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Abstract

Background: The scope of this priority-setting process is communication and
collaboration in transitional care for patients with acute stroke. Actively involving
persons with stroke and their family caregivers is important both in transitional care
and when setting priorities for research. Established priority-setting methods are
time-consuming and require extensive resources. They are therefore not feasible in
small-scale research. This article describes a pragmatic priority-setting process to
identify a prioritized top 10 list of research needs regarding transitional care for
patients with acute stroke.

Methods: A pragmatic priority-setting approach inspired by the James Lind Alliance
was developed. It involves establishing a user group, identifying the research needs
through an online survey, analysing and checking the research needs against
systematic reviews, culminating in an online prioritization of the top 10 list.
Results: The process was completed in 7 months. A total of 122 patients, family
caregivers, health personnel and caseworkers submitted 484 research needs, and 19
users prioritized the top 10 list. The list includes the categories ‘patients and
caregivers' needs and health literacy’, ‘health personnel's common understanding’,
‘information flow between health personnel and patients and caregivers’, ‘available
interventions and follow-up of patients and caregivers’, ‘interaction and collabora-
tion between health personnel and caseworkers across hospital and primary
healthcare’ and ‘disabilities after stroke’.

Conclusion: This paper outlines a pragmatic approach to identifying and prioritizing
users' research needs that was completed in 7 months. The top 10 list resulting from
this priority setting process can guide future research relating to communication and
collaboration during the transition from hospital to the community for patients with
stroke.

Patient and Public Contribution: Members of three stroke organizations participated

in the advisory group. They gave feedback on the scope and the process, distributed
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1 | INTRODUCTION

Depending on functional and cognitive disabilities, patients may need
long-term rehabilitation after discharge from the hospital to ensure
the best possible outcome.!™® The concept of transitional care
includes both hospital and posthospital interventions that promote a
safe and timely transfer of patients between levels of care. ¢
However, while there is no consensus on what constitutes
transitional care after stroke, engaging both patients and healthcare
personnel is essential, and interventions may include discharge
planning, patient and family education, follow-up care, rehabilita-
tion and the transfer of information between care providers.*°~?
Healthcare reforms in Norway have led to more responsibility for
rehabilitation being transferred from hospitals to primary healthcare
(PHC) in the municipalities,® resulting in earlier discharge from
hospital.2? Lack of involvement and communication, for patients in
need of follow-up, can lead to uncertainty and a feeling of lack of
control.1? After hospital discharge, patients may experience a variety
of unmet needs, including needs for more service, information and

therapy,*®*4

indicating that there is insufficient communication
between the patient and health personnel, as well as between health
personnel across care levels.

There is an increasing focus on patients' and users' rights to
participate in research, and legal and health policy documents
support these processes.*>"” Inviting users to set research priorities
can reduce the described mismatch between patients' needs and

8 and reduce research waste.'” In addition,

researchers' agendas,®
since users may feel a greater sense of ownership of the research and
its results, this could have an impact on the implementation of the
research results, as the research is perceived as more relevant.2%21
Priority setting processes focus on involving users to identify their
research needs and to prioritize these needs.’®222% There are few
publications dealing with priority setting processes in the stroke
context, and none on transitional care from hospital to PHC. Two
large priority setting processes in the United Kingdom resulted in

four top 10 lists: Pollock et al.2*

|.25

prioritized a top 10 list relating to life
after stroke, Franklin et a a top 10 list for people with aphasia,
while the Stroke Association prioritized two 10 top lists relating to
stroke prevention, diagnosis, prehospital and hospital care and stroke
rehabilitation and long-term care.?®

There is no gold standard method for setting priorities for
research.?*?” Because well-described priority setting approaches
require resources, are time-consuming and often aim to set priorities

at the national level,>?” they might need to be adapted to fit smaller

the surveys and prioritized the top 10 list. Persons with stroke and their caregivers

submitted research needs in the survey.

collaboration, communication, priority setting, research needs, stroke, transitional care, user

research projects.? The aim of this article is therefore to describe the
pragmatic priority setting process used to identify a prioritized top
10 list of research needs regarding communication and collaboration

in transitional care for patients with acute stroke (TracStroke).

