
R E S E A R C H Open Access

© The Author(s) 2023. Open Access  This article is licensed under a Creative Commons Attribution 4.0 International License, which permits use, 
sharing, adaptation, distribution and reproduction in any medium or format, as long as you give appropriate credit to the original author(s) and 
the source, provide a link to the Creative Commons licence, and indicate if changes were made. The images or other third party material in this 
article are included in the article’s Creative Commons licence, unless indicated otherwise in a credit line to the material. If material is not included 
in the article’s Creative Commons licence and your intended use is not permitted by statutory regulation or exceeds the permitted use, you will 
need to obtain permission directly from the copyright holder. To view a copy of this licence, visit http://creativecommons.org/licenses/by/4.0/. The 
Creative Commons Public Domain Dedication waiver (http://creativecommons.org/publicdomain/zero/1.0/) applies to the data made available 
in this article, unless otherwise stated in a credit line to the data.

Lindelöf et al. BMC Geriatrics          (2023) 23:572 
https://doi.org/10.1186/s12877-023-04269-3

BMC Geriatrics

*Correspondence:
Nina Lindelöf
nina.lindelof@umu.se

Full list of author information is available at the end of the article

Abstract
Background The World Health Organization claims that rehabilitation is important to meet the needs of persons 
with dementia. Rehabilitation programmes, however, are not routinely available. Person-centred, multidimensional, 
and interdisciplinary rehabilitation can increase the opportunities for older adults with dementia and their informal 
primary caregivers to continue to live an active life and participate in society. To our knowledge, staff team 
experiences of such rehabilitation programmes, involving older adults with dementia and their informal caregivers 
has not been previously explored.

Methods The aim of this qualitative focus group study was to explore the experiences of a comprehensive staff team 
providing person-centred multidimensional, interdisciplinary rehabilitation to community-dwelling older adults with 
dementia, including education and support for informal primary caregivers. The 13 staff team members comprised 
10 professions who, during a 16-week intervention period, provided individualised interventions while involving the 
rehabilitation participants. After the rehabilitation period the staff team members were divided in two focus groups 
who met on three occasions each (in total six focus groups) and discussed their experiences. The Grounded Theory 
method was used for data collection and analysis.

Results The analysis resulted in four categories: Achieving involvement in rehabilitation is challenging, Considering 
various realities by acting as a link, Offering time and continuity create added value, and Creating a holistic view through 
knowledge exchange, and the core category: Refining a co-creative process towards making a difference. The core 
category resembles the collaboration that the staff had within their teams, which included participants with dementia 
and caregivers, and with the goal that the intervention should make a difference for the participants. This was 
conducted with flexibility in a collaborative and creative process.

Conclusions The staff team perceived that by working in comprehensive teams they could provide individualised 
rehabilitation in creative collaboration with the participants through interaction, knowledge exchange, time and 
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Background
Rehabilitation in comprehensive interdisciplinary teams 
is recommended when an individual’s problems are com-
plex [1] and has shown promising effects [2–4]. Person-
centred multidimensional interdisciplinary rehabilitation 
refers to the process whereby a team, consisting of many 
different professions, conduct comprehensive assess-
ments to identify problems and needs, strengths and 
resources of an individual. In interdisciplinary team reha-
bilitation the goals are set together with the patient and, 
when such is the case, the informal primary caregiver [1, 
5]. Based on the goals, interventions are implemented, 
and continuous follow-ups are performed [2]. There is a 
close overlap between interdisciplinary rehabilitation and 
a person-centred approach [2]. The latter implies that 
every individual is unique; the person is the focus, not 
the disease e.g., in the case of a dementia diagnosis [6]. 
Since a person has different wants, feelings, resources, 
and needs, it is important to adapt interventions individ-
ually and to engage the person as an active participant in 
their own rehabilitation [6, 7].

Adults with dementia (i.e., neurocognitive disorders) 
are a heterogeneous group, with a variety of complex 
problems and needs caused by this progressive and long-
lasting condition. The complexity includes limited aware-
ness of difficulties in everyday life and anxiety regarding 
upcoming events [8], which can pose challenges dur-
ing the implementation of a rehabilitation programme. 
Although many adults with dementia live in nursing 
homes due to dependency in personal activities in daily 
living (ADL), ordinary housing is the most common 
way of living with dementia in Sweden [9]. In managing 
everyday life in ordinary housing, a heavy burden is put 
on informal caregivers [10]. These circumstances must be 
given special consideration in rehabilitation programmes 
for older adults with dementia who are living in ordinary 
housing. It is a challenge to meet the complex needs and, 
thus, there is a need that the rehabilitation is conducted 
by a comprehensive and multi-professional team, with a 
person-centred and interdisciplinary approach. However, 
interventions with this approach among people living in 
ordinary housing and having dementia are sparsely stud-
ied [2, 11, 12].

Interdisciplinary rehabilitation has the potential to 
increase the opportunity for older adults with dementia 
and their caregivers to continue to live an active life and 
participate in society. The World Health Organization 

(WHO) claims that rehabilitation is important to meet 
the needs of the affected persons [13]. However, in con-
trast to rehabilitation for people with other diseases 
engaging the central nervous system, rehabilitation 
programmes are not routinely available for older adults 
with dementia [14–16]. According to WHO the gap 
between the need for rehabilitation and its implemen-
tation depends on lack of awareness and understanding 
of dementia, resulting in stigmatization and barriers to 
care [13]. In interviews, health professionals perceived 
that barriers exist regarding the ability of patients with 
dementia to participate in rehabilitation. They expressed 
difficulties in defining worthwhile outcomes and believed 
that achievable outcomes were not sufficiently worth-
while to invest in [14].

