asthma [7–10]. Previ-
ous studies have focused on patient-centered outcomes 
and patient-centered outcome measurements in gen-
eral [11–13], but few studies have focused on patient-
centered outcomes and how to measure these for older 
people [14]. Old people often have complex needs 
[15] motivating a holistic, patient-centered approach 
[5]. Therefore, this review has focused on publications 
reflecting a general approach among unselected patient 
populations, i.e. not on specific conditions.

The aim of the current scoping review was to review 
and map the existing knowledge regarding patient-
centered outcomes and patient-centered outcome 
measurements for people 65 years of age and above, 
representing an unselected patient population, as well 
as to identify key-concepts and knowledge-gaps.

Methods
Study design
The scooping review method was chosen as a form of 
knowledge synthesis to provide an overview of available 

knowledge in relation to the research questions: which 
patient-centered outcomes matter the most for older 
people? How can these patient-centered outcomes for 
older people be measured? [16].

Protocol and registration
A review protocol was established in accordance with 
the framework proposed by Arksey and O’Malley [17], 
Levac et  al. [18] and the Joanna Briggs Institute [16]. 
The review protocol was registered in April 2021 on the 
Open Science Framework (OSF) website [19].

Eligibility criteria
An initial exploratory search of publications relevant 
to the topic was conducted prior to the registration of 
the review protocol, and the results discussed in the 
research group. Based on the exploratory search, the 
following eligibility criteria were defined:

▪ Main topic/core concept of the publication: 
Patient-centered outcomes and/or patient-centered 
outcome measurements.
▪ Study context: A broad context was chosen to 
limit the risk of overseeing relevant evidence any-
where in the health care system.
▪ Study population: People aged 65 years and older. 
The age-limit was chosen since the cutoff age for 
older people in research commonly is 65 years and 
older [20, 21]. An unselected study population, i.e. 
no specific medical condition, since the aim was to 
investigate the population of older people in gen-
eral, and not in relation to a given condition.  Pub-
lications using the term “multimorbidity”, which is 
common among the study population of interest 
[15], were included.
▪ Type of publication: Peer reviewed original arti-
cles and systematic reviews.
▪ Time frame: From year 2000 to 2021.
▪ Language: English.

Exclusion criteria:
▪ Conference abstracts, book reviews, commentaries, 

and editorial publications.
▪ Publications that focus on a specific disease or event.

Search
The search strategy was developed and executed in col-
laboration with experienced librarians.

The full electronic search strategy for the database 
PubMed is shown in Appendix No 1. Grey literature was 
searched in databases and websites relevant to the topic. 
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This was done in the same manner as for the electronic 
databases, however, the search strategy was adapted to 
the specific database or website and its search function.

Information sources
In 2021 a search for previous reviews related to the 
topic of patient-centered outcomes and patient-cen-
tered outcome measurements for older people was 
conducted in the databases PubMed and Joanna Briggs 
Institute. The search generated five systematic reviews 
of patient-centered care and patient-centered outcomes 
for older people [22–26] and three scoping reviews 
regarding patient-centered outcomes, however, not 
specific to older people [27–29].

Relevant publications were searched in 2021 using 
the following electronic databases: MEDLINE/PubMed, 
Cumulative Index to Nursing and Allied Health Literature 

(CINAHL), PsycINFO and EMBASE. Grey literature 
sources were searched in the databases Grey Literature 
Report and Open Grey and in the following websites: the 
“Patient-Centered Outcomes Research Institute” (pcori.
org), the “Agency for Healthcare Research and Quality” 
(ahrq.gov) and “Patient Centered Outcomes Research” 
(pcor.org.uk). Removal of duplicates was performed by the 
librarian and the remaining publications were consolidated 
in the reference management software Covidence®. The 
reference lists of the initially included publications (n = 13) 
were hand searched to limit the risk of overlooking rele-
vant publications. An additional five relevant publications 
were identified and included in Covidence (Fig. 1).