2 | METHODS

The TracStroke project is part of the Bridge Builder Initiative at Oslo
Metropolitan University?® and is affiliated with Akershus University
Hospital. The university hospital has the largest stroke unit in
Norway, serving 24 municipalities with approximately 560,000
inhabitants.??

The TracStroke project is based on the Bridge-Building Model

developed at the university,*°

which entails developing needs-led
research approaches. The first author has attended a needs-led
research course at the university, while the last author has previously
participated in needs-led projects. The scope of the TracStroke
project is examined in a Norwegian context, where increased
responsibility for patients' care and rehabilitation was transferred to
the municipalities through the Coordination Reform of 2012.1° The
scope is derived from a clinical question raised by clinicians at the
hospital's stroke unit, as recommended in the Bridge Building
Model.3° As preparations are recommended when developing an
approach,?® the first author contacted health personnel and
organizations for persons with stroke and requested their feedback
on whether the scope of research needs relating to communication
and collaboration in transitional care for patients with stroke was
interesting and whether they wished to participate in a priority-
setting process. Since they responded positively, the project's scope
was defined as ‘communication and collaboration in the service
transition from hospital to municipal rehabilitation after stroke’.

The method used for priority setting in the TracStroke project
was strongly inspired by the James Lind Alliance (JLA) Guidebook,
which explains the methods and principles of its priority-setting
partnership (PSP),%® as well as by frameworks described in other
needs-led research.?%3! The JLA is a systematic process in which
patients, caregivers and health professionals are invited to take part
in an equal PSP to identify and prioritize research needs.?® The
process includes appointing a steering group and establishing a PSP
and identifying the users' research needs, before processing and
checking them against systematic reviews. The final step is a
prioritization process that includes both an interim process and a

workshop to arrive at a top 10 list of prioritized research needs.
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«Different stakeholder groups invited to an advisory group

Establishing user group «Discussion of scope, approach and responsibilities

*Research group developed an online survey

Gathering research needs +User group distributed the survey through their network
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A
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Analyzing research needs *Performed by the research group
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*Qualitative approach

Checking research needs *Performed by the research group

N «Interim prioritization by the research grou
Prioritizing research needs I A -

«Final priritization of the top 10 list by user group

FIGURE 1 TracStroke priority-setting approach.

The JLA is a well-known method,3? but it requires resources and

t2% and is time-consuming.?’ This

supervision by a JLA consultan
means that it was not feasible for the TracStroke project and the
research group to use. Our approach did not include the roles and
responsibilities of the JLA resources or the steering group,® and the
research group carried out and led the project. During the
development of the approach, the focus was on creating a pragmatic
and feasible approach to identify users' research needs within the
timeframe and limited resources available. Users were broadly
defined to include persons with stroke, their caregivers and health
personnel all of whom could be affected by the research.*®'” The
research group consisted of the authors of this article. As several
authors encourage describing the approach used®32* and the use of
checklists to ensure the quality and transparency of the
approach,3>%¢ the steps in the TracStroke priority-setting approach
(Figure 1) will be described in this section.

2.1 | Establishing the user group

The stakeholders in this process were broadly defined to include
patients with stroke, their caregivers and various health personnel.
Persons with stroke and caregivers were important as they
experience the outcomes of a stroke, and their experiences are
important when developing research that might meet their needs.
Health personnel in both the hospital and PHC, and caseworkers in
the municipalities were included since they communicate, cooper-
ate and coordinate their activities to make sure patients receive
appropriate care after discharge from the hospital. Unlike the JLA
PSP, where the steering groups work closely with the researchers,
the user group had an advisory role and was kept informed and
consulted throughout the process. The user group's main tasks were
to give feedback and advise about the scope and the priority-setting
process, and promote and participate in the online surveys for
gathering and prioritizing research needs.

As the priority-setting process entailed meetings, members were
recruited from neurologic and allied health units at the university
hospital, the municipalities around the hospital and the local branches
of the three organizations for persons with stroke. The invitation

included information about the scope and purpose of the project, and

WILEY—L 7%

TABLE 1 Questions for identifying research needs

Persons with stroke and caregivers

e What do you think is important to investigate regarding
communication between health personnel and patients and
caregivers?

e What do you think should be given most focus upon discharge from
hospital?

e What do you think the PHC should focus most on after discharge
from hospital?Are there other aspects of discharge from hospital to
PHC that it is important to investigate?

Health personnel

e What do you think is important to investigate regarding
communication between health personnel in the hospital and PHC?

e What do you think is important to investigate regarding
communication between health personnel and patients and
caregivers?

e What do you think is important to investigate regarding
collaboration between health personnel in the hospital and PHC?

e Are there other aspects of discharge from hospital to PHC that it is
important to investigate?

Caseworkers

e What do you think is important to investigate regarding
communication between health personnel in the hospital and PHC?

e What do you think is important to investigate regarding
collaboration between health personnel in the hospital and PHC?

e Are there other aspects of discharge from hospital to PHC that it is
important to investigate?

Abbreviation: PHC, primary healthcare.

that their involvement entailed an advisory role. They were also
informed that meetings would take place at the hospital, and that
refreshments would be provided and travel expenses refunded.
At the first and only meeting with the user group, the scope and
priority-setting approach were presented and discussed. The group
was encouraged to discuss the different concepts and terms used to
describe the scope and the approach, their relevance, and other
aspects that triggered engagement. A consensus was reached on the
scope, the members' involvement and responsibilities in relation to

gathering and prioritizing research needs.

2.2 | Gathering research needs
To identify the research needs of patients, caregivers, health
personnel and caseworkers, the research group developed an online
survey.?® The questions were phrased differently for persons with
stroke and their caregivers, and health personnel and caseworkers to
reflect on their specific experiences in the transition (Table 1). The
user group piloted the survey and was asked to comment on the
questions, their wording and user-friendliness. There were no
limitations on how many inputs each respondent could provide.
Participants were recruited using convenience/snowballing
sampling to reach as many as possible within the timeframe. The

survey was promoted by the user group and the hospital through
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social media and newsletters, and through patient and health-related

networks.

2.3 | Analysing research needs

Before the analysis, the data set was managed in Microsoft Excel
to organize and group research needs and to ensure that each
respondent group's (patients, caregivers, health personnel in
hospital, health personnel in PHC, caseworkers) research needs
would be apparent as recommended by the JLA.?® The submitted
research needs were organized under the survey question
categories: information, collaboration and other aspects of
discharge.

As JLA recommends categorizing and grouping similar research
needs,?® the qualitative analysis of the submitted research needs was
inspired by thematic analysis.>” The first step in the analysis entailed
reading the research needs several times to get an impression of the
material and to identify preliminary categories that capture the
submitted research need. The second step involved identifying,
sorting and coding research needs within and across categories. Each
category was sorted into subgroups that revealed different aspects of
the main category. Research needs or comments that were not
related to transitional care challenges were removed during Steps 1
and 2. In the third step, the research needs in each subgroup were
summarized into one or more indicative questions. The questions
were based on the research needs submitted as questions, and the
research needs submitted as comments were categorized under a
similar research question. In subgroups without a formulated
question, an indicative question was formulated based on the
submitted input. In the last step, similar research needs questions
were combined with rephrased questions. The JLA suggests combin-
ing and rephrasing similar questions,?® which is both an interpretative
and a pragmatic process that makes the list to be checked against the
evidence base shorter and more manageable (Table 2).

2.4 | Checking research needs

After the analysis, to prevent duplicate research, the list of research
needs was checked against systematic reviews to verify whether
there were true knowledge gaps.?®> Questions that had been
addressed and answered by systematic reviews were removed from
the list, while relevant research recommendations from the reviews
were added to the list.2® Systematic searches were conducted in the
databases Cochrane, Epistemonikos, Medline and PsycINFO. The
search strategy used the MeSH terms and equivalent text words:
‘stroke’ AND ‘discharge’ OR ‘transition’ OR ‘transfer’ for all databases,
and, in Medline and PsycINFO, the additional MeSH terms: AND
‘hospital’ AND ‘home health care’ were used. Systematic reviews
published in peer-reviewed journals after 2010 were included.
The abstracts of the systematic reviews were read to check whether
the research needs categories were mentioned as outcomes or

categories for the review.

The analysis and checking of research needs were performed by
the first author and checked and discussed by the research group.
The user group received a PowerPoint presentation, with an audio
explanation of the analysis in an email, and was encouraged to ask
questions if anything was unclear and to give feedback.

2.5 | Prioritizing research needs

Due to the COVID-19 restrictions in Norway, which resulted in a
national lockdown, the prioritization was carried out in two steps and
did not include workshops as recommended in JLA (Figure 1). Before
starting the prioritization, a new round of combining similar questions
within and across the categories was performed, creating a long list for
prioritization. In addition, the research group considered whether the
research questions were feasible for research purposes. The interim
prioritization was conducted by the research group. The research
needs represented by at least three of the six respondent groups
(patients, caregivers, health personnel hospital, health personnel PHC,
caseworkers, reviews) were prioritized in a shortlist for final prioritiza-
tion by the users. The user group was informed about this process
through a PowerPoint presentation distributed by email.

The final prioritization included an anonymous electronic survey
conducted to prioritize a shortlist for a top 10 list. The user group
received a link to the survey, and the members distributed it within
their networks to include more patients and health personnel, as well as
caregivers and caseworkers. Those participating were asked to select
the 10 most important research needs questions from the shortlist. The
research needs questions with most points constituted the top 10 list.
The user group received a final presentation with the top 10 list and the

proposed research question for the TracStroke project.

2.6 | Ethical considerations

In Norway, needs-led research does not require approval by the
Regional Committees for Medical and Health Research. The study
was discussed with the Norwegian Centre for Research Data and,
since the survey did not gather personal information and contained
informed consent information, it did not require their approval either.
The user group received and signed a written informed consent at
the first meeting. The survey contained informed consent informa-
tion in accordance with the guidelines set out by the Norwegian
Centre for Research Data. The first page of the survey contained
information outlining the purpose of the study and its anonymous
nature and asked participants to refrain from writing confidential
information. Participants were informed that their participation was
voluntary and that by answering the survey they gave their consent.

3 | RESULTS

The TracStroke priority-setting process lasted from September 2019
until April 2020.
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TABLE 2
Categories

Follow-up

Information

Disabilities

Patient and caregiver
needs

Collaboration

Common understanding

31 |

The user group

Development of categories and questions

Coded research need

What kind of follow-up do patients receive after
discharge from the stroke unit?

What kind of follow-up do complex patients receive
after discharge from the stroke unit?

What is done to ensure patients receive the right
follow-up after discharge?

What kind of information do patients and their families
receive during stroke follow-up?

How is the information adapted to the patient's
information needs?

How is the patient informed and guided during and
after the hospital stay?

How to communicate with patients with different
kinds of cognitive needs.

How to communicate with patients with aphasia.

Do the patients understand the information they are
given?

How do the patients perceive the information given
to them?

How can the hospital and the community collaborate
to make each other better?

Is there any collaboration and how can it be improved?

How to prioritize collaboration in a hectic work
situation.

How knowledgeable is the hospital about the
healthcare services in the community?

How to increase the understanding of how we
contribute

How to create a common understanding of follow-up
and the services available

WILEY—L7#

Examples of the research questions

What kind of follow-up do patients receive after discharge
from the stroke unit?

How do health personnel inform the patients about stroke
and what to expect?

How do health personnel adapt their communication for
patients with cognitive needs?

How do patients experience the information given by health
personnel?

How do health personnel cooperate across levels of care and
how can the collaboration be improved?

How knowledgeable are health personnel about services
across care levels?

TABLE 3 Description of the user group

Stakeholder groups

The user group consisted of 12 members (Table 3). The three

Patient organizations

regional stroke organizations were invited to appoint a member

each. The hospital

appointed two nurses,

one neurologist, .
Hospital

one physiotherapist and one consultant. Two physiotherapists,

one occupational therapist and a physician represented the

municipalities.

3.2 |

The survey gathered

caregivers,

health personnel

Primary healthcare

Participation in the online survey

research needs from 122 patients,

and caseworkers through the

Profession Gender

Two men/one
woman

Three persons
with stroke

Two nurses Five women
One neurologist
One physiotherapist

One consultant

One man/three
women

Two physiotherapists

One occupational
therapist

One physician

from hospitals submitted 96 and caseworkers and others

online survey (Table 4). The majority of the 489 submitted inputs
came from patients (175), while their caregivers submitted
57 research needs (Figure 2). Health personnel working in
PHC submitted 127 research needs, while health personnel

submitted 34. Nearly 60% of health personnel were either
physiotherapists (32%) or nurses (27%), while 15% were occupa-
tional therapists, 12% physicians and the rest other healthcare

personnel.
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TABLE 4 Respondents in the online survey and prioritization

3.3 | Categorization of the research needs

Six categories were identified in the thematic analysis (Table 2). The
categories ‘Collaboration’ and ‘Follow-Up’ were identified in 50% of
the submitted research needs (Table 5). Within the category
‘Collaboration’, 85% of the research needs were evenly divided by
health personnel and patients, while, within the category ‘Follow-
Up', 63% of the input was submitted by patients (Table 6). An even
distribution of patients, caregivers and health personnel submitted
research needs relating to the category ‘Patient's & Caregiver's
Needs’, while 76% of the research needs relating to the category

FIGURE 2 Flow-chart of the TracStroke

process.

Respondents Survey Prioritization
Persons with stroke 40 5
Caregivers 13 2
Health personnel hospital 24 5
Health personnel primary healthcare 35 3
Caseworkers/others 10 4
Total 122 19
%o Persons with stroke n= 175
5 < Caregivers n= 57
= 489 submitted research needs HP hospital n= 96
5 HP municipality n= 127
Caseworkers/others n= 34
484 inputs in 6 codes (step 2) 69 inputs removed (unclear
or out of scope)
o) A 4
g Research needs summarized into 83
5 indicative questions (step 3)
Similar questions combined across
codes into 62 questions (step 4)
7 questions answered by
systematic reviews
( —
Checking resulted in 75 questions
of)
'_5 19 questions added from
_§ . systematic reviews
O - . Ty
Similar questions combined into 39
questions for interim prioritization
M
) A 4
S 39 questions for interim prioritization
g :'6‘ 19 questions for final prioritization
=
~
S
A 4
-
2 Top 10 list of prioritized research
é needs
—

HP=health personnel
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‘Common Understanding’ were submitted by health personnel, and
patients and caregivers submitted 81% of the needs relating to
‘Disabilities after stroke’. Table 7 shows how the different
respondent groups' research needs are distributed across different
categories.

3.4 | Checking the research needs

The systematic search identified 26 relevant systematic reviews.
The 62 research needs were checked against the systematic
reviews. Twelve of the reviews answered seven research needs, six
gave rise to nineteen questions, while eight did neither (Figure 2).
The systematic reviews' contributions to the research needs
were: information

and guidance of patients and their

families,”>®3? how health personnel communicates and cooperate

40-43 and how follow-up is offered and delivered

with each other,
to patients and their caregivers.”** 4 After checking and adding
research needs from the reviews, the research group combined
similar research needs, resulting in a list of 39 research needs for

prioritization.

3.5 | The prioritaztion of the top 10 list

In the interim prioritization, the research group produced a
shortlist of 19 questions that were represented by at least three
of the six respondent groups (patients, caregivers, health person-
nel in hospital, health personnel in PHC, caseworkers, systematic
reviews).

In the final prioritization, 19 users (Table 4) participated in voting
for the top 10 list of research needs (Table 8). The two research
needs at the top of the list received 74% of the votes, and input from
patients, caregivers and health personnel contributed to these
questions. The two lowest priority research needs received 53% of
the votes. Question number 4 is based on input from all the user
groups (Table 8).

4 | DISCUSSION

This article describes a pragmatic priority-setting process aimed at
identifying a prioritized top 10 list of research needs relating to
communication and collaboration in transitional care for patients with
acute stroke. In this process, 122 patients, their caregivers, health
personnel and caseworkers submitted their research needs, while 19
users prioritized the top 10 list of research needs. The list includes
four questions regarding ‘patients' and caregivers' needs and health
literacy’ and two questions regarding ‘health personnel's common
understanding’. The categories ‘information flow between health
personnel and patients and caregivers’, ‘available interventions and
follow-up for patients and caregivers’, ‘interaction and collaboration
between health personnel and caseworkers across the hospital and
PHC’ and ‘disabilities after stroke’ are represented with one question
each in the top 10 list.