Based on knowledge of the complexity of dementia 
disorders in our research group and positive findings in 
previous rehabilitation studies among older adults with 
dementia [3, 4, 17, 18], we expanded the present reha-
bilitation programme to include teams with many dif-
ferent professions. The rehabilitation programme has 
been evaluated for experiences among participants with 
dementia [19]. Results show that self-esteem, motiva-
tion and self-efficacy seemed strengthened by daring 
and coping, collaborating in the group, and being seen 
by the staff. Insights into dementia raised concerns about 
the future, but also served as incentives to continue with 
prioritized activities [19]. Additionally, it is important to 
explore staff team experiences of this type of intervention 
to increase knowledge about the feasibility and imple-
mentation of interdisciplinary rehabilitation programmes 
for adults with dementia and their caregivers. The staff 
team’s experiences would also provide important knowl-
edge for future planning and development of rehabilita-
tion programmes for this population. To our knowledge, 
the experiences of working in a comprehensive team 
focusing on rehabilitation involving older adults with 
dementia and their informal caregivers have not been 
previously studied.

The aim of this study was to explore the staff team 
experiences of providing person-centred multidimen-
sional, interdisciplinary rehabilitation to community-
dwelling older adults with dementia, including education 
and support to informal primary caregivers.

continuity, coordination and flexibility, and a holistic view. Challenges to overcome were the involvement of the 
person with dementia in goal setting and the mediating role of the staff team members. The staff pointed out that by 
refinement they could achieve well-functioning, competence-enhancing and timesaving teamwork.

Keywords Dementia, Rehabilitation, Person-centered care, Informal caregiver, Interdisciplinary health team, 
Experiences, Grounded theory
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Methods
To address the aim of this study, we used a qualitative 
research design with focus groups [20–22], analyzed 
using the Grounded Theory (GT) method [23, 24]. GT 
is considered suitable when a new intervention is evalu-
ated, including processes over time and complex factors 
influencing health and illness [25]. We consider this is the 
case in the present study, where an extended rehabilita-
tion team, in the context of a larger trial, is delivering a 
new intervention for older adults with dementia and 
their informal caregivers, i.e., family or relatives and oth-
ers, such as neighbours or friends who support the par-
ticipant with dementia.

Context of the study and the staff team’s shared 
experiences
The focus groups included staff who had shared expe-
riences from the Multidimensional InterDisciplinary 
REhabilitaion in Dementia study (the MIDRED study), 
targeting community-dwelling older adults with demen-
tia and their informal primary caregivers. The MIDRED 
study is a randomized controlled pilot study conducted 
in Umeå that is a middle-sized university town in north-
ern Sweden. In the study a person-centred, multidimen-
sional, and interdisciplinary rehabilitation programme is 
being evaluated both quantitatively and qualitatively. The 
programme has been developed within the trial for com-
munity-dwelling older adults with dementia and includes 
education and counseling of informal primary caregivers. 
In the intervention group there were 31 participants with 
dementia (PwDs) and 35 informal primary caregivers. To 

date, there is one qualitative study published based on 
the MIDRED study [19]. The study protocol is registered 
at Current Controlled Trials Ltd, ISRCTN59155421. Date 
of registration 04/11/2015.

An intervention period of 16 weeks was preceded by 
four weeks of assessments where professions in the com-
prehensive team identified both resources and needs 
of each PwD in potential areas for intervention (Fig. 1). 
The informal caregivers’ need for individual support and 
counselling was also identified. Based on the findings, 
representatives of the staff team, together with each PwD 
and her/his informal primary caregiver(s), set up a reha-
bilitation plan with individual rehabilitation goals. They 
also planned specific interventions, and relevant profes-
sions formed a smaller team for each PwD.

Continuous follow-ups were conducted, and the staff 
team also met once a week for team conferences where 
they evaluated goal completion, how the interventions 
were progressing, and whether new problems had arisen 
for the PwDs or their caregivers. Five and 14 months after 
the rehabilitation period, respectively, they were reas-
sessed by the staff team according to the same routine 
as at baseline. Earlier recommended interventions were 
followed up and complementary interventions could be 
initiated.

Examples of individual-based interventions led by rel-
evant professionals were medical controls, prescription 
of cognitive technical devices, introducing a PwD to a 
day-care centre and other activities in the community, 
providing support to engage in household activities, and 
reviewing, advising, and making corrections to medica-
tion regimes. Further the professional team provided 
support to prevent malnutrition, interventions related to 
oral care, psychological support, social support regard-
ing home services and economy, and support to infor-
mal primary caregivers for coping with the consequences 
of dementia in daily life. Twice a week each PwD was 
offered individualised exercise based on The High-Inten-
sity Functional Exercise (HIFE) Programme, with the 
goal of improving lower limb muscle strength, balance, 
and mobility [26, 27]. The exercise sessions were con-
ducted in small groups and afterwards the groups met for 
a coffee break with social interaction. PwDs and caregiv-
ers also received individual recommendations and guid-
ance for achieving physical activity levels in accordance 
with global health promotion recommendations [28]. 
The informal primary caregivers were offered six group 
sessions consisting of education and discussions about 
dementia, and individual support from the social worker 
when needed. The interventions were conducted in reha-
bilitation facilities at the geriatric clinic, in the homes 
of PwDs with dementia, and/or in the community. The 
staff team organized transportation to the clinic, assisted 
PwDs when they arrived at and left the clinic, and 

Fig. 1 The comprehensive team, including the participant with dementia 
and the informal primary caregiver, as well as examples of assessments 
and potential areas for intervention
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participated in coffee breaks after the exercise sessions to 
ensure that participants felt confident and welcomed.

The staff worked in different constellations to individ-
ualise the rehabilitation for each participant, based on 
their goals and rehabilitation plans. The staff team had 
close collaboration within the team, including collabora-
tion with the PwD and their informal caregivers, as well 
as with other relatives. They also collaborated with other 
actors, such as different health care providers, the munic-
ipality, dental clinics, day-care centres, exercise groups in 
the community, and home social services.

Participants
The participants in the present GT study were all staff 
team members of the MIDRED study, including the 
professions: assistant nurse, dental hygienist, dietician, 
neuropsychologist, nurse, occupational therapist, phar-
macist, physician, physiotherapist, and social worker. 
In total 13 staff team members were invited, and all 
accepted to participate and share their experiences from 
the interdisciplinary teamwork. At the time of the focus 
groups the participants had been part of the planning 
and implementation of the interventions. They are not 
researchers in the present study.

The focus group participants were divided into groups 
(A and B groups) with six and seven participants, respec-
tively. No group included more than one participant from 
a profession. The professional team consisted of twelve 
women and one man with a median age of 47 (35–65) 
years. They had a median of 19 (2.5–40) years of experi-
ence in their profession and 5 (1.5–35) years of experi-
ence working with adults with dementia.

Data collection
Six focus groups, three sessions with each group, were 
conducted between September 2016 and January 2017; 
the first directly after the end of the intervention period 
and the second within one month thereafter. The time of 
the third focus group sessions were after the five-month 
follow-up conducted by the staff team.

Each focus group started with an introduction to 
the study, the expectations of the participants (i.e., to 
describe, reflect and discuss their experiences of the 
teamwork) as well as a reminder of the ethical principles 
e.g., confidentiality. Consent forms and demographic 
information about the participants were collected. In 
collaboration with all authors, an interview guide for the 
first and the last focus group was constructed to support 
the interviews. For details of the interview guide for the 
first focus group session, see Supplementary file 1. The 
second interview was constructed to follow up on themes 
and issues that each group had raised in the first inter-
view. A starting question was mailed to each participant 
before the second interview started; the focus of this 

question was based on the first interview. The starting 
questions in each group were: “Can you give an example 
of something that you developed during the course of your 
work?” and “Can you tell us about a situation where you 
feel the team made a difference?“, respectively. The third 
focus group session comprised reflections on, and exam-
ples of, what had happened during the interventions and 
follow-ups as well as a question about their views on the 
structure of the rehabilitation program.

The focus groups were led by two authors (AFW and 
IN) with extensive experience of research interviews, 
clinical rehabilitation, and teamwork. Of the two focus 
group leaders, one took a more active role (IN), while the 
other (AFW) was more of an observer who raised follow-
up questions and summarized topics that were discussed 
at the end of each focus group session [22]. They were 
not involved in the intervention. Each focus group ses-
sion lasted one and a half hours. We consider that the 
data is very rich in content from the composition of the 
focus groups and that saturation was achieved.

All focus groups were audio recorded and transcribed 
verbatim by a professional transcriber who was not 
involved in the study. The focus group leaders recorded 
field notes during and immediately after each focus group 
session, including reflections on how the focus group 
went, to get a deeper understanding of important topics 
and themes. After the first focus group session with each 
group, field notes and the audiotaped focus group discus-
sions were reviewed to develop a relevant and important 
interview guide for the second focus group sessions. The 
first author (NL) was actively involved in preparing and 
following up each focus group, and the rest of the author 
team served as discussion partners during the data 
collection.

Data analysis
The focus groups were analyzed using the GT method, 
focusing on constant comparisons [23, 24]. In the first 
analysis step, three of the researchers (AFW, IN, NL) 
listened to the recordings and read the transcripts care-
fully and repeatedly. They performed separate open 
coding of the transcripts, meaning that the transcripts 
were read paragraph by paragraph and line-by-line and 
important information raised was assigned codes on a 
low abstraction level. Parallel coding was performed for 
two transcripts (by NL and AFW, and by NL and IN). 
The open codes were discussed and compared between 
these researchers for a negotiated outcome. Codes with 
similar content were compiled into sub-categories and 
categories on a more abstract interpretation level. Ideas 
relating to the emerging result were continuously written 
down in memos, which were used in the data analysis. 
During the analysis process, a core category was con-
structed together with the categories described above. In 
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the final analysis step, the categories were compared to 
identify how they related to each other and were linked 
in a process. In doing so, the categories were integrated 
with the core category to conceptualize the process as a 
theoretical model. The model illustrates the participants’ 
experiences of providing person-centred multidimen-
sional, interdisciplinary rehabilitation. The model is fur-
ther integrated with existing concepts and theories in the 
discussion.

Throughout the whole analysis process, triangula-
tion between researchers was used [23], meaning that the 
research group analyzed data individually and within the 
group. The results were from time to time presented and 
discussed among all authors of the study. A writing-rewrit-
ing process, including discussions and reflection among the 
research group members, refined the analysis. The research 
group represents various rehabilitation professions and 
research fields within health science and medicine, geriat-
rics, nursing, occupational therapy, and physiotherapy. The 
three researchers who completed the main analysis had a 
professional background in rehabilitation, and all had expe-
rience of qualitative research. The Consolidated Criteria for 
Reporting Qualitative Research (COREQ) checklist [29] was 
used as a support to ensure comprehensive reporting and 
transparency of the study.

Findings
The analysis resulted in one core category Refining a co-
creative process towards making a difference (Fig. 2), and 
four categories: Achieving involvement in rehabilitation is 
challenging, Considering various realities by acting as a link, 
Offering time and continuity create added value, and Cre-
ating a holistic view through knowledge exchange. The cat-
egories are presented below, illustrated with quotes from 
the focus groups. Indicated in brackets after each quote are 
the two focus groups (A and B) and the interview sessions 
1–3. In the first paragraph of each category the content is 

summarized, and key phrases are written in Italics. The 
participants are presented anonymously by not mentioning 
their professions. Furthermore, they are referred to as the 
staff team to distinguish them from participants in the reha-
bilitation programme, i.e., PwD and their caregivers.

The categories with their meaning are intertwined and 
lead to the core category Refining a co-creative process 
towards making a difference, expressed as a model (Fig. 2). 
The joint work considers the inter-professional contribu-
tions from, and collaboration between, all involved, i.e., the 
team of staff, the participants with dementia, and the infor-
mal primary caregivers. A flexible approach permeates the 
categories, portraying how the teams navigated and wove 
their way forward, including both an open mind and prag-
matic view to work with a flexible approach. Having an open 
mind implies that the team of staff identified opportunities 
rather than obstacles. In that spirit, they adapted themselves 
and their input when planning and launching actions for the 
participants in the rehabilitation programme. The way that 
the team staff collaborated was also a creative and ongoing 
developmental process, which was refined throughout the 
rehabilitation period. They focused on working towards 
common goals, making a difference in the lives of the PwD 
and their primary caregivers.

“X: You work together and share knowledge with 
each other. You get knowledge and you give knowl-
edge and help each other … the patient reaches 
further thanks to it. So, my goal is the goal that the 
patient has. I develop by the knowledge exchange 
and community, so it is much more fun to work that 
way. So, it gives more energy. That is what I think.
Y: I also think that it has been very rewarding to 
have such competent co-workers from different pro-
fessions who work together and it is geriatrics in a 
nutshell to work in teams”.(1B).

Fig. 2 Model of providing person-centred multidimensional, interdisciplinary rehabilitation to community-dwelling older people with dementia and 
their caregivers showing the context, the categories, and important features leading to the core category
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Achieving involvement in rehabilitation is challenging
Involvement of the PwDs and their informal caregivers in 
the rehabilitation was an essential ambition of the rehabili-
tation programme. However, the focus group participants 
experienced challenges for this, which are presented in this 
category. When formulating common rehabilitation goals, 
the challenges were to handle impaired insight and low 
self-esteem among the PwDs or their caregivers, and not to 
offend by speaking over their heads. Furthermore, engage-
ment could be affected by the relationships between PwDs 
and their caregivers, where the staff team found relation-
ships being for better or for worse. The staff team tackled 
these challenges through consensus, strategies, and timing.

The question of involvement was most evident when the 
staff team discussed the importance of setting common 
goals and suggesting actions. The PwD and the caregiver 
had to be involved to facilitate both goal setting and the 
rehabilitation process. However, it was perceived as difficult 
to get the PwD involved to a degree where they also for-
mulated their own goals based on needs and wishes. Some 
specific goals were easier to formulate and work towards 
together with a PwD, such as concrete goals about eliminat-
ing different risks, e.g., fall risk, than goals related to increas-
ing quality of life, such as identifying meaningful everyday 
activities to engage in. In addition to impaired memory, one 
particular reason for difficulties in goal setting was if a PwD 
had impaired insight into her/his problems and capabilities. 
Additionally, it was discussed that low self-esteem impeded 
the ability to have self-wishes and to formulate goals. The 
staff team also raised that some PwDs and caregivers did 
not have such great claims and did not want to bother oth-
ers and therefore they did not speak up for themselves. The 
staff team perceived a conflict between setting goals and 
these problems since they tried to avoid offending by not 
involving participants or by setting goals over their heads.

“To work in an interdisciplinary way really requires 
that it is the patient’s goal. The patient must have 
formulated the goals, and these must be such things 
that we all feel that we can work with. So, we support 
the patient to formulate their goals, but it should be 
based on their wishes and prioritised activities… 
and this is difficult to reach, I think, among people 
with dementia. I think it has been a great challenge.” 
(2 A).

It was also difficult to formulate goals that would satisfy all 
involved. Both the PwD and the informal caregiver had to 
be ‘on track’. The staff team often had to step back and adapt 
the goals when a participant did not notice the same prob-
lems as the staff team had presented. Consensus was seen as 
a prerequisite to set and formulate goals for the rehabilita-
tion period and involvement from the PwD was perceived 
as giving the staff team ‘a mandate for action’.

The staff team reasoned that another option could have 
been to formulate the main goals later in the rehabilitation 
period, when the participants and the team of staff members 
had become familiar with each other. When the participants 
felt comfortable and safe it was easier for them to make 
plans and express their wishes and needs. In addition, when 
participants’ self-confidence had increased, they dared to 
think that they were able to participate in an activity. At a 
later stage of the rehabilitation process, participants had the 
courage to formulate goals for the future. The staff saw it as 
important to set the goals at the right time to achieve the 
participants’ best involvement.

“X: We had an evaluation in the middle somewhere, 
where we maybe could have been even clearer with 
capturing new problems, perhaps formulate some 
new goals. We might have dared to be more specific 
then when they felt more at home. Actually.
I: Adjust the goals as they get a little braver and 
more….
X: Exactly. To keep that in mind, actually.
Y: Yes exactly… if you do not think you can do any-
thing, you rarely dare to dream….
X: But if you have gained the confidence to take a 
few steps, it may be easier to believe that you can 
take a few more steps.” (1 A).

Sometimes the staff perceived an informal caregiver as 
over-protective, which resulted in passivity for the PwD. In 
addition, informal caregivers could have diseases or physi-
cal, cognitive, or psychological problems. The caregiver 
could be speaking for, or instead of the person with demen-
tia, making it difficult for the team to reach the PwD and 
ensure her/his will and need. The relationships in the family 
could be for better or worse, and the latter could be difficult 
for the staff team members to handle.

“X: Might have a next of kin who supports them or 
might not. So, there are still… ladies who would feel 
good by having home care services, for example, or 
being allowed to leave home for their own activities, 
but one of them promptly says no and thinks that 
she is happy just by staying at home and doing noth-
ing. The other has a husband who speaks constantly 
for her, so it is impossible to work there.
Y: And she expressed again that she would like to go 
to the opera, but he just talks this down.” (3 A).

Considering various realities by acting as a link
In the focus groups, it was expressed that there were 
many considerations and situations that the staff 
team members had to deal with. They had to balance 
between different expectations and at the same time the 
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collaboration gave an extra impact on the teamwork. 
During the rehabilitation the staff team were supplying 
information, support, and social contact between differ-
ent actors and they emphasized that the team was the 
link.

The staff team members sometimes had to act as medi-
ators to manage different wills or “realities” that the PwDs 
and the caregivers expressed. The staff could sometimes 
get contradictory information, for example from two sib-
lings. This required a lot of flexibility and creativity from 
the staff team members. Different opinions could be 
presented about what was seen as a problem and about 
what was supposed to be done, e.g., if the greatest need 
was a new aid in their home or to get out and meet other 
people. When an informal caregiver was asked, it could 
sometimes be difficult to distinguish between the need 
of the PwD and caregiver’s needs. However, the focus 
groups discussed that much of the well-being of the PwD 
depended on the fact that the informal caregivers have 
a crucial role in the life of the PwD. It was emphasized 
that they do help and support an incredible amount. 
The intentional and close collaboration with the PwD 
and their informal caregivers was perceived as having an 
extra impact on the teamwork.

“It becomes a kind of synergy effect of the next of kin 
feeling that they receive support at the same time as 
the patient [PwD] receives it. Both are in a process 
forward, which means that you reach a higher level, 
I think.” (1 A).

The staff reasoned that it was not self-evident that a next 
of kin was the only support the PwD needed. Therefore, 
it was necessary that these individuals received help from 
other actors and as expressed in one focus group, ‘Their 
legitimate support from society’. These actors could be the 
home service, a day-care unit, primary care, or respon-
sible professionals in the community. Communication, 
flexibility and being a link between these other actors and 
the PwD together with a caregiver were discussed as nec-
essary since many did not know who to contact and how. 
It was seen as essential that information was conveyed 
but the staff team members could not fully rely on the 
information given when a PwD lived alone and had lim-
ited ability to remember or describe problems and needs. 
It was common that those living alone did not have sup-
port when needed. Additionally, there were limitations 
discovered in the communication and professional atti-
tude and approach of the home service staff, and it was 
perceived that they had limited knowledge about demen-
tia and therefore, some of the staff team had to act as 
tutors.

“There are a lot of treatment problems, I think, 

among home care staff. They do not know how to 
deal with dementia in order to carry out the activity 
as it is intended… And that is a skills gap, I think, 
that exists in the home care service. So I have had to 
be the link between the daughter and the home care 
service to try to get each and everyone’s wishes met.” 
(3 A).

Another example when the staff team members and the 
interventions served as a link was the group sessions for 
the informal caregivers. The focus groups reasoned that 
this social contact space could have a long-lasting impact, 
and some began to meet outside the group sessions. Oth-
ers exchanged phone numbers since they wanted to talk 
about the unusual dementia diagnosis that their partner 
had, for example. Lastly, in addition to the staff team, 
the rehabilitation sessions were links between the PwDs 
when they met in groups twice a week.

“That the group as such,…that they have become 
so accepting. ‘She who seems so incredibly wise, she 
also has such a catastrophic memory’… Being able to 
share the misery can make it easier.” (3B).

Offering time and continuity create added value
In this category the participants’ experiences of the 
benefits of having enough time during rehabilitation is 
described. They meant that time is a prerequisite for using 
rehabilitation strategies and for achieving continuity. Fur-
thermore, it was emphasized that building relationships 
takes time, that enough time was needed to initiate pro-
cesses and begin changes as well as to provide the condi-
tions for maintenance of these changes.

The amount of time over a long period, which was the 
case in this trial and something the staff team members 
were not used to in their clinical work gave them oppor-
tunities to collaborate, change their approach, or make 
a change towards a more appropriate strategy. This was 
considered to bring benefits since they had enough time 
to formulate and revise common goals, try different 
activities, coordinate actions, and there were opportuni-
ties for the professional and the PwD to get to know each 
other. Enough time came up as a prerequisite for using 
and refining rehabilitation strategies, such as building 
relationships, achieving involvement from participants, 
and initiating processes and beginning change. There was 
a consensus that a certain amount of time was necessary 
to create understanding and trust, and for providing the 
conditions for sustainability.

“I assume that good work takes time. That is, if it is 
supposed to be qualitative and it is to be sustain-
able, then it takes time.” (3B).
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Enough time gave opportunities to build rehabilitation 
on the healthy perspectives, strengths, and interests of 
each participant, to sort out and process problems, and 
to coordinate and adapt interventions. The PwDs had dif-
ficulties to describe their complex problems because of 
impaired insight and memory and the team of staff expe-
rienced it as difficult, to get a picture of the situation after 
one or two meetings. They reasoned that it was impos-
sible to do what was expected if you only meet a PwD 
once.

“X: And it probably takes a lot of commitment 
to get a good picture and that’s what you have got 
when you have met them so often here. That is, to 
add another small piece of the puzzle each time and 
towards the end you know… you think you know 
approximately how they are at home and what they 
need, but the work to get there is quite long. So that 
work is difficult to do when you meet them once, as 
you normally do. It is important that it is a team if 
one should have the opportunity to get it reasonably 
right.
Y: Mm. And continuity.” (2 A).

It was perceived as impossible to hurry planned actions 
or activities. The staff discussed that it would be more 
appropriate to conduct specific interventions when 
some time had passed, and PwD’s self-confidence had 
increased. Successively, there was a more positive atti-
tude towards the intervention among the participants 
and then they saw it as an appropriate time to capture the 
least motivated and to motivate and plan for future activ-
ities. Additionally, they thought that time was needed for 
PwDs and their caregivers to achieve new insights and to 
notice improvements achieved. To have time to meet a 
PwD often, in her/his home, made an interplay possible, 
to increase involvement.

“To take the time to do it … otherwise it might be 
something you have to ask others to do because you 
don’t have the time. And to get that interaction and 
apply yourself and your knowledge in how to guide 
her to feel that she is doing what she can do and feel 
involved. It was awesome!” (1B).

Since the same staff met the PwDs and their caregiv-
ers during the rehabilitation period, continuity could be 
achieved. The staff concluded that the intense contact, 
meeting in a small group in a safe environment, and being 
familiar with the staff members facilitated recall and cre-
ated safety for the PwD. This was especially important for 
those anxious or sensitive to external disturbances, for 
example, that they had someone familiar who answered 
phone calls or welcomed and cared for them at the 

rehabilitation unit. The PwDs and the caregivers partici-
pating in the group meetings also got to know the other 
participants in their groups.

“I think a lot of the time has been needed to create 
good relations and form a memory for these per-
sons. So even those with short-term memory that 
you meet later… you come in and they say, ‘But hey, 
I recognize you’… and I don’t think that feeling would 
have existed if we had only met for a short period.” 
(3A).

Creating a holistic view through knowledge exchange
The staff team expressed that they were being strong 
together through the stimulating teamwork. Their knowl-
edge exchange was described as to carry each other’s 
skills for the benefit of the clients and that they were get-
ting an overall picture of participants’ needs. Their coop-
eration was refined over time and thereby they were able 
to achieve consensus and bringing a unified message to 
the PwDs and their caregivers, which was perceived as 
important.

To work in a comprehensive team was expressed as 
fun, developing and timesaving. The staff team members 
learned about and supported each other and perceived 
this as giving energy and fellowship as well as power to 
the interventions. For some, it was a new experience 
to work in such a comprehensive team and so closely 
together, leading to a change in their process thinking 
and way of working.

“X: Yes, absolutely. It catches people… so this is 
really person-centered care and what the person 
needs. And then all professional categories are 
included, and you can capture all needs and you 
can offer the right things…whatever is needed.
Y: Mm. Proper rehabilitation… Because, if there is 
a piece missing, then it will not be like that. Then it 
will just be different interventions.
Z: Yes, it will be….
Y: But if you have this coordination and plan and 
work … towards goals that are clear to everyone who 
is…around this person, then it will be easier to get 
there as well.
X: There will be increased power in the interventions 
as they come from several sources.” (3B).

The staff team reasoned about how different profes-
sionals’ knowledge were exchanged in conventional 
meetings where the rehabilitation strategies were set 
up. Additionally, that there was knowledge exchange 
in unplanned meetings and chats, ‘To carry each other’s 
skills’ were highly valued since this benefited both PwDs 
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and informal caregivers. They believed it was espe-
cially important that more staff team members met a 
participant when the situation was more complex and 
problematic. Knowledge exchange was highlighted as 
necessary because the PwDs and their informal caregiv-
ers expressed different problems to different professions. 
One example of how to pass information to other pro-
fessions was if one of the staff met a participant during a 
home visit and another during the exercise sessions, and 
they could act as ‘each other’s eyes and ears’. Various and 
shared information and signals were important to ‘paint 
the whole picture’ and weigh all information together for 
the whole team.

“You have the information in a completely different 
way, which makes it easier to get a grip on what the 
problem really is and where to try to solve it, so to 
speak. It is a completely different collection of infor-
mation… You get more information if there are dif-
ferent professions than if you were to see the doctor 
five times in a row because it depends on who you 
meet, what profession it is, so you tell a slightly dif-
ferent thing.” (1 A).

The staff team adapted themselves and their input, for 
example based on the actual problems, shifting needs 
and daily form of the participants. They emphasized that 
the teamwork had to be flexible and customizable if the 
rehabilitation should be person-centred. This could mean 
that they gradually adjusted the interventions to suc-
ceed, for example, by adapting their planned activities 
or goals. It also included obtaining information from dif-
ferent contexts, e.g., during activities or exercise, during 
the social moment when having coffee together, or in the 
home environment. This was most evident for those liv-
ing alone.

“X: The environment provides incredible clues to 
how the person does at home and which activ-
ity level they have. If there is a lot of stuff on view, 
then you understand that they are still active. But 
if everything is removed, then you might think that 
… well, there might not happen that much here. You 
can interpret a lot based on what you see around 
you.
Y: If it is so well removed that you don’t see the 
things, you don’t get a reminder to do it….
X: Exactly.
Y: Yes, everything is gone … You don’t see what you 
should do because it is not there.” (2 A).

The importance of the team conferences was empha-
sized, since these were the occasions where all staff team 
members met and could raise diverse perspectives of the 

participant’s situation and discuss common rehabilitation 
strategies. The staff team achieved increased understand-
ing by illuminating problems from different points of 
view and ‘stitching the parts into a whole.’ This knowledge 
exchange was expressed in the focus groups as ‘Everyone’s 
knowledge in one pot,’ ‘Like adding puzzles,’ and ‘Like a 
palette.’ Through communication, the staff team gained 
expanded substance and insight into other professions’ 
work assignments, received confirmation of their own 
thoughts, and provided deeper understanding about 
the PwDs. By this working method they concluded that 
they got a clear overall picture of participants’ needs and 
that an interdisciplinary approach is required for holistic 
thinking.

“If the patients’ problems are highlighted from dif-
ferent points of view and interventions are imple-
mented from different angles and based on the 
goals…Yes, the same goal, we have the same goal 
that the patient should feel better. As an overall pic-
ture of the patient’s needs, I think.”(2B).

Characteristics of the teams that were highlighted as 
important were that there were no territories or hierar-
chical structure. Additionally, certain individual qualities 
among the staff team members that enabled and facili-
tated the teamwork were that they were experienced and 
generous, meaning, for example, that they were not pres-
tigious when it came to sharing their expertise. The col-
laboration in the teams was refined over time when the 
staff team members learned to know each other and the 
study participants.

“Just a little refined anyway…. I mean that maybe 
you got a little more energy and focus on the collabo-
ration when the structure was ready. And as you can 
concentrate, it will probably get better.”(1B).

Also, collaboration and knowledge exchange were 
emphasized as invaluable to achieve a common percep-
tion. In turn, this was stated as important to convey a 
unified message to the participants in the rehabilita-
tion programme, which was expressed as time saving, as 
well as being in the best interests of the participants and 
bringing them a feeling of safety.

“That you have a team to confide in… because I 
mean, if you throw out a question in a team, there is 
always someone who can answer it, who says that ‘I 
know… you can do this. You can turn there.’ It’s also 
an incredible time saver.” (2 A).
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Discussion
The staff team’s experiences that are presented through 
the core category of the present study: Refining a co-cre-
ative process towards making a difference, resemble the 
collaboration that the staff had within their teams during 
the rehabilitation period and towards their goal that the 
intervention should make a difference for the PwDs and 
their caregivers. The flexibility that the staff team shows 
runs like a red thread across the categories. To be able to 
collaborate, make adaptations, and find new solutions to 
challenges, the staff team members had to be open and 
act flexibly and have a flexible view on their own and oth-
ers’ areas of expertise. Their flexibility is shown in their 
mediating role and in how they involved the participants, 
which was possible because of enough time and a col-
laborative and open-minded teamwork. The interpreta-
tion is that in our context the staff team, the PwDs and 
their informal caregivers formed the person-centred and 
individualised interventions in a co-creational process. 
According to Sanders & Stappers (2008) co-creation 
refers to any act of collective creativity. Under the name 
participatory design, collective creativity in design has 
been practiced for nearly 40 years. Today co-creation 
is also taking place among healthcare professionals in 
the design of new healthcare systems and environments 
[30]. Involving patients in service improvement and lis-
tening and responding to what they say has played a key 
part in the redesign of healthcare processes [31]. Some-
times patients and family members also become part of 
the design team. A design can focus on designing for a 
purpose, such as, design for experiencing, design for sus-
tainability or design for transforming [30]. In our study a 
co-creative process is taking place within the teams (staff, 
PwD and caregiver) and a rehabilitation programme.

The teamwork involved active participation of both 
the PwDs and their caregivers and many different ‘reali-
ties’ to consider during the rehabilitation period, which 
required flexibility and creativity from the staff team. 
Their strategies differed depending on the situation, issue 
or constellation of persons or organizations the team 
would link to. This flexible approach required responsive-
ness and a positive attitude when working in a team and 
with older adults with dementia. The staff discussed the 
importance and the challenges that involvement of the 
PwDs in their rehabilitation constituted, which was most 
evident when it came to common goal setting. Like our 
findings, clinicians have previously found it challenging 
to involve patients, who have problems with communi-
cation and cognition, in goal setting [32]. According to 
WHO, the core of rehabilitation should be person-cen-
tred care that includes empowerment and goal setting 
[5]. In rehabilitation, goal setting is regarded as an essen-
tial aspect and has been defined as the establishment or 
negotiation of rehabilitation goals and refers to a change 

and the intended future state of the patient [33–35]. In a 
study where patient-centred goals in dementia care were 
elicited, participants with dementia articulated the need 
to readdress goals as the disease progressed. Henceforth, 
the authors concluded that patient-centred goals should 
be incorporated in clinical settings and that their useful-
ness for dementia care should be assessed [36]. Although 
findings about the effectiveness of goal setting in reha-
bilitation outcomes differ [37, 38], it has been concluded 
that using goal setting as an outcome is a sound measure 
for use in rehabilitation for older adults [39]. Within the 
framework of shared decision-making, goal setting may 
be considered desirable or even imperative from an ethi-
cal point of view, since goal setting involves patients in 
decision-making and is therefore a means to respect their 
preferences, values, and autonomy [38, 40, 41]. In Swed-
ish laws it is stated that health care, as far as possible, has 
to be designed and implemented in consultation with the 
patient and the social services shall be built upon respect 
for people’s self-determination and integrity [42].

Clinicians in Australia also perceived barriers to par-
ticipation in patients with dementia, according to an 
interview study [14]. Additionally, they acknowledged 
problems with existing dementia care pathways but rarely 
conceptualized rehabilitation as relevant to this pathway. 
They had difficulties defining worthwhile outcomes of a 
rehabilitation programme for people with dementia and 
believed that achievable outcomes were not sufficiently 
worthwhile for investment [14]. In contrast to these ste-
reotypes, the staff in our study had a different attitude, 
showing that instead, they saw opportunities rather 
than obstacles. This might be affected by their mission 
of carrying out the rehabilitation in the best way. Active 
and engaged willingness among staff is, beside sufficient 
knowledge, of most importance to successfully imple-
ment new practices, according to the concept of Readi-
ness for organizational change [43, 44]. The concept can 
be viewed as an individual psychological state, compris-
ing lack of time and energy or fear of the consequences 
[44–47]. When seen as an organizational or collective 
characteristic there are several important focuses that 
can be recognized in our study, such as effective group 
decision-making processes [48], communication [49], 
programme coherence, and organizational climate [44].

The findings of the focus groups show that the staff 
valued having more time available for the participants 
than they usually have in their clinical work, and that 
time was a prerequisite for implementing and refin-
ing interdisciplinary teamwork. The teamwork was also 
described as time saving. In contrast, lack of time pres-
ent within the health care system is described as creating 
stress of conscience, which is a certain kind of stress syn-
drome caused by bad conscience in relation to fall short 
of expectations and demands [50]. On the other hand, 
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person-centeredness, support, and respect from clients 
and their families might have a counteracting effect on 
stress of conscience [51]. These characteristics were all 
present in the intervention of this study.

Interdisciplinary teamwork is recommended for 
patients with complex problems, as is the case for older 
adults with dementia [1]. According to Wade 2020, effec-
tive rehabilitation depends on a multidisciplinary expert 
team, working within the biopsychosocial model and 
working collaboratively toward agreed goals [35]. This 
is the approach in our rehabilitation programme. The 
focus groups emphasized the power of working in a team 
with access to many different professions, which justi-
fies the need of well-staffed rehabilitation teams to meet 
the complex needs in this population. The staff enjoyed 
working together and described that they became 
stronger and more competent when collaborating. This 
implies sustainability in terms of sustainable staff, knowl-
edge, and rehabilitation programmes. Although the staff 
had individual strengths, were well educated, or had long 
working experience they expressed that they needed the 
others in the team to continuously learn from each other 
and thereby get a holistic view. This is supported by the 
statement that there is a need for continuing training in 
areas outside each person’s limited professional field to 
acquire and maintain specialist expertise [35].

There are similarities to our findings in two stud-
ies about physiotherapists’ reflections of meeting older 
adults with dementia in the clinic [6] and in an exercise 
study context [52]. In these studies, emphasis was placed 
on the opportunity for reflection, skilled and adapted 
communication, the importance of knowledge and learn-
ing to build a trusting relationship, and on communica-
tion with the nursing staff [6, 52]. Additionally, the need 
for support and education for relatives was pointed out 
[6].

The staff team aspired to make a difference for each 
PwD and caregiver. In interviews with PwDs in the pres-
ent rehabilitation programme, it was confirmed that the 
rehabilitation had made a difference. The informants 
described that they had been strengthened by the chal-
lenges posed by the rehabilitation and interaction 
with others, and that participation was worthwhile. As 
expressed in the overarching theme of the study, they 
were empowered through participation and togetherness 
[19]. If the team of staff members perceived the rehabili-
tation programme as effective, it might have strength-
ened their engagement and work satisfaction. The staff’s 
perceptions of the programme’s effectiveness must be 
studied further.

Methodological considerations
The data collection was performed several times over a 
long period, which made processing of the data possible. 

There were no changes in the constellation of the focus 
groups, i.e., the participants were the same in every inter-
view session, but the constant comparison resulted in 
changes in the interview guide from the first focus group 
interview to the second. Both an insider and an out-
sider perspective were represented within the research 
group that consisted of various professions with different 
knowledge-base and pre-understandings [23]. We per-
formed parallel coding, triangulation between research-
ers, and comprehensive discussions in the whole research 
group, which likely contributed to a more nuanced dis-
cussion and data analysis, since the researchers have 
diverse backgrounds and experiences. Peer debriefing 
[23, 53] was achieved by presentations and discussions 
among colleagues and other health professionals who 
found the results credible. Therefore, we consider our 
findings to be trustworthy.

A limitation of the study might be that the agreement in 
the focus groups was evident and accordingly there was 
not much arguing or different opinions. Instead, the staff 
reaffirmed each other during the focus groups, which 
the quotes in the results section reflect. There might be 
a risk that the participants were too regardful and did not 
want to disagree. Additionally, the participants were all 
involved in offering the rehabilitation programme. This 
might mean that they were highly motivated and engaged 
in their work and wanted to achieve the best outcome for 
their clients. Their in-depth reflections and the rich inter-
view data might be a result of their position.

Implications for practice and future research
Knowledge about the team of staffs’ experiences of pro-
viding rehabilitation is essential to develop best practice. 
It may also positively impact attitudes and broader accep-
tance of rehabilitation as relevant for older adults with 
dementia. Important features to consider are collabo-
rating within the team and with other actors, involving 
rehabilitation participants, creating relations, and having 
a flexible and generous approach. Further, the timing of 
goal setting, enough time, and forums for team discus-
sions are vital.

Future research should focus on the effects and fea-
sibility of a person-centred multidimensional inter-
disciplinary team rehabilitation programme for 
community-dwelling older adults with dementia and 
their caregivers. The informal caregivers’ experiences of 
participating in the rehabilitation programme, and staff 
perceptions of what changes the programme entailed 
remain to be analyzed.

Conclusions
According to staff team experiences a comprehensive 
team is viable to provide person-centred, multidimen-
sional, and interdisciplinary rehabilitation for older 
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adults with dementia and their informal caregivers. The 
team of staff could provide individualised rehabilitation 
in creative collaboration with the participants through 
interaction, knowledge exchange, time and continuity, 
coordination and flexibility, and a holistic view. Chal-
lenges to overcome were the involvement of the person 
with dementia in goal setting and the mediating role that 
the staff had to have. The staff pointed out that by refine-
ment they could achieve well-functioning, competence-
enhancing and timesaving teamwork.
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