Selection of publications
The review process consisted of two levels of screening. 
At first, two reviewers (LD, ÅA) independently screened 

Fig. 1  Selection of publications. Flowchart according to PRISMA [30]
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publications for titles and abstracts in accordance with 
inclusion and exclusion criteria. Second, the publications 
of interest were read independently and reviewed in full 
text by the two reviewers, with application of the eligi-
bility- and exclusion criteria. Disagreements regarding 
the eligibility of a publication were discussed and a third 
reviewer acted as an arbitrator (LK) when consensus was 
not reached.

Data extraction
The data extraction framework was developed prior to 
the registration of the review protocol, Appendix No 
2. A pilot test on one of the included publications was 
performed to ensure consistent application of the data 
extraction framework. No revision of the data extrac-
tion framework was needed after the pilot test. The two 
reviewers independently extracted the data from the 
included publications using the data extraction frame-
work. The data was compared between the two review-
ers. Any differences in extracted data were discussed (LD 
and ÅA), and a third reviewer (LK) was consulted if con-
sensus was not reached.

Data collection
Data was extracted in accordance with the data extrac-
tion framework, (Appendix No 2).

Synthesis of results
Data was reviewed and synthesized to obtain an acces-
sible overview and to answer the research aims. Infor-
mation from the included publications was synthesized 
using a pragmatic narrative approach in the following 
steps. First, the publications were categorized based on 
country of origin, year of publication, study design and 
context in the health care system. Secondly, patient-cen-
tered outcomes and outcome measurement tools were 
categorized based on the core concept of the outcome 
of the publication into the following categories: access to 
and experience of care, carer needs, cognition, daily liv-
ing, emotional health, physical health, quality of life and 
others. Thereafter, an additional consolidation of results 
to present the most common expressions of what matters 
the most to the older people and how this can be meas-
ured is presented. Finally, the involvement of the study 
population was categorized based on study participants 
as: participation of older people, older people and experts 
and experts.

Results
Selection of sources of publications
Eighteen publications of the total of 4 222 publications 
were included. The identification and selection of pub-
lications is presented in Fig. 1.

Characteristics of included publications
Characteristics of the included studies are presented in 
Appendix No 3 and include the information according 
to the data extraction framework (Appendix No 2) with 
the exception of study outcomes.

Results from included publications
Patient-centered outcomes, patient-centered outcome 
measurements and the involvement of the study popu-
lation in the process of determining which outcomes to 
measure and which matters the most, are presented in 
Table 1.

Synthesis of results
Publication information
Over half of the publications were written in the USA, 
published after year 2010 and the most common con-
text was the community setting. Several different study 
designs/methods were used. Information regarding the 
publications is summarized in Table 2.

Synthesis of patient‑centered outcomes and outcome 
measurement tools
The following patient-centered outcomes were the 
most frequently mentioned: access to care, activities 
of daily living (ADL), care needs, carer burden, cogni-
tive function, communication, depression, emotional 
well-being, health, instrumental activities of daily liv-
ing (IADL), medications, physical function, quality of 
care, quality of life and social activity. The most fre-
quently mentioned measurement tools were the Adult 
Social Care Outcomes Toolkit (ASCOT), EQ-5D, Gait 
Speed, Katz- ADL index, Patient Health Questionnaire 
(PHQ9), SF/RAND-36 and 4-Item Screening Zarit Bur-
den Interview.

Tables 3 and 4 present a synthesis of patient centered 
outcomes and measurement tools. The main categories 
were access to- and experience of care, carer needs, 
cognition, daily living, emotional health, physical 
health, and quality of life.

Study population and what matters the most
Older people were not involved in the process of deter-
mining which outcomes mattered the most and how 
to measure them in 12 of the 18 included publications. 
Three of the studies involved older people as partici-
pants, one used experts in the field as patient repre-
sentatives, and two involved both older people and 
experts. The synthesis of the results showed that the 
outcomes that matter most to older people were: access 
to- and experience of care, autonomy and control, 
cognition, daily living, emotional health, falls, general 
health, medications, overall survival, pain, participation 
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Table 2  Publication information

Country Year of publication Study design/method Context

Australia (n = 1) 2000–2010 (n = 4) Prospective studies (n = 7) Community 
and health-
care (n = 16)

Canada (n = 1) 2011–2021 (n = 14) Retrospective studies (n = 2) Emergency 
care/medi-
cine (n = 2)

China/USA (n = 1) Randomized control study (n = 1)

Sweden (n = 1) Qualitative studies (n = 3)

Sweden/USA (n = 1) Systematic reviews (n = 3)

Taiwan (n = 1) Consensus meeting (n = 1)

UK (n = 1) Modified Delphi Technique (n = 1)

USA (n = 11)

Table 3  Patient-centered outcomes

*(n =) = number of times the patient-centered outcomes were mentioned/used in the reviewed studies

Assess to- and 
experience of 
care

Carer needs Cognition Daily living Emotional 
health

Physical health Quality of life Others

Care needs (n = 6) Carer burden 
(n = 11)

Cognitive 
function 
(n = 7)

ADL/IADL (n = 10) Emotional well-
being (n = 8)

Health (n = 9) Quality of life 
(n = 7)

Medi-cations 
(n = 5)

Quality of care 
(n = 5)

Physical function 
(n = 6)

Depression (n = 5) Frailty (n = 4) Place of death 
(n = 2)

Access to care 
(n = 4)

Autonomy 
and control (n = 4)

Anxiety (n = 2) Mortality (n = 3) Symptom burden

Communication 
(n = 4)

Social activity 
(n = 4)

Loneliness 
and isolation 
(n = 2)

Pain (n = 3)

Care transitions 
(n = 2)

Self-care Behavioral prob-
lems

Physical health 
(n = 3)

Costs (n = 2) Home as a thera-
peutic place

Comorbidity 
(n = 2)

Time spent 
in hospital (n = 2)

Relationships Falls (n = 2)

Care planning Technology 
in the home

Fatigue

Delivery services Training Incontinence

Getting to know 
patients 
and caregivers 
as individuals

Surgery

Issues regard-
ing paid caregiv-
ers

Physical needs 
in the emergency 
care

Relationships 
with doctors

Role of health 
care providers

Wait times
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in decision making, physical function, physical health, 
place of death, social role function, symptom burden 
and time spent in hospital, (Fig. 2).

Discussion
The current scoping review aimed to explore the knowl-
edge in the field of patient-centered outcomes and meas-
urements for older people. The results showed that the 
outcomes that matter the most to older people were: 
access to- and experience of care; autonomy and control; 
cognition; daily living; emotional health; falls; general 
health; medications; overall survival; pain; participation 
in decision making; physical function; physical health; 
place of death; social role function; symptom burden; 
and time spent in hospital. The Adult Social Care Out-
comes Toolkit (ASCOT), EQ-5D, Gait Speed, Katz- ADL 
Index, Patient Health Questionnaire (PHQ9), SF/RAND-
36 and 4-Item Screening Zarit Burden Interview were 

the measurement tools most frequently used to measure 
patient-centered outcomes for older people.

The patient-centered outcomes in the current review 
were consolidated into the main categories: access to- 
and experience of care, carer needs, cognition, daily 
living, emotional health, others, physical health, and 
quality of life. Researchers at the Picker Institute have 
described that patient-centered care is based on the fol-
lowing dimensions: respect for the patient´s values, pref-
erences and expressed needs, information and education, 
access to care, emotional support to relieve fear and anxi-
ety, involvement of family and friends, continuity and 
secure transitions between healthcare settings, physical 
comfort, and coordination of care [48]. Further, a NEJM 
Catalyst article has suggested the following dimensions; 
mission and values aligned with patient goals; care is 
collaborative, coordinated and accessible; physical com-
fort and emotional well-being are top priorities; patient 

Table 4  Patient-centered outcomes measurement tools

*(n =) = number of times the patient-centered outcomes were mentioned/used in the reviewed studies

Assess to- and 
experience of 
care

Carer needs Cognition Daily living Emotional 
health

Physical health Quality of life Others

Preferences 
Assesment Tool 
(PAT) from MDS

Zarit Carer 
Burden Interview 
(n = 3)

Brief Interview 
for Mental Status 
(BIMS)

Gait speed (n = 3) Patient Health 
Questionnaire 
(PHQ9) (n = 2)

Charlson Comor-
bidity Index

Short form 36 
(SF-36)/RAND-36 
(n = 7)

Personal 
functional goals 
interview

Minimum Data 
Set assessments 
3.0 (MDS)

Mini Mental 
State Examina-
tion (MMSE)

Katz ADL index 
(n = 2)

UCLA-3-item 
loneliness scale 
(n = 2)

Clinical Frailty 
Scale (CFS)

Adult Social Care 
Outcomes toolkit 
(ASCOT) (n = 2)

Montreal Cogni-
tive Assessment 
(MoCA)

ADL and IADL 
questionaries

Generalized 
Anxiety Disorder 
7 (GAD-7)

Condensed 
Memorial Symp-
tom Assessment 
Scale (CMAS)

EQ-5D (n = 2)

ADL-Long form 
summary score

Groningen Well-
being Indicator 
(GWI)

Groningen Frailty 
Index (GFI) self-
report version

EQ-VAS

Avlund scale Physical function 
survey

Life Satisfaction 
Index -Z (LSI-Z)

Chair stand test LiSat-11

Groningen Activ-
ity Restriction 
Scale

Patient Reported 
Outcomes 
Measurement 
Information 
System29-item 
Health Profile 
(PROMIS-29)

Lawton 
and Brody´s IADL 
scale

QUAL-E

Shuttle-walk 
test 2.45 m 
up and go

Short-form 8 
(SF-8)

Short form 12 
(SF-12)

24-Item health-
related quality 
of life
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and family viewpoint respected and valued; patient and 
family always included in decisions; family welcome in 
care setting; full transparency and fast delivery of infor-
mation [49]. The dimensions of patient centered care as 
suggested by the Picker Institute and the NEJM Catalyst 
article capture the same dimensions and support the cur-
rent results. However, the current review identifies an 
important knowledge gap, i.e. that there are few studies 
actually including the target population: the older people 
themselves, while experts tend to speak on their behalf. 
Therefore, the list of what matters the most to older peo-
ple, as presented here, should be considered as indica-
tive. Future studies should involve older people to be able 
to answer to the question of what matters most to this 
population.

Attending to an ageing population is and will con-
tinue to be a challenge for the healthcare system [2]. Our 
results present how patient-centered outcomes can be 
measured and indicate that personal domains such as 
daily living and quality of life seem to be linked with the 
patient’s experienced health and well-being. Patient-cen-
tered care has been shown to lower the need of high-level 
emergency care and the risk of mortality for older peo-
ple with multimorbidity [5] as well as reducing healthcare 
costs in multiple settings [50–52]. Including older people 

in the design of health care organization and caring path-
ways is needed in addition to including older people in 
scientific studies.

Limitations
A strength of the study is the extensive literature search. 
A structured review has been carried out by two inde-
pendent reviewers. A third reviewer was consulted if 
consensus was not reached. The major limitation is the 
inherent risk of limiting the literature search with the risk 
of not including relevant publications. An additional lim-
itation is that the search strategy was not peer-reviewed. 
However, the search strategy was, in addition to the 
research team, developed in collaboration with experi-
enced clinical librarians.

An additional limitation was the method used in the 
four steps of consolidation and results synthesis. A 
rigid method to analyze the level of evidence and fur-
ther analyze the results was not applicable due to the 
limited number of publications which were included 
in the current study. Hence, a pragmatic, narrative 
approach was used.

Moreover, the search term “elderly” may be ques-
tioned, as the term old people has evolved to be the 
recommended terminology for the patient population 

Fig. 2  Patient-centered outcomes that matter the most to older people
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of interest. However, this is a more recent development 
and we believe the results of the current study to be of 
interest despite this evolution.

Conclusions
Patient-centered outcomes for older people can be 
summarized in the categories: access to- and experi-
ence of care; carer needs; cognition; daily living; emo-
tional health; others; physical health; and quality of life. 
Patient-centered outcomes can be measured using sev-
eral different measurement tools. Outcomes that matter 
the most to older people were: access to- and experi-
ence of care, autonomy and control, cognition, daily 
living, emotional health, falls, general health, medica-
tions, overall survival, pain, participation in decision 
making, physical function, physical health, place of 
death, social role function, symptom burden, and time 
spent in hospital. Importantly, few studies included the 
older people as the study population, despite patient 
centered aims. Future research should focus on provid-
ing the older people with a stronger voice in what they 
think matters the most to them.
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