
R E S E A R C H Open Access

© The Author(s) 2024. Open Access  This article is licensed under a Creative Commons Attribution-NonCommercial-NoDerivatives 4.0 
International License, which permits any non-commercial use, sharing, 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 you modified the 
licensed material. You do not have permission under this licence to share adapted material derived from this article or parts of it. 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-nc-nd/4.0/.

Lucchese et al. Research Involvement and Engagement           (2024) 10:94 
https://doi.org/10.1186/s40900-024-00623-w

Research Involvement 
and Engagement

*Correspondence:
Sharon Kaasalainen
kaasal@mcmaster.ca

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

Abstract
Background A Strategic Guiding Council (SGC) was created within a Family Carer Decisions Support study, to 
engage family carers of persons with advanced dementia as advisors to inform the design and implementation of the 
study. The SGC consists of an international group of family advisors from Canada, the Republic of Ireland, the United 
Kingdom, the Netherlands, and the Czech Republic. There are limited studies that have explored the integration of 
Patient and Public Involvement (PPI) in dementia research, end-of-life care and long-term care. Therefore, this study 
explores PPI engagement in health research with family carers to understand further their interest in being involved in 
the SCG within the FCDS intervention which is focused on supporting caregivers to make decisions about end-of-life 
care for residents with advanced dementia.

Methods This study utilized an interpretive descriptive design and explored the motivations of ten family advisors 
from Canada, the Republic of Ireland, the United Kingdom, and the Netherlands in being part of the SGC. Semi-
structured interviews were conducted by phone or videoconferencing and were recorded, transcribed, and analyzed 
using thematic analysis.

Results Three themes generated from the findings of the study were (1) engaging in reciprocal learning; (2) using 
lived experience to support other family carers; and (3) creating a collective momentum for advocacy and change.

Conclusions Family carers motivations to being part of the SCG was driven by their intent to help carers navigate 
the health system and to create a psychosocial support system for other carers experiencing end-of-life with their 
loved ones. Being part of the SCG provided a benefit to family carers which provided a venue for them to contribute 
meaningful information from their experience, learn from other health professionals, research and other advisors and 
an avenue for advocacy work to improve access to end-of-life care supports through education. To our knowledge, 
this is the first study that explores the motivations of an international group of family advisors’ engagement in health 
research to promote integration of a palliative approach to dementia care in long-term care homes. This study further 
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Introduction
Patient and Public Involvement (PPI) in research has 
been growing internationally due to efforts to ensure 
that health research is relevant, meaningful and impact-
ful for patients and the public [1]. PPI ensures studies are 
focused on patient-identified priorities and encourages 
patients and their family/friends to be proactive partners 
in all stages of the research process: study design, inter-
vention implementation, interpretation and developing 
of findings and knowledge translation [2, 3]. PPI values 
a person’s lived experience and reported benefits include 
improvement in patient experiences, high quality health 
care and ensuring research funding is allocated to studies 
that are relevant and deemed a priority to patients and 
the public [4, 5]. Most importantly, PPI ensures that work 
is being carried out with or by members of the public, 
rather than for them or about them.

The inclusion of PPI in health research has been 
deemed a priority in many countries [6]. The United 
Kingdom has made PPI participation a requirement to 
increase community involvement in health service plan-
ning and decision making in the delivery of health initia-
tives and research [6]. Similarly, in Canada, the Canadian 
Institute for Health Research (CIHR) developed part-
nerships with funding agencies to develop a Strategy for 
Patient-Oriented Research to improve health outcomes 
by promoting the engagement of patients and focusing 
on priorities identified by patients [7]. PPI has been stud-
ied in stroke care [8], dialysis [9], mental health research 
[10] and has been growing within dementia research [11]. 
Findings from the Bethell et al. (2018) scoping review dis-
cussed the importance of collective learning from people 
with lived experience with dementia and reinforced the 
importance of challenging societal views that portray 
people with dementia as not fully capable of participating 

in research  [11]. Although there is broad consensus on 
the importance of integrating PPI in health research, fur-
ther research is warranted to explore the integration of 
PPI in dementia research, long term care (LTC) and end-
of-life care to improve health outcomes for older adults 
living with dementia and their family carers through 
meaningful engagement in health research.

