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Abstract

Background: User involvement is arequirement of most research funders. Thereis agrowing body of literature exploring the
benefits and challenges of user involvement in research, but such studies are scarce in the field of aging and health. Moreover,
the mgjority of such researchisqudlitative, which limitsthe generalizability of results. The UserAge pand study will beinstrumental
in expanding knowledge that will benefit the quality and impact of user involvement in future research.

Objective: The aim of this study is to determine the awareness and understanding of and attitudes toward user involvement in
research among different categories of knowledge users and researchers over time.

Methods: A panel study will be implemented with 3 different categories of knowledge users (people aged 60 years and ol der,
informal carers, and professionals in health care and architecture) and researchers in aging and health. A professional survey
company will collect data from all samplesin parallel. Potential participants will be asked to complete the survey viatelephone
or online, or participants can request a paper survey to be sent to them in the post. A draft set of questions on attitudes and
behavioral patterns related to research utilization and user involvement in research was compiled based on existing literature and
input from the research team. Using a participatory approach, we engaged a user forum, where 8 older people and 3 researchers
jointly refined the survey for time/length to complete, terminology, readability, and context. Data collected via the internet or
telephone will be automatically processed, and data collected on paper forms will be entered in machine-readable forms. The
survey company will store all data and deliver the quality-controlled database to the university for further storage. Analyses of
frequencies and measures of central tendency will be used for descriptive purposes. To compare groups, state-of-the art statistical
analyses will be used.

Results: Datacollection for the first study wave started in September 2019 and will be completed in spring 2020. Datawill be
ready for analysisfollowing cleaning and quality control, which started during summer 2020 and will be completed autumn 2020.
We anticipate the data collection for the second study wave to start in September 2021.

Conclusions: This is the first quantitative large-scale panel study focusing on trends in attitudes toward, awareness of, and
knowledge about user involvement in research on aging and health in Sweden. The results will generate new and important
knowledge to advance the understanding of user needs and preferences as well as the relevance of user involvement in research
on aging and health.
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Introduction

Background

The rising proportion of older people in the population has
increased the demand for new sol utions and targeted public and
welfare services. Among these are aging-related policies
addressing infrastructure, health care, social services, and
housing [1]. In order to develop efficient strategies and ensure
that research on aging and health is effectively translated and
promptly put into practice, policy makers underscore the need
to involvedifferent categories of knowledge usersin theresearch
process [2,3]. Although patient and public involvement is
increasing in fields such as mental health and disability [4-6],
aging and health research is lagging behind. There is limited
knowledge about the awareness of and attitudes toward user
involvement among aging and health researchers and the
different categories of knowledge userswho could beinvolved.
Such studies have typically involved representatives of
nongovernmental, senior citizen, and patient organizations.
Older people are a heterogeneous group with diverse preferences
and needs. They want the opportunity to influence the products
and servicesthey need and would like to choose from a variety
of options, but little is known on the opinions about user
involvement in research on aging and heath in the general
population of older adults.

According to the World Health Organization (WHO) [7],
“knowledge users’ represent all those who are interested in or
able to directly or indirectly benefit from aging and health
research results. For example, knowledge users may include
older people in the general population or those with specific
needs; informal carers; patients; health care, social services,
and industry professionals; and public agency, policy makers,
and interest organi zation representatives. Knowledge users are
those in a position to identify problems and act on research
recommendations [8]. User involvement in this context is seen
as active involvement of knowledge users as partners in any
stage of the research process and not as research subjects or
study participants in the traditional sense [9]. Hence, user
involvement in this study protocol paper refers to research that
is conducted “with or by” knowledge users rather than “to,
about, or for” them [9]. User involvement may help researchers
to understand some of the complex and context-specific nature
of health and social problems experienced by older people[10]
aswell as practice and policy change [9], and contribute to the
development of age-friendly services and communities [11].
Yet, such studies are few, and we know very little about how
different categories of knowledge users and researchers perceive
user involvement as a phenomenon in this field of research.

Systematic literature reviews have reported many waysin which
user involvement impacts research processes and outcomes as
well as the people involved [12-14], but the evidence has been
criticized as being weak and unreliable [15]. A main reason for
this criticism is that research on user involvement, so far, has
been dominated by small-scale qualitative studies[16,17]. This
limits the generalizability of results, and the accumulation and
building of knowledge for the future is slow. Although
gualitative studies are highly commendable to gain in-depth
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knowledge, quantitative studies are necessary to establish a
broad knowledge base that can be used to make inferences about
relevant populations.

Research on attitudes toward user involvement has primarily
focused on patients and clinicians [18] rather than the general
population, including societal sectors other than health care and
social services and researchers. Because the ongoing
demographic shifts extend the demands on the delivery of
welfare services, broader and additional categories of knowledge
users such asrepresentatives from the complex field of housing
construction and provision need to be involved in research
partnerships[19,20].

Quialitative research with asmall number of participantsreveals
that health researchers recognize the potential benefits of user
involvement, but the procedures are chalenging [21];
researchers as well as knowledge users have highlighted the
need for more training in this area [22]. Moreover, concerns
have been raised about the strong political imperativeto involve
knowledge users, which may cause problemsif researchers do
so out of necessity rather than thoughtful commitment [23].
Thus, systematic approaches based on state-of-the-art
methodology are needed to address these issues in a manner
that generates reliable and valid results.

Involving knowledge users actively in the research processis
a complex and context-dependent exercise [24]. A more
thorough exploration of attitudestoward user involvement from
both knowledge users’ and aging and health researchers’ points
of view can help to create more favorable conditions for such
studies to succeed. Furthermore, solid and reliable evidenceis
needed to determine which categories of knowledge users should
and could be involved in research on aging and health.
Expanding such knowledge will promote research partnerships
as well as inform policy makers and funding agencies about
how to increase the quality and impact of user involvement in
research on aging and health. The UserAge panel study will be
instrumental in thisvital knowledge quest.

User Age and the Panel Study

UserAge is a 6-year research program designed to expand the
understanding of user involvement in research on aging and
health [25], with the integration of researchers and different
categories of knowledge users at the core. The program is
implemented as a national 4-university endeavor with
international collaboration. Currently, 19 researchersand 4 PhD
students representing different disciplines and research fields
(eg, cognitive science, design sciences, gerontology, health
sciences, philosophy, psychology, and sociology) are engaged
in the program. UserAge is based on previous and ongoing
research with various forms of participation involving different
categories of knowledge users (eg, people in the general aging
population; older people with frailty; older migrants; older
peopl e with substance abuse problems; informal carers; interest
organization representatives;, health care, social services,
construction sector, transportation sector, and tech sector
professionals; research ingtitutes; public agency officials; and
policy makers). The aim of the UserAge program isto enhance
the execution of high-quality research and to increase the
knowledge about the added value stemming from user
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involvement in the research process. The panel study described
in this protocol paper is one of the empirical projects of the
program.

The panel study has 2 primary aims addressed toward different
categories of knowledge users and researchers in aging and
health in Sweden:

1 What are the awareness and understanding of and attitudes
toward user involvement in research?

2. Are the awareness and understanding of and attitudes
toward user involvement in research changing over time?

Methods

In collaboration with the program’s User Board, we established
a user forum with 8 members representing older people, 2
researchers (authors MK and OJ), and 1 doctoral student. The
user forum provided input into the final methods used for
recruitment, procedures for data collection as well as content
for the questionnaire.

Study Design

The study design isa panel study with a baseline survey and at
least 1 follow-up survey. With alongitudinal design such as a
panel study [26], trends in attitudes toward and awareness and
knowledge about user involvement in research on aging and
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health will be elicited over time. Panel studies aso allow for
replacement of participants when lost at follow-up. Collecting
data at different points in time has the advantage of revealing
shifting attitudes and patterns of behavior [27] that might go
unnoticed with other research designs.

The baseline data collection period is autumn 2019 to spring
2020. Thefirst follow-up will take placein 2021-2022; pending
additional funding, a second follow-up is planned 2 years
thereafter, that is, 2023-2024. Based on the results of the
baseline survey and findings from other projects within the
UserAge program [25], the survey questionnaires and data
collection procedures will be refined. While all core questions
will be used repeatedly, afew items might be added or slightly
modified.

Participants and Recruitment Strategy

The targeted study sample sizes for the different categories of
knowledge users and researchers (in total, N=1500, see Table
1) are asfollows:

1. People aged 60 years and older (60+ sample, n=1200)

2. Informal caregivers (carers sample, n=100)

3. Professiondls within hedth care and architecture
(professionals sample, n=100)

4. Researchersin aging and health (researcher sample, n=100)

Table 1. Overview of study samples, inclusion criteria, recruitment, and data collection methods.

Methods Panel study samples (N=1500)
60+ Carers Professionals Researcher

Samplesize, n 1200 100 100 100

Participants People from the general Informal carers Professionals Researchers within aging and
population health

Inclusion criteria Aged 60 years or older Aged 60 yearsor older, or  Professionalswithin health  Experience of research on ag-

caring for someonewho is

careor architecture, with rele-

ing and health

60 years or older

vance for aging and health

Recruitment strategy Random sampl e selected Conveniencesamplerecruit-  Convenience samplerecruited  Convenience samplerecruited
from national population ed from the organization from amemory clinic (health  from partner universities affil-
registry data, stratifiedby ~ Carers Sweden careprofessionals) and adver- iated to the Swedish National
sex tisement in a professional Graduate School for Compet-

newsletter (architects) itive Science on Ageing and
Health and the Swedish
Gerontological Association

Datacollectionmethod «  Web-based survey o Web-based survey Web-based survey Web-based survey
»  Telephone survey «  Telephone survey
o  Postal survey «  Postal survey

The age range for inclusion (60 years and older) was set in
consensus discussions among members of the user forum.
Representatives of older people proposed this relatively low
age with arguments that it takes time to contribute to societal
change in many aging- and health-related issues, such as
preventative work and housing for later life. The researchers
saw potential benefits to include not only today’s but also
tomorrow’s senior citizens. With the 60+ group, we are striving
for arepresentative sampl e, with participants randomly selected
from the Swedish national population registry, stratified by sex.
Based on population data from Statistics Sweden (2017), there
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are approximately 2.57 million (52.8% women) people aged 60
years and older. Using a confidence level of 95% and amargin
of error of 4, we estimate a total sample size of 1200 (600
women and 600 men) to be nationally representative [28]. Based
on recent experiences with surveys in Sweden targeting older
people[29], we expect a50%-60% responserate. Thus, wewill
draw an initial random sample of N=2400. Using established
techniques to substitute for dropouts over time[30], thegoal is
to maintain the sample size for the 60+ sample longitudinally.
Additionaly, during recruitment of wave 2, to achieve a
representative sample, we will oversample those groups of the
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population who were under represented during wave 1.
Recruitment will continue until the targeted number of
participants within each stratum compl ete the survey.

The carers sample (n=100) will be a convenience sample of
informal carers recruited from Carers Sweden's (a
non-governmental organization that supports carers, independent
of any political or religious affinity) member list. In this study,
informal carerefersto unpaid care provided by significant others
such as family, close relatives, or neighbors. Anticipating a 33
% response rate based on previous experiences, carers Sweden
will post invitations to 400 of their members. Only carers aged
60 years or above or caring for someone who is 60 years or
older will be included. Recruitment will continue until 100
informal carers have responded.

The professionals sample (h=100) will be aconvenience sample.
One sample will be health care professionals from a university
hospital memory clinic, which has primarily older patientswith
various symptoms of cognitive decline such as dementia. The
operations manager for the memory clinic will send out an
invitation to the survey to employees, which includes nurses,
occupational therapists, physiotherapists, and medical doctors.
The other ssmplewill be architects, interior architects, landscape
architects, and spatial planners recruited from a professional
organization with 13,000 members. We will advertisethe survey
once in their weekly newdetter. Recruitment for the
professionals samplewill continue until 100 professionals have
responded.

The Researcher sample (n=100) will be recruited through the
national partner networks of the Swedish National Graduate
School for Competitive Science on Ageing and Health
(SWEAH) and the Swedish Gerontological Society (SGS). An
invitation will be emailed to memberg/affiliates of both
organizations. Recruitment will continue until 100 researchers
have responded.

Procedure

A professional survey company (Kantar Sifo) with longstanding
expertise will implement the data collection. Each sample will
receive an invitation letter that describes the project and
information about the participants’ role and rightsif they choose
to participate. Theinvitation letter and survey for study samples
1-3 arein Swedish, whilethe survey for the Researcher Sample
isin English. Samples 1-3 will receive information about the
opportunity to sign up for interest to get involved in other parts
of the UserAge Program (eg, engage in user forato discussand
test research ideas, methodologies, evolving results, and
practical solutions with researchers; participate in qualitative
studies on user involvement in research). Instructions describe
how to complete the survey viatelephone, at an online secure
web-page, or through a postal survey, aswell as how to decline
participation. The professionals and the researchers sample
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participants will only be able to respond to the survey online.
Approximately 2 weeks after the letters are posted, trained
interviewers from the survey company will call potential
participants who have not completed the survey online or have
not declined participation. Once telephoned, potential
participants can choose one of the following options:

1 Request to be called at a different time/date to complete
the survey

2. Request to complete the survey online

3. Request a paper version of the survey be sent to them in
the post

4. Complete the survey immediately viatelephone

5. Declineto participate

Data collection for all samples will be conducted in parallel.
For potential participants who decline to participate, the survey
company will ask them an open-ended question about why they
have declined. This information will be used to identify risks
to the representativeness of the 60+ sample.

Panel Study Questionnaires

As a first step in an iterative process, the research team
developed a draft set of questions on attitudes and behavioral
patterns related to research utilization and user involvement in
research on aging and health. Questionswere based on existing
relevant instruments [31-33] and iterative input from core
researchersin UserAge. The user forum was engaged to jointly
refine the survey for content, time/length to complete,
readability, tone-of-voice, and understandability and to put
guestions into context. Members of the user forum provided
input on the devel opment of the invitation letter and method of
survey implementation (phone, paper, and web). The user forum
involved three 3-hour sessions during a 2-month period.
Furthermore, aweb seminar with UserAge researchers provided
additional input, resulting in a core set of questions for the 60+
sample (see Table 2 for examples of questions included in the
survey). The survey for the carers sample and professionals
sample is based on the same core questions but modified to fit
the perspective of the respective category of knowledge users.
The survey for the Researcher Sample was compiled based on
existing literature and feedback from UserAge researchers, as
well as a set of comparable core questions. All 4 surveys
included demographic questions such as age, sex, and level of
education. In addition, the surveys for samples 1-2 included
guestions on perceived health and functioning. Prior to the data
collection, a pilot study will be completed for the 60+ sample
(n=25), carers sample (n=15), and researcher sample (n=15).
Following this, the number of invitations to reach the targeted
study sample sizes and questions may be dightly modified. As
weintend to limit the time burden on participantsto amaximum
of a 10- to 15-minute phone survey, items may be removed
from the survey based on the pilot study experiences and
findings.
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Table 2. Key sections and exemplar questions and responses translated to English.

Section and examples of questionsin the survey

Response alternatives and scales

Awar eness and under standing

Do you know that you can participate actively in the actual conduct
of research? For example, give comments on questionnaires, member-
ship in user boards, help to recruit study participants, or disseminate
research results.

How interested are you in research on aging and health?

Would you consider actively participating in research on aging and
hedth?

If you had the opportunity, how likely isit that you would want to
participate by...

Contributing to the planning and design of research projects.
Being part of auser board, reference group, user panel or similar.
Carrying out tasks in research projects.

Analyzing the data produced.

Disseminating research results.

Contributing to an application for research funding.

Attitudes

People who are affected by research have aright to have input on
what and how research is undertaken.

Due to the fact that users®in general have valuable life experiences,
they should be actively involved in research on aging and health.

User involvement is a symbolic political initiative that has question-
able value for the results.

Users® should be actively involved in any publicly funded research
on aging and health.

Facilitatorsand barriers

Through which channelsdo you prefer to beinformed about opportu-
nities to participate actively in research on aging and health?

What could motivate you to participate actively in research on aging
and health?

Yes/No/Don’t know

5 response alternatives ranging from “not at al” to “very much”
Yes/No/Maybe

5 response alternatives ranging from “not at all” to “very much”

4 response alternatives ranging from “strongly disagree” to “strongly
agree”

4 response alternatives ranging from “strongly disagree” to “strongly
agree”

4 response aternatives ranging from “strongly disagree” to “strongly
agree”’

4 response alternatives ranging from “strongly disagree” to “strongly
agree”’

Checkbox and free-text options. Letter in post, advertisement or articlein
newspaper, internet/social media, persona phone call, email, SMS,
TV/radio, public meeting/conference or lecture, advertisement on message
board, or other (specify).

Checkbox and free-text option.

Getting priority to services (eg, health care, socia care, services, housing);
to feel important; to find out more about my situation; to contribute to
society; you have nothing to lose; research should go forward; to connect
with othersin the same situation; being helpful to the researcher; getting
better services; finding out what the study will lead to; the research is
about something that you think isimportant; others (specify); or nothing,
you do not want to be actively involved in research.

% nstead of the term “user,” Swedish terms defining the targeted category were used in samples 1-3: “private individuals’ in the 60+ sample; “carers’

in the carers sample; and “ professionals’ in the professionals sample.

Quality Control and Data Handling

At the start of the data collection, aresearcher (MK or OJ) will
monitor 25 of the first 100 telephone surveys to ensure
procedures are followed for data quality. Throughout the data
collection, periodic spot checks of the telephone surveys will
be conducted to ensure that the telephone interviews are
administrated in accordance with the agreed procedures. Intotal,
5 % of al telephone interviews will be listened to,
simultaneously in real time, by 1 of the researchers (OJ).
Furthermore, after 10% of the surveys are completed, a data
quality check will be conducted by the survey company to
identify any systematic errorsin the data collection or dataentry
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process. Data collected via the internet or telephone will be
automatically processed, and paper surveys will be entered in
machine-readable forms. All datawill be stored by the survey
company in a secure database in compliance with The General
Data Protection Regulations (GDPR). The survey company will
conduct amanual quality control check on all paper surveys.

Upon completion of the data collection and quality control, the
survey company will develop a set of weights (numerical
coefficients) for the cases to adjust for any underrepresented
segments of the population in the 60+ sample to ensure
representativeness. The following key characteristics will be
considered: sex (male/female), age (60/65-65/70-70/75-80/85+
years), and geographic regions. People with underrepresented
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characteristics will be given higher weights, if necessary, while
overrepresented characteristics will be restrained.

The complete datafilewill be encrypted by the survey company
and transferred to the researchers and stored on Lund
University’s platform for storing, handling, and analyzing data
in a high-secure way (LUSEC). Only project researchers will
be able to access the data within LUSEC. All analyses will be
conducted using statistical software available within this
platform (eg, SPSS and STATA).

Data Analysis

Frequencies and measures of central tendency will be used for
descriptive purposes. Exploratory comparisons between the
groups will be used to identify differences in awareness of,
understanding of, and attitudes toward user involvement in
research. To compare groups, appropriate analyses will be
selected based on the type of data (ie, ordinal, nominal, and
continuous). Although no power cal culation was conducted for
comparisons across samples, as most of the survey items are
categorical (yes/no) or ordinal (4 or 5levels), we estimated that
the selected sample sizes would provide adequate cell sizesfor
analyses. Specific dataanalyseswill be reported in the methods
sections of future publications. When applicable, we will use
statistical methods such as multivariate regression and methods
to deal with repeated measurements. In all analyses, two-sided
P values will be used at asignificance level of .05.

Ethics

Ethical approval has been obtained from the Ethical Board in
Lund (No. 2018/986; Dec 2018). Participation in the study
should not present any significant risks, asthe questions are not
expected to elicit any sensitive or emotiona reactions from
participants. Participation is voluntary and participants can
withdraw from the study at any time.

The survey company staff are specialized in conducting
telephone surveys and will undergo project-specific training.
We will ensure that they repeat the purpose of the study prior
to each survey, speak in a clear and polite manner, and give
potential participants an additional opportunity to decline to
participate. The participant's right to discontinue the survey at
any time will be clearly stated. The survey company staff will
explain that all datawill be handled in accordance with GDPR
standards, protecting unauthorized access. It will be clearly
explained on the paper version, by the telephone interviewer,
and on the web-based survey that completion of the survey
congtitutes informed consent to participate in the study.

Availability of Data and Material

The datasets generated and analyzed during this study are not
publicly available due to a data use agreement between Lund
University and Kantar Sifo but are avalable from the
corresponding author on reasonable request.

Results

Funding for the larger UserAge program started in January 2017
and will continue for 6 years. The data collection for the first
study wave started in September 2019 and will be completed
in spring 2020. Data will be ready for analysis following
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cleaning and quality control, which started during summer 2020
and will be completed autumn 2020. As of submission of this
protocol, we have enrolled the following samples:

1. n=881 in the 60+ sample. Based on lessons |learned from
the pilot study, the random sample wasincreased to N=3000

2. n=150 from the carers sample after additional referral
sampling

3. n=65 from the researcher sample

4. n=11 from the professionals sample

We anticipate the data collection for the second study wave to
start in September 2021.

Discussion

This paper provides a detailed description of a panel study,
which isapart of the 6-year UserAge Program [25]. The panel
study addresses key questions about the awareness and
understanding of and attitudes toward user involvement in
research among different categories of knowledge users and
researchers. Given that research about and with user invol vement
is dominated by qualitative approaches [24], our study makes
avaluable contribution by generating quantitative data that can
be used to make inferences about rel evant populations. In order
to create favorable conditions for future research, it is crucial
for aging and health researchers to understand the awareness
and understanding of and attitudes toward user involvement
among older people and informal carers. Importantly, by
including 3 different categories of knowledge users as well as
aging and health researchers, the panel study will generate new
knowledge about how different categories of knowledge users
perceive user involvement as a phenomenon in aresearch area
of high societal relevance.

Involving different categories of knowledge users, each with
specific needs and prerequisites, in research comeswith specific
challenges [34] hitherto insufficiently explored and addressed
in a rigorous manner. In the panel study, the 60+ sample and
the carers sample can choose to complete the survey via
telephone, an online web page, or apostal survey. Thisapproach
will give more people the possibility to participate in the study
[35], that is, if they do not have access to the internet or are
unable to fill out a paper survey themselves, the telephone
survey might be afavorable alternative. Wewill learn important
lessons to optimize forthcoming data collection waves.

Methodological issuesare of significant importance[14] because
research funders today often ask for user involvement in their
calls for research proposals. Accordingly, it is important to
enhance the knowledge about the challenges of involving
knowledge usersin research on aging and health and about how
to best handle them. Based on the overall goals of the UserAge
program, of which the panel study is one of the numerous
empirical studies, the intention was to include professional
groups represented in different parts of the program. We
thoroughly discussed different strategies to recruit participants
representing health care and social services aswell as housing
and planning sector professionals. However, we experienced
substantial challengesin thisrecruitment process and ended up
with aless optima sample in the first wave of data collection.
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A limitation worth mentioning in this context is that for the
professional s sampl e, researcher sample, and carers sample, we
used convenience sampling. In Sweden, there is no national
registry or other means to identify the members of these 3
populations to randomly sample. Although we could have
attempted to sample from the member lists of different
professional or labor organizations in the health care, social
services, and construction sectors, we did not have the resources
necessary to do so in avalid manner. Thus, this part of the panel
study mainly served as an exerciseto gain experiencesfor future
data collection waves, and the sample sizes attained in the first
wave suggest a need to reconsider the sampling strategy.
Another noteworthy challenge is the difficulties to clearly
identify the target populations (professionals, researchers, and
carers), which partly explainswhy wedid not calculate statistical
power; accordingly, these results cannot be extrapol ated beyond
the respondents. With lessons learned about recruitment and
responserates, wewill bein astronger position to raise the level
of ambition for forthcoming data coll ection waves. Neverthel ess,
our approach to include different categories of knowledge users,
including participants without experiences of user involvement,
in alarge-scale pandl study focusing on trends in attitudes and
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knowledge about user involvement in research on aging and
health in Sweden has not previously been applied.

In conclusion, to the best of our knowledge, very few—if
any—results from larger studies exploring attitudes and
experiences of user involvement in research among the general
population of older adults have been reported. As such, the
UserAge panel study will provide results that can be used to
inform research funders and policy makers about the
prerequisites needed to efficiently conduct research with user
involvement. This can lead to morerelevant findingsto improve
well-being in later life; improve the ability of research
partnerships to benefit from diverse knowledge users' local,
lived, or applied knowledge; and jointly address the challenges
of the aging society in the best possible way. Findings from the
panel study may create conditions to improve approaches to
involve knowledge users (eg, channels for recruitment, meet
interests and expectations, handle barriers) to increase the quality
and impact of research as well as give knowledge users
participating in research a meaningful experience. In addition,
knowledge derived from the panel study will contribute to the
development of reliable and valid methodologies to evaluate
research with user involvement.

Acknowledgments

The authors would like to extend out thanks to those involved in the user forum: the members representing older people and to
doctoral student Joakim Frogren. We would also like to express our gratitude to all researchers within the UserAge program for
their intellectual feedback on the construction of the survey and recruitment strategies. The Swedish Research Council for Health,
Working Life and Welfare (Reference number: 2016-07090) has provided funding for the 6-year UserAge program. The panel
study is accomplished within the context of the Centre for Ageing and Supportive Environments at Lund University, Sweden.

Authors Contributions

Sl and SM S conceptualized the study; all the authors have contributed to the panel study survey methodol ogy. SI and SM S drafted
the grant application with contributions from BS and OJ. MK wrote the ethical application together with SMSand BS, with input
from Sl and OJ. MK led the writing of this study protocol manuscript. All the authors have been involved in revising it critically
and have approved the final version.

Conflicts of Interest
None declared.

References

1.  United Nations, Department of Economic and Social Affairs, Population DivisionUN. Population Division. World Popul ation
Ageing 2017 - Highlights (ST/ESA/SER.A/397). New York: United Nations; 2017. URL : https://digitallibrary.un.org/
record/3799351 [accessed 2020-08-26]

2. AGE Internal Strategic Plan 2018-2021. AGE Platform Europe. 2017. URL : https.//www.age-platform.eu/publications/
age-internal -strategic-plan-2018-2021 [accessed 2020-08-26]

3. Waker A. Why involve older people in research? Age Ageing 2007 Sep;36(5):481-483 [FREE Full text] [doi:
10.1093/ageing/afm100] [Medline: 17913755]

4.  JossN, Cooklin A, Oldenburg B. A scoping review of end user involvement in disability research. Disabil Health J 2016
Apr;9(2):189-196 [FREE Full text] [doi: 10.1016/j.dhj0.2015.10.001] [Medline: 26596694]

5. JenningsH, Slade M, Bates P, Munday E, Toney R. Best practice framework for Patient and Public Involvement (PPI) in
collaborative dataanalysis of qualitative mental health research: methodol ogy development and refinement. BMC Psychiatry
2018 Jun 28;18(1):213 [FREE Full text] [doi: 10.1186/s12888-018-1794-8] [Medline: 29954373]

6. BeightonC, Victor C, Carey IM, Hosking F, DeWilde S, Cook DG, et a. 'I'm surewe made it abetter study...': Experiences
of adults with intellectual disabilities and parent carers of patient and public involvement in a health research study. J
Intellect Disabil 2019 Mar;23(1):78-96 [FREE Full text] [doi: 10.1177/1744629517723485] [Medline: 28812949]

7.  World Health Organization (WHO). Knowledge trand ation framework for ageing and health. 2012. URL : https.//www.
who.int/ageing/publications’/knowledge_translation/en/ [accessed 2020-08-28]

http://www.researchprotocols.org/2020/9/e17759/ JMIR Res Protoc 2020 | vol. 9 | iss. 9| e17759 | p. 7

(page number not for citation purposes)


https://digitallibrary.un.org/record/3799351
https://digitallibrary.un.org/record/3799351
https://www.age-platform.eu/publications/age-internal-strategic-plan-2018-2021
https://www.age-platform.eu/publications/age-internal-strategic-plan-2018-2021
https://linkinghub.elsevier.com/retrieve/pii/36/5/481
http://dx.doi.org/10.1093/ageing/afm100
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17913755&dopt=Abstract
https://linkinghub.elsevier.com/retrieve/pii/S1936-6574(15)00161-2
http://dx.doi.org/10.1016/j.dhjo.2015.10.001
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26596694&dopt=Abstract
https://linkinghub.elsevier.com/retrieve/pii/10.1186/s12888-018-1794-8
http://dx.doi.org/10.1186/s12888-018-1794-8
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29954373&dopt=Abstract
http://europepmc.org/abstract/MED/28812949
http://dx.doi.org/10.1177/1744629517723485
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28812949&dopt=Abstract
https://www.who.int/ageing/publications/knowledge_translation/en/
https://www.who.int/ageing/publications/knowledge_translation/en/
http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR RESEARCH PROTOCOLS Kylénet a

8.

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24,

25.

26.

27.

28.

29.

30.

31.

Graham ID, McCutcheon C, Kothari A. Exploring the frontiers of research co-production: the Integrated Knowledge
Translation Research Network concept papers. Health Res Policy Syst 2019 Nov 25;17(1):88 [FREE Full text] [doi:
10.1186/s12961-019-0501-7] [Medline: 31760953]

Fudge N, Wolfe CDA, McKevitt C. Involving older people in health research. Age Ageing 2007 Sep;36(5):492-500. [doi:
10.1093/ageing/afm029] [Medline: 17395618]

Bindels J, Baur V, Cox K, Heijing S, AbmaT. Older people as co-researchers: a collaborative journey. Ageing and Society
2013 Feb 01;34(6):951-973. [doi: 10.1017/s0144686x12001298]

Buffel T. Social research and co-production with older people: Developing age-friendly communities. J Aging Stud 2018
Mar;44:52-60. [doi: 10.1016/j.jaging.2018.01.012] [Medline: 29502790]

Brett J, Staniszewska S, Mockford C, Herron-Marx S, Hughes J, Tysall C, et al. Mapping the impact of patient and public
involvement on health and social care research: a systematic review. Health Expect 2014 Oct;17(5):637-650 [ FREE Full
text] [doi: 10.1111/].1369-7625.2012.00795.x] [Medline: 22809132]

Domecq JP, Prutsky G, Elraiyah T, Wang Z, Nabhan M, Shippee N, et al. Patient engagement in research: a systematic
review. BMC Health Serv Res 2014 Feb 26;14:89 [FREE Full text] [doi: 10.1186/1472-6963-14-89] [Medline: 24568690]
Shippee ND, Domecq Garces JP, Prutsky Lopez GJ, Wang Z, Elraiyah TA, Nabhan M, et a. Patient and service user
engagement in research: asystematic review and synthesized framework. Health Expect 2015 Oct;18(5):1151-1166 [FREE
Full text] [doi: 10.1111/hex.12090] [Medline: 23731468]

Boote J, Telford R, Cooper C. Consumer involvement in health research: areview and research agenda. Health Policy 2002
Aug;61(2):213-236. [doi: 10.1016/s0168-8510(01)00214-7] [Medline: 12088893]

Staley K. Exploring impact: public involvement in NHS, public health and social care research. Eastleigh: INVOLVE;
2009.

Brett J, Staniszewska S, Mockford C, Herron-Marx S, Hughes J, Tysall C, et al. A systematic review of theimpact of patient
and public involvement on service users, researchers and communities. Patient 2014;7(4):387-395. [doi:
10.1007/s40271-014-0065-0] [Medline: 25034612]

Williams SS, Esposito D, Rich EC. Patients and clinicians as stakeholders in comparative effectiveness research: multiple
perspectives and evolving roles. J Comp Eff Res 2014 Nov;3(6):573-575 [FREE Full text] [doi: 10.2217/cer.14.61] [Medline:
25494562]

Lawrence RJ. Housing and health: from interdisciplinary principlesto transdisciplinary research and practice. Futures 2004
May;36(4):487-502. [doi: 10.1016/j.futures.2003.10.001]

Iwarsson S, Lofguist C, Oswald F, Slaug B, Schmidt S, Wahl H, et al. Synthesizing ENABLE-AGE Research Findingsto
Suggest Evidence-Based Home and Health Interventions. Journal of Housing For the Elderly 2016 Aug 11;30(3):330-343.
[doi: 10.1080/02763893.2016.1198742]

Thompson J, Barber R, Ward PR, Boote JD, Cooper CL, Armitage CJ, et a. Health researchers attitudes towards public
involvement in health research. Health Expect 2009 Jun;12(2):209-220 [FREE Full text] [doi:
10.1111/j.1369-7625.2009.00532.x] [Medline: 19392833]

Oliver S, Milne R, Bradburn J, Buchanan P, Kerridge L, Walley T, et al. Involving consumers in a needs-led research
programme: apilot project. Health Expect 2001 Mar;4(1):18-28 [FREE Full text] [doi: 10.1046/j.1369-6513.2001.00113.x]
[Medline: 11286596]

Wright DN, Corner JL, Hopkinson JB, Foster CL. The case for user involvement in research: the research priorities of
cancer patients. Breast Cancer Res 2007 Dec 20;9(S2). [doi: 10.1186/bcr1801]

Staley K. 'Isit worth doing? Measuring the impact of patient and public involvement in research. Res Involv Engagem
2015;1:6 [FREE Full text] [doi: 10.1186/s40900-015-0008-5] [Medline: 29062495]

Iwarsson S, Edberg A, Ivanoff SD, Hanson E, Jonson H, Schmidt S. Understanding User Involvement in Research in Aging
and Health. Gerontol Geriatr Med 2019;5:2333721419897781 [ FREE Full text] [doi: 10.1177/2333721419897781] [Medline:
31909093]

De Keulenaer F. Panel Survey. In: Lavrakas PJ, editor. Encyclopedia of Survey Research Methods. Thousand Oaks: Sage
Publications; 2011:571-573.

Mein G, Sedle C, RiceH, Joha S, Ashcroft RE, Ellison G, et a. Altruism and participation in longitudinal health research?
Insights from the Whitehall Il Study. Soc Sci Med 2012 Dec;75(12):2345-2352. [doi: 10.1016/j.socscimed.2012.09.006]
[Medline: 23031604]

Cochran W. Sampling techniques (3rd ed.). New York: John Wiley & Sons; 1977.

Ryan J, Svensson H, Rosenkvist J, Schmidt S, Wretstrand A. Cycling and cycling cessation in later life: Findings from the
city of Mamd. Journal of Transport & Health 2016 Mar;3(1):38-47. [doi: 10.1016/j.jth.2016.01.002]

Deng Y, Hillygus DS, Reiter JP, Si Y, Zheng S. Handling Attrition in Longitudinal Studies: The Case for Refreshment
Samples. Statist. Sci 2013 May;28(2):238-256. [doi: 10.1214/13-ST S414]

Patterson S, Trite J, Weaver T. Activity and views of service usersinvolved in mental health research: UK survey. Br J
Psychiatry 2014 Jul;205(1):68-75. [doi: 10.1192/bjp.bp.113.128637] [Medline: 24723628]

http://www.researchprotocols.org/2020/9/e17759/ JMIR Res Protoc 2020 | vol. 9 | iss. 9| el7759 | p. 8

(page number not for citation purposes)


https://health-policy-systems.biomedcentral.com/articles/10.1186/s12961-019-0501-7
http://dx.doi.org/10.1186/s12961-019-0501-7
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=31760953&dopt=Abstract
http://dx.doi.org/10.1093/ageing/afm029
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17395618&dopt=Abstract
http://dx.doi.org/10.1017/s0144686x12001298
http://dx.doi.org/10.1016/j.jaging.2018.01.012
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29502790&dopt=Abstract
http://europepmc.org/abstract/MED/22809132
http://europepmc.org/abstract/MED/22809132
http://dx.doi.org/10.1111/j.1369-7625.2012.00795.x
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22809132&dopt=Abstract
https://bmchealthservres.biomedcentral.com/articles/10.1186/1472-6963-14-89
http://dx.doi.org/10.1186/1472-6963-14-89
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24568690&dopt=Abstract
http://europepmc.org/abstract/MED/23731468
http://europepmc.org/abstract/MED/23731468
http://dx.doi.org/10.1111/hex.12090
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23731468&dopt=Abstract
http://dx.doi.org/10.1016/s0168-8510(01)00214-7
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=12088893&dopt=Abstract
http://dx.doi.org/10.1007/s40271-014-0065-0
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25034612&dopt=Abstract
https://journals.viamedica.pl/folia_histochemica_cytobiologica/article/view/67740
http://dx.doi.org/10.2217/cer.14.61
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25494562&dopt=Abstract
http://dx.doi.org/10.1016/j.futures.2003.10.001
http://dx.doi.org/10.1080/02763893.2016.1198742
https://linkinghub.elsevier.com/retrieve/pii/HEX532
http://dx.doi.org/10.1111/j.1369-7625.2009.00532.x
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=19392833&dopt=Abstract
http://europepmc.org/abstract/MED/11286596
http://dx.doi.org/10.1046/j.1369-6513.2001.00113.x
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=11286596&dopt=Abstract
http://dx.doi.org/10.1186/bcr1801
https://researchinvolvement.biomedcentral.com/articles/10.1186/s40900-015-0008-5
http://dx.doi.org/10.1186/s40900-015-0008-5
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29062495&dopt=Abstract
https://journals.sagepub.com/doi/10.1177/2333721419897781?url_ver=Z39.88-2003&rfr_id=ori:rid:crossref.org&rfr_dat=cr_pub%3dpubmed
http://dx.doi.org/10.1177/2333721419897781
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=31909093&dopt=Abstract
http://dx.doi.org/10.1016/j.socscimed.2012.09.006
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23031604&dopt=Abstract
http://dx.doi.org/10.1016/j.jth.2016.01.002
http://dx.doi.org/10.1214/13-STS414
http://dx.doi.org/10.1192/bjp.bp.113.128637
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24723628&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR RESEARCH PROTOCOLS Kylénet a

32.

33.

35.

Tullo ES, Robinson L, Newton J. Comparing the perceptions of academics and members of the public about patient and
public involvement in ageing research. Age Ageing 2015 May;44(3):533-536. [doi: 10.1093/ageing/aful93] [Medline:
25527607]

Vale CL, Thompson LC, Murphy C, Forcat S, Hanley B. Involvement of consumersin studies run by the Medical Research
Council Clinical Trials Unit: results of asurvey. Trials 2012 Jan 13;13:9 [FREE Full text] [doi: 10.1186/1745-6215-13-9]
[Medline: 22243649]

Backhouse T, Kenkmann A, Lane K, Penhale B, Poland F, Killett A. Older care-home residents as collaborators or advisors
in research: a systematic review. Age Ageing 2016 May;45(3):337-345 [FREE Full text] [doi: 10.1093/ageing/afv201]
[Medline: 26790454]

Carlstedt E. Activity and participation among stroke survivors. Towards a self-management intervention supporting travelling
by bus. Lund: Lund University, Faculty of Medicine Doctoral Dissertation Series; 2018.

Abbreviations

GDPR: General Data Protection Regulations

SGS: Swedish Gerontological Society

SWEAH: Swedish National Graduate School for Competitive Science on Ageing and Health
WHO: World Health Organization

Edited by G Eysenbach; submitted 10.01.20; peer-reviewed by K Best, L Hassan, H Brown, P Petaipimol, O Odejimi; comments to
author 05.03.20; revised version received 29.05.20; accepted 21.06.20; published 21.09.20

Please cite as:

Kylén M, Schmidt SM, Jonsson O, Saug B, Iwarsson S

Awareness of and Attitudes Toward User Involvement in Research on Aging and Health: Protocol for a Quantitative Large-Scale
Panel Study

JMIR Res Protoc 2020;9(9):€17759

URL: http://www.researchprotocols.org/2020/9/e17759/

doi: 10.2196/17759

PMID: 32955444

©Maya Kylén, Steven M Schmidt, Oskar Jonsson, Bjorn Slaug, Susanne Iwarsson. Originally published in IMIR Research
Protocols (http://www.researchprotocols.org), 21.09.2020. Thisis an open-access article distributed under the terms of the Creative
Commons Attribution License (https://creativecommons.org/licenses/by/4.0/), which permits unrestricted use, distribution, and
reproduction in any medium, provided the original work, first published in IMIR Research Protocols, is properly cited. The
complete bibliographicinformation, alink to the original publication on http://www.researchprotocols.org, aswell asthis copyright
and license information must be included.

http://www.researchprotocols.org/2020/9/e17759/ JMIR Res Protoc 2020 | vol. 9 | iss. 9| el7759 | p. 9

RenderX

(page number not for citation purposes)


http://dx.doi.org/10.1093/ageing/afu193
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25527607&dopt=Abstract
https://trialsjournal.biomedcentral.com/articles/10.1186/1745-6215-13-9
http://dx.doi.org/10.1186/1745-6215-13-9
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22243649&dopt=Abstract
http://europepmc.org/abstract/MED/26790454
http://dx.doi.org/10.1093/ageing/afv201
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26790454&dopt=Abstract
http://www.researchprotocols.org/2020/9/e17759/
http://dx.doi.org/10.2196/17759
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=32955444&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