Every main category from the analysis is represented in the top
10 list. The categories are similar to the most common categories in
other priority setting studies, including ‘patients’, ‘health care
professionals’, ‘carers’, ‘health care system’ and ‘treatment’.®? This
could indicate that, even though our approach is less rigorous than
the JLA, it was conducted rigorously enough to embrace important
categories. We included research needs phrased as comments and
not just questions and, since patients' and caregivers' submissions are
more often rejected,?? this might have increased their impact on the
development of the categories.

The TracStroke top 10 list complements the other priority-setting
processes relating to stroke. Whereas Pollock et al.,>* Franklin et al.?®
and the Stroke Association?® present top 10 lists concerning
prehospital and hospital care and rehabilitation, our top 10 list
concerns communication and collaboration during the transition from
hospital to the community. The questions in the top 10 list are mostly
phrased to suit qualitative research. The different foci of the top 10
lists can be affected by their different scopes and how the questions
were phrased in the studies. We specifically asked about communica-
tion and collaboration relating to the discharge process and rehabilita-

I.,24

tion. Pollock et a on the other hand, asked about stroke treatment

TABLE 5 Distribution of the 484 research needs across categories and respondents
Common

Information Follow-up Collaboration P&C needs understanding Disabilities No. of RN
P 4.5% 15.7% 6.6% 4.3% 2% 3.9% 171
C 1.6% 3.7% 2.6% 3% 0 0.4% 56
HPH 3.9% 1.8% 7% 4.3% 2.2% 0.4% 96
HPP 6.6% 2.6% 8.2% 3.9% 4.3% 0.6% 128
cw 1.6% 0.8% 1.4% 1% 1.8% 33
% 18.2% 24.6% 25.8% 16.5% 10.3% 5.3% 100%/484

Abbreviations: CW, caseworkers; HPH, health personnel hospital; HPP, health personnel PHC; P, persons with stroke; RN, research needs.
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P&C Common

Information Follow-up Collaboration needs understanding Disabilities within categories
No of RN 89 120 126 81 42 26
P 24.7% 63.3% 25.4% 259% 2.4% 73.1%
Caregivers 9% 15% 10.3% 18.5% O 7.7%
HPH 21.3% 7.5% 27% 259% 26.2% 7.7%
HPP 36% 10.8% 31.7% 23.5%  50% 11.5%
CwW 9% 3.3% 5.6% 6.2% 21.4% 0
% 100% 99.9% 100% 100%  100% 100%

Abbreviations: CW, caseworkers; HPH, health personnel hospital; HPP, health personnel PHC;
P, persons with stroke; RN, research needs.

TABLE 6 Respondent representation

P&C Common TABLE 7 Respondents' research
Information Follow-up  Collaboration needs understanding Disabilities % needs across categories
P 12.9% 44.4% 18.7% 12.3%  0.6% 11.1% 100%
C 14.3% 32.1% 23.2% 268% O 3.6% 100%
HPH 19.8% 9.4% 35.4% 219% 11.4% 2.1% 100%
HPP  25% 10.2% 31.3% 14.8% 16.4% 2.3% 100%
CW  242% 12.1% 21.2% 152% 27.3% 100%

Abbreviations: CW, caseworkers; HPH, health personnel hospital; HPP, health personnel PHC;
P, persons with stroke; RN, research needs.

TABLE 8 Top 10 list of research needs

Votes Categories Research needs Respondent

14 Disabilities How do health personnel adapt their communication for patients with cognitive needs? 1,2,3,4

14 Follow-up What kind of follow-up do patients receive after discharge from the stroke unit? 1,2,3,4

13 P&C needs How do patients experience the information given to them by health personnel? 1,3,5

12 Information How do health personnel communicate with patients and their caregivers about stroke and the  1,2,3,4,5,6
need for a follow-up?

12 P&C needs How are the patient's caregivers cared for? 1,2,3

11 Collaboration How do health personnel cooperate across levels of care and how can collaboration be improved? 1,3,4,6,

11 P&C needs How do patients and caregivers experience the collaboration between the hospital and PHC? 1,2,3,4,5

10 P&C needs What are the patients' and their caregivers' expectations of the PHC services? 1,2,3,4,5

10 Common understanding How knowledgeable are health personnel about services across care levels? 3,4,5,6

10 Common understanding How well do health personnel across care levels understand each other when communicating? 1,3,4,5,6

Abbreviations: 1, persons with stroke; 2, caregivers; 3, health personnel hospital; 4, health personnel PHC; 5, caseworkers; 6, reviews.

uncertainties, which lead to questions concerning interventions. Asking
specifically after ‘treatment uncertainties’ can be misunderstood as
referring to medical treatment, and therefore have an impact on what
kind of questions are raised by those submitting their research needs
and on the inclusion of submitted research needs.??

The scope of TracStroke was narrowed down to information and
collaboration, but we included research needs relating to the
categories ‘follow-up’ and ‘disabilities after stroke’ since patients

and caregivers submitted these needs. Most of the research needs
within the categories ‘available interventions and follow-up for
patients and caregivers' and ‘disabilities after stroke’ were submitted
by patients and caregivers. This might reflect patients' and their
caregivers' need for more predictable information and follow-up after
discharge, as patients and caregivers describe a stroke as a profound
disruption of life and need support to rebuild their lives and come to

terms with the new reality.*”
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The top four questions in our top 10 list indicate that there are
knowledge gaps regarding the information given to patients about
stroke, how it affects them and what they can expect when they
return home after discharge from the hospital. Questions about
available interventions and follow-up could depend on the health
system. In Norway, the length of hospital stays has decreased due
to various healthcare reforms, whereby more responsibility for
acute and subacute rehabilitation has been transferred to the
municipalities.11 The difference in the PHC resources,®* the
patients' resources*® and knowledge of the services available in
the different communities, might also influence the care and follow-
up the patients receive after hospital discharge. Therefore, different
contexts can yield different answers to these questions. Actively
involving patients and their caregivers when providing information
they need is important in transitional care*® and to improve their
knowledge about stroke.*” More research on active interventions to
provide information to patients with stroke is encouraged by a
Cochrane review.*’

Unsurprisingly, since discharge planning is an integral part of
transitional care,* " most of the research needs within the categories
‘interaction and collaboration between health personnel and case-
workers across the hospital and PHC' and ‘health personnel's
common understanding’ were submitted by health personnel in the
hospital and PHC groups (Table 6). Within the health personnel
group, a high percentage of the research needs also included patients'
and caregivers' needs, and information for patients and their
caregivers (Table 7). The TracStroke top 10 list is in line with other
studies with categories focusing on patients' and caregivers' needs, as
well as health personnel's communication and collaboration on
patients' needs.>2 A study across five European countries describes
the hospital-PHC interface as fragmented due to ‘the inward focus
of hospital care providers, lack of awareness to needs, skills and work
patterns of professional counterparts, lack of collaborative atti-
tudes and the relationship between the hospital and primary care
providers’.>® One of our research needs, ‘How do health personnel
cooperate across levels of care and how can collaboration be
improved?’, calls for answers to the issue of collaboration. Lindblom
et al.'s? study shows a communication that is sensitive to different
situations and also the contexts between care levels, which can
facilitate collaboration and a common understanding of the discharge
process. Knowledge about each other's competencies and routines
seems to be important for building trust in each other's assessment
and decisions about the patient's rehabilitation needs. More studies
on communication and collaboration across care levels and knowl-
edge of the services available to patients could generate knowledge
about how to increase actual collaboration and patient-centred
rehabilitation.

Recruiting user group members through open invitations to the
municipalities was more challenging than expected. Although they
did not specify why they could not participate, we can speculate.
One reason could be that the invitation or scope was not interesting
enough, although this is contradicted by the fact that 37% of the
respondents in the survey were from the PHC sector. Furthermore,

the PHC might not have the time or resources to participate.
Following the implementation of the Coordination Reform in
Norway, PHC health personnel have experienced that an increasing
number of frail patients are discharged into their care without more
resources being allocated to manage the increased workload and
responsibility.!! Lastly, the willingness and resources required to
prioritize research may differ between hospitals and PHC. There is
an increased focus on research in the municipalities, as reported in
both political and research council documents,*®°! but there are no
studies reporting PHC personnel's willingness to be, or experience
of being, involved in research, and more research is needed in these
areas.>?

4.1 | Strengths and limitations

In the process of identifying research needs, we have followed the
JLA, but have made some pragmatic adjustments to the approach.
The TracStroke approach did not include a JLA consultant nor a
steering group, and these roles were filled by the research group. By
assigning these responsibilities to the research group, we could save
both time and costs, although this affected the level of involvement
compared to a JLA PSP. Involving the user group in the analysis was
not planned for as this requires specific competencies.>> We could
have involved the users in the interim prioritization through an online
survey. This could have changed the outcome list for prioritization.
However, the interim prioritization ensured that the research
questions for final prioritization were broadly supported by the
different respondent groups, and it also saved us time.

We aimed for and, in part, achieved a broad composition of
participants in the user group. Unfortunately, caregivers and case-
workers from the municipalities were not represented and more
effort should have been made to include these groups. We believe
that the user group felt ownership of the project since it promoted
and distributed the survey through different media and reached the
different stakeholder groups. The research needs gathered through
the survey added new perspectives to the research group. Hopefully,
this participation will contribute to research being more relevant and
to it meeting the needs of those who will benefit from and implement
the research.?° Although the survey resulted in broad participation
from different user groups, we did not gather any demographic
information. Online surveys are unlikely to reach the voices of those
in low socioeconomic groups, those with the greatest unmet needs,
or those with low health and/or online literacy.>® These voices tend
to be less represented in research. Face to face meetings in the
communities could be more suited to reach these groups.>*

The COVID-19 restrictions and national lockdown affected both
the user group meetings and the prioritization workshop that was
planned. Instead of meetings, the user group received a written
summary of the different steps. Unfortunately, this led to less
feedback and discussions with the user group. A smaller group might
have worked more closely with the research group and could have

resulted in more involvement and sharing of knowledge. The online



1750
—LWI LEY

SOLBAKKEN ET AL.

prioritization, although group discussions and agreement were
lacking, included more and broader user participation than the user
group (Table 4). In addition, the online survey may have been a
positive feature as the participants could prioritize their own
opinions, without being influenced by those with strong voices.?®
Online prioritization could also have been used for the interim
prioritization, which could have affected the final list for prioritiza-
tion. Following the pandemic, JLA has described how workshops can
be adapted to an online setting.>®> An online conference was not
considered feasible to hold due to the strain on the healthcare
personnel during the pandemic and a lack of facilities, such as
laptops, computers and space to participate.

One strength of the TracStroke process is its qualitative
approach, which includes input not written as questions. This
strengthened the patient's voice. Our analysis shows that, out of
the 161 research needs submitted as a question, only 12.5% are
formulated by patients and caregivers. If only formulated questions
were included, 91% of the patients' and caregivers' research needs
would be excluded. Including their comments in the analysis meant
that they were represented in the indicative research questions. This
may have contributed to broader categories and subgroups since
patients and caregivers have other research needs than clinicians and
researchers.'®>¢ The way in which similar research needs were
combined might have been affected by how the questions were
phrased. Since the patients' and caregivers' research needs often
were phrased as comments, those phrased by health personnel might
have been preferred, although this was not investigated.

Although systematic searches were performed to check whether
research needs were in fact knowledge gaps, it is a limitation, in that
these searches were based on the terms related to ‘stroke’,
‘discharge’ and ‘transition’ and were not exhaustive for each specific
research need, as JLA advises. Therefore, some of the research needs

in the top 10 list might already be answered.

5 | CONCLUSION

This article outlines a pragmatic approach to identifying research needs
and setting priorities for research. The adaptions to the JLA PSP made
it possible to complete the priority setting within the timeframe of 7
months, and the TracStroke approach might therefore also be feasible
for other research projects. The result of the process is a prioritized
top 10 list of research needs relating to care during the transition from
a hospital stroke unit to rehabilitation in municipal healthcare,
including the categories: patients' and caregivers' needs, disabilities
after stroke, information flow, collaboration and common under-
standing among health personnel. The top 10 list will guide the
development of research at the university and subsequently benefit

the patients in their encounters with healthcare services after a stroke.
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