In order to improve the quality, relevance and uptake 
of research amongst family carers, PPI engagement was 
integrated within the Family Carer Decision Support 
(FCDS) mySupport study [12–14]. The FCDS interven-
tion focused on supporting caregivers to make deci-
sions about end-of-life care for residents with advanced 
dementia. Introducing a palliative approach to care pro-
motes a comprehensive person-centered approach to 
care for residents during end-of-life through advance 
care planning, management of disease symptoms, psy-
chosocial and spiritual care and bereavement support 
[15]. The FCDS study was implemented in Canada, the 
Republic of Ireland, the United Kingdom, the Nether-
lands, Czech Republic, and Italy during the COVID-19 
pandemic. An international PPI panel, called The Strate-
gic Guiding Council, was formed early on to help inform 
the design, implementation and evaluation of the FCDS 
intervention by advising the research team and shar-
ing their experiences in caring for individuals living 
with advanced dementia in LTC. There were 15 people 
involved in the Strategic Guiding Council. These individ-
uals met via Zoom at quarterly Strategic Guiding Council 
meetings. They were involved in reviewing draft inter-
vention components such as the comfort care booklet, 
providing assistance in interpreting study findings, and 
offering recommendations for knowledge translation and 
dissemination activities [16, 17].

contributes to the literature from an international perspective the importance of PPI in research. Further research is 
warranted that explores PPI in research to improve access to end-of-life supports.

Plain English summary
Patient and public involvement (PPI) in research has been growing worldwide and ensures that research conducted 
is relevant to the needs of patients. Within the Family Carer Decisions Support study, we created a Strategic 
Guiding Council (SGC) to engage family carers of persons with advanced dementia as advisors to improve access 
to a palliative approach to care. The SGC includes family advisors from Canada, the Republic of Ireland, the United 
Kingdom, the Netherlands, Italy and the Czech Republic. The goal of the strategy was to engage with family 
advisors in research activities to improve access to a palliative approach and quality of care provided to people 
with dementia receiving end-of-life care. Including patients and family in research is extremely important, therefore 
our aim in this study was to explore family advisors’ motivations to engaging in the SGC. Family advisors reported 
encountering challenges with navigating the health system with end-of-life care and they chose to participate in 
the SGC to support other carers who are experiencing a similar situation. Being part of the SGC also provided the 
family advisors with an avenue to advocate on the importance of improving access to end-of-lifesupports and the 
opportunity to learn from other advisors, health professionals and researchers.
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To our knowledge, there are currently no research 
studies that have explored PPI engagement in health 
research within an international Strategic Guiding Coun-
cil. In addition, there is little information in the literature 
that discusses how to engage and involve families in LTC 
research [18, 19]. Meaningful engagement with family 
carers is an important area to focus on in research as it 
provides researchers with a unique perspective of their 
lived experience which can also lead to an improvement 
in research questions, facilitate knowledge transfer and 
promote trust [18, 20]. Therefore, this qualitative study 
aimed to contribute to the literature on PPI engagement 
with family carers by exploring the motivations of family 
carers to become family advisors on the Strategic Guid-
ing Council. It is imperative to explore the motivations of 
family carers in research for recruitment and retention 
purposes as they are important members of the research 
team who can provide feedback on the practicality and 
relevance of interventions. The research question was: 
What are family advisors’ motivations in working with a 
Strategic Guiding Council and research team to promote 
integration of a palliative approach to dementia care in 
LTC homes?

Methods
Design
This study utilized Sally Thorne’s (2016) interpretive 
description methodology to address the research ques-
tion. Interpretive description is grounded in a naturalistic 
inquiry and objective knowledge is unattainable through 
empirical analysis but rather, the participants and 
researcher construct meaning together [21]. Interpretive 
descriptive is known as a useful methodology to generate 
knowledge for health service research due to its focus on 
experiential knowledge and exploring human common-
alities and differences [21]. This approach was suitable for 
this study to reflect on the diverse experiences of family 
carers in supporting persons living with dementia which 
shaped their motivations to engage in research as family 
advisors.

Sampling
Convenience sampling [22] was used to locate par-
ticipants who were interested in being a member of the 
Strategic Guiding Council to advise the FCDS study and 
share their viewpoint as family carers for individuals liv-
ing with advanced dementia. Specifically, they met the 
following inclusion criteria: (a) family carer of a person 
with advanced dementia (living or passed away in the last 
five years); (b) 16 years of age or older; and (d) comfort-
able communicating in English.

Recruitment
Recruitment for the Strategic Guiding Council consisted 
of both passive and active recruitment strategies. We 
attempted to recruit participants from all six countries 
involved in the FCDS intervention, however we were 
unable to recruit family carers from Italy and the Czech 
Republic due to language barriers. Hence, we ended up 
with family carers from four of the six participating coun-
tries: Canada, United Kingdom, the Republic of Ireland 
and the Netherlands. The recruitment of family advisors 
to join the Strategic Guiding Council and research study 
was conducted through the completion of an Expres-
sion of Interest Form and country-specific recruitment 
flyer, which were posted at local organizations (i.e., LTC 
homes) for a period of two months between June to 
August 2020. The Expression of Interest Form and the 
Country-Specific Recruitment Flyers were also posted 
on the mySupport website. Family carers who were inter-
ested in participating in the Strategic Guiding Council 
completed the Expression of Interest Forms and once 
completed, the PPI study coordinator, along with the 
country-specific research representative, contacted eli-
gible individuals who met the inclusion criteria.

Active recruitment strategies for the study consisted of 
staff working in LTC homes or nursing homes to share 
information to family carers regarding the Strategic Guid-
ing Council and mySupport study following a recruit-
ment script guideline developed by the research team. 
Verbal permission was sought from the family carers to 
have their contact information shared with the research 
team to discuss the Strategic Guiding Council and 
mySupport study further. A telephone or email recruit-
ment script was used by research staff to inform inter-
ested family carers about the study, answer any questions 
and affirm their continued interest to participate. Family 
carers that provided consent to be part of the Strategic 
Guiding Council as family advisors were provided with 
an orientation, which was conducted by the PPI coor-
dinator or the country-specific research representative 
either in-person or virtually. Two family advisors were 
included in this manuscript as co-authors as they con-
tributed to writing and reviewing the manuscript.

Data collection
Demographic data such as country of residence, sex, age, 
and relationship to person living with dementia were col-
lected electronically using LimeSurvey. Semi-structured 
interviews were conducted by the PPI coordinator or by 
the country specific research representative either on 
the telephone or Zoom videoconference platform based 
on participants’ preference from September 2020–2021. 
The interviewers were master’s prepared or graduate 
students in the field of nursing and health studies. Inter-
views were scheduled based on their preference for time 
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in their respective time zones and within the first three 
months of joining the Strategic Guiding Council. Inter-
views were conducted in English and the country specific 
research coordinator was available to assist participants 
with translation support as a ‘buddy’. Participants took 
part in an interview in a quiet, private location of their 
choosing such as in their home. An interview guide was 
used to explore family carers’ motivation in working with 
a Strategic Guiding Council and research team and devel-
oped through a review of the literature for PPI concepts. 
Examples of interview questions were: What is your 
experience with palliative care? What is your experience 
working with research and what about your experience 
working on a panel or a committee? What is your under-
standing of a Strategic Guiding Council? The interviews 
lasted 30 to 40  min and were audio-recorded and tran-
scribed verbatim. Identifying information was removed 
and transcripts were reviewed against the recording 
for accuracy [23]. Participants’ identity was protected 
throughout the study and all study information that was 
recorded, transcribed and analyzed were kept in a locked 
cabinet or stored in a password protected, encrypted file.

Data analysis
Demographic data were analyzed using counts for cat-
egorical data and means and standard deviations (SD) for 
continuous data. The first stage of data analysis consisted 
of “sorting and organizing” [21 pp 156] the data by read-
ing the transcripts. In the second stage, “making sense 
of pattern” [21 pp 163], the authors (SL and JK) analyzed 
two transcripts independently and generated a code list 
and themes. The authors (SL and JK) met together and 
discussed their preliminary findings. Descriptive codes 
were merged to develop themes or groupings [21]. The 
findings were then discussed with additional research 
team members (SV, VM and SK) and themes were 
defined based on consensus. Once consensus was gained 
within the research team, SL proceeded with analyzing 
the remaining transcripts using Dedoose qualitative soft-
ware. For the final stage, “transforming pattern into find-
ings” [21 pp 173] the author SL met frequently with the 
research team during data analysis to review the findings 
and themes generated. The final written conceptualiza-
tion of the findings was reviewed by the research team 
and presented in this study [21].

Ethical considerations
This study was approved by local research ethics board 
(#5837). Research was conducted following the standards 
outlined by the Tri- Council Policy Statement for Ethical 
Conduct for Research Involving Humans [24]. Written 
and verbal informed consent was sought from all par-
ticipants with the understanding that their participation 
in the study would not influence them or their relatives 

care at the LTC home. Each participant had experience 
as a family carer for a relative with dementia and due to 
this, were sensitive to emotional reactions. Therefore, the 
sensitive interviewing techniques were employed, which 
included validation of emotions and experiences of the 
interviewer, frequent breaks and if needed, discontinua-
tion of the interview.

Rigour and trustworthiness
Several strategies were employed by the research team 
to enhance trustworthiness and rigour in the study. The 
research team participated in co-constructing knowl-
edge by interpreting participants experiences from the 
semi-structured interviews. Researcher triangulation was 
achieved by meeting frequently with the research team 
to discuss data analysis and themes developed. Engaging 
in triangulation allowed the researcher to confirm con-
structed perception of an event or process [21]. An audit 
trial was maintained by the primary author to establish 
confirmability of the research findings and ensure the 
findings are based on participants responses instead of 
the researchers’ own preconceptions and biases.

Results
Characteristics of sample
A total of 10 family advisors shared their perspectives 
in being part of the Strategic Guiding Council for the 
mySupport Family Carer Decision Support Study. There 
was representation from four countries, Canada (n = 4), 
United Kingdom (n = 1), the Netherlands (n = 1), and the 
Republic of Ireland (n = 4). Demographics were missing 
for some advisors (n = 5). Half of the advisors were female 
(n = 5). The mean age of advisors was 65.6 years (SD = 5.0) 
and most were caring for a spouse or parent. Most of the 
advisors reported having education at the post-secondary 
level (i.e., college, bachelor’s degree, masters).

Overview of findings
Three themes represented the family advisors’ motiva-
tion in engaging with the Strategic Guiding Council: (1) 
engaging in reciprocal learning; (2) using lived experience 
to support other family carers; and (3) creating a collective 
momentum for advocacy and change.

Theme 1. Engaging in reciprocal learning
This first theme explains how family advisors were moti-
vated to be engaged with the Strategic Guiding Council 
and research team to help and also learn about health and 
social services from other care partner experiences. This 
was identified by one advisor who shared: “I have expe-
riences that might be valuable, but other people on the 
council may have experiences that could help me as well” 
(P2, Canada). A family advisor expressed that engag-
ing with health professionals on the research team (e.g., 
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nurses, physicians, social workers) allowed for reciprocal 
learning, where the care partner learned from the health 
professional and the health professional had the chance 
to learn from caregivers:

I also very much enjoy the interaction of working 
with professionals [health]. I love the learning expe-
rience that both of us can get and ultimately again 
as we discussed before, what I learn I can then take 
back to the people who can gain the most from what 
I learn. Which are the people suffering the condition. 
(P5, United Kingdom) 

By engaging with the Strategic Guiding Council, par-
ticipants mentioned that it provided them with the 
opportunity to learn about interventions and programs 
that are happening in other countries. Family advisors 
further endorsed that being involved with the Strate-
gic Guiding Council, not only did it promote reciprocal 
learning between the caregiver and healthcare team, it 
also allowed family advisors to be active participants in 
their loved one’s care and not “only visitors” (P6, The 
Netherlands).

Theme 2. Using lived experience to support other family 
carers
This theme describes the participants’ lived experience as 
a family carer of a person with dementia and how their 
experience was a driver for engaging with the Strategic 
Guiding Council. Based on their own experiences, fam-
ily advisors expressed a strong desire to create a circle of 
moral and psychosocial support system for other carers. 
Advisors endorsed that their personal experience with a 
loved one gave them “the drive to do something” (P10, 
the Republic of Ireland). This revealed how they reflected 
on their previous experiences in supporting persons with 
dementia to inform necessary changes for other family 
carers. The advisor further elaborated: “I thought for any-
body that’s going through it, you know I’m going to try 
and do something to help improve this”. This sentiment 
was further expressed by another participant:

I think just giving my personal experience that I’ve 
had in Long Term Care. I watched how my father 
lived and how his end of life was and just want to 
help in any way that I can for other families going 
through such a difficult time. (P1, Canada)

Family advisors expressed experiencing challenges with 
obtaining appropriate end-of-life care for their loved one 
due to clinicians working in care homes limited knowl-
edge regarding a palliative approach to care, which 
contributed to negative experiences. One participant 
mentioned, “My mom’s GP [general practitioner] denied 

her Palliative Care because he said she didn’t have Can-
cer” (P9, The Republic of Ireland). The advisor further 
attributed that the lack of information from the physi-
cian led to feelings of frustration but then ‘sparked some-
thing within’, which led the participant to determine that: 
“rather than fighting the system, I educated myself. I just 
decided I would speak out and tell mom’s story to change 
those mistakes and hopefully make a difference” (P9, The 
Republic of Ireland)

Another advisor expressed a similar situation where 
she experienced challenges with her husband receiving 
adequate pain management despite advocating on his 
behalf to stakeholders in his long-term care home and 
physician. The advisor shared:

With my husband, the home didn’t know anything 
about Palliative Care and we became increasingly 
desperate because he was having such terrible pain. 
Awful pain, and it was just awful to see his body 
twisting. I was so desperate. I tried to get him into 
a hospice and they had no beds and I turned to the 
Palliative Care nursing team that cover residents 
around the country side and towns. They said they 
can’t come in and help unless they are asked to by 
the GP that covers the residential home and I asked 
him [GP] and he wouldn’t speak to me. (P5, United 
Kingdom)

After advocating on behalf of her husband for adequate 
end-of-life care, the advisor further shared:

It was only the day before he died that he was com-
pletely pain free. The last few days of his life he had 
some pain control. That shouldn’t have happened, 
he should have had pain control months before, 
or weeks before he became in such a terrible state. 
That’s why I’m desperate that it doesn’t happen to 
other people. (P5, United Kingdom)

Although many family advisors shared negative experi-
ences with end-of-life care, an advisor described end-of-
life care as a “beautiful, worthwhile thing to be a part of” 
(P2, Canada). She further describes how end-of-life care 
has been a large part of her life since she was a caregiver 
to family members who passed away in LTC. Therefore, 
she hopes to be able to help others going through a dif-
ficult moment by sharing her experience:

It’s worthwhile to be able to share the things you 
know and share your experience with families to 
have when they are facing this end-of-life care phase. 
It’s a really difficult circumstance to be in and it’s 
very complex it’s nothing that you can rehearse for… 
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I think that my experience could be valuable to other 
people. (P2, Canada)

A strong motivating factor that led advisors to engage 
with the Strategic Guiding Council and research team 
was to help others navigate the health system. Advisors 
expressed encountering challenges navigating the health 
system to ensure that their family member with dementia 
was provided with the treatment that they needed. Many 
endorsed a motivation to be engaged with the Strategic 
Guiding Council was to help other caregivers navigate 
the health system. An advisor shared: "I think it is in help-
ing people find their way through different systems … as 
they begin to navigate it and know the important things 
to look for and what things to just let go" (P4, Canada).

In addition, an advisor also learned from her experi-
ence that it is important to seek help early on and engage 
in discussions about dying early on in a person’s care 
until they are at the end-of-life. She shared:

My mission is that what happened to my husband 
never happens to other people. They get to that stage 
and understand and get help quickly … definitely get 
help early on and leave it sort of until its Palliative 
and it can’t be controlled. They need to know earlier 
on. (P5, United Kingdom)

A family advisor further described supporting a fam-
ily member with dementia as the power of attorney and 
described the process as not black or white. The advisor 
disclosed the challenges and complexities of being power 
of attorney, especially in relation with capacity of under-
standing concerns. Supporting families navigate these 
concerns was a motivating factor for the advisor to join 
the Strategic Guiding Council. One advisor expressed: 
“To think that I could help family members understand 
what might be ahead of them, I thought was interesting 
and useful…so that was the motivation” (P8, The Repub-
lic of Ireland). Overall, participants identified the impor-
tance of sharing their knowledge and experience as a 
means of enlightening others and helping other carers in 
their caregiving journey.

Theme 3. Creating a collective momentum for advocacy 
and change
This theme describes the importance of advocacy to 
improve access to palliative care supports and educa-
tion to reduce stigma in end-of-life care. Family advisors 
are motivated to be engaged with the Strategic Guiding 
Council to be able to use their voice to improve the qual-
ity of care provided to individuals with dementia and 
use their voices to “support or influence the direction of 
the program (P7, The Republic of Ireland). An advisor 
shared:

Advocate for elderly people to have Comfort Care, 
even if it is not in the last part of their lives. They 
have to have Comfort Care even when the disease of 
Dementia comes, to have all the people around you 
and try to make the life of the person as comfortable 
as can be. (P6, The Netherlands)

An advisor shared how being involved in their loved ones 
care brought fulfillment in their life through the advocacy 
work they are engaged in:

I look back now and I think it’s probably the best 
thing I have achieved in my life. Plus, it’s opened 
up my world to meeting amazing people. Like even 
now talking to you today [researcher], like if mom 
hadn’t come into my life, I wouldn’t be doing any of 
this [advocacy]. I don’t’ know what I’d be doing but 
I certainly wouldn’t’ be worrying about Dementia 
and end of life or having anything to do with it. It’s 
completely the opposite to what my life was. (P9, The 
Republic of Ireland)

Despite programs developed to bring more awareness 
regarding dementia care, advisors endorsed that there is 
still stigma that exists regarding dementia.

I don’t know about other countries but in the Repub-
lic of Ireland there’s not as much of a stigma as 
there was but there’s definitely still a stigma around 
Dementia or Alzheimer’s. There’s definitely huge 
education needed for the general public as well. It’s 
getting better. People are more aware, as well as 
there are more supports. But there’s still … you know, 
it’s one of those things that some people don’t want to 
talk about. (P10, The Republic of Ireland)

The Strategic Guiding Council was identified as an 
opportunity for advisors to be engaged in research initia-
tives and cross-country collaborations to improve inte-
gration of a palliative approach to care for individuals 
with dementia. An advisor who also had a long career in 
research shared:

I like the idea that it’s an international project and 
it will be interesting to see what the results are and 
also to make a difference for families that have fam-
ily members or friends who have Dementia and 
reach end of life. It would be nice to make a differ-
ence if we can somehow. I like fairly efficient things, 
but I want to see some real impact you know col-
lectively from this research project. I’ve been doing 
research for forty-five years so I know that lots of 
things take a long time to make a difference but I’d 
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like to see some real outcomes from the research. (P3, 
Canada)

Through engagement in the Strategic Guiding Council 
and research team, a collective momentum for change 
can be made to improve the care being provided to peo-
ple with dementia and provide person-centered care. An 
advisor emphasized the importance for health profes-
sionals to explore the wishes of the person with dementia 
and their family members to improve quality of life:

The nurses and the staff must be aware of the wishes 
of patients and family of the patients so they can be 
part of the last few times [moments] of the patient’s 
life and try to make it more about the person and 
family want to have and not the wishes of the orga-
nization to be efficien.t (P6, The Netherlands)

Discussion
This study sought to explore the perspectives of family 
advisors’ motivations in working with a Strategic Guid-
ing Council and research team to promote integration of 
a palliative approach to improve dementia care in LTC 
homes. To our knowledge, this is the first study which 
explores the perspectives of family carers motivations to 
participate in PPI research in an international Strategic 
Guiding Council, from four participating countries (Can-
ada, United Kingdom, Republic of Ireland, and the Neth-
erlands). The Strategic Guiding Council international 
study provided the advisors with an opportunity to be 
engaged in cross-country collaborations to improve end-
of-life care for individuals with dementia and support the 
research team in determining opportunities to improve 
patient and family engagement.

The study findings are relevant to healthcare as it pro-
vides the perspectives of family carers motivation in 
being partners in care and research, which is an area of 
research that requires further exploration in LTC settings 
[18]. Involving family and patients in the development 
and implementation of research, enriches the relevance 
of the study by generating interventions that are sustain-
able and translatable to the community of interest [25]. 
PPI involvement is a growing area in health research and 
ensures that research is conducted in a manner that is 
relevant and meaningful to patients and the public [26, 
27]. Warner et al. [28] emphasizes the importance of 
involving patients and families in their care to ensure 
care reflects their needs and values. Through patient and 
family integration in the planning process, it can lead to 
positive patient end-of-life and family bereavement out-
comes [28].

Family advisors in the study discussed how their lived 
experience providing care for a person with dementia 

was a motivating factor to wanting to be engaged with 
a Strategic Guiding Council and research team. Par-
ticipants wanted to use their experience to help others 
who are going through difficult situations. Similar to the 
findings in our study, a study conducted by Cashin et al. 
[29] explored family’s motivation to being engaged in 
research and education development with health profes-
sionals, which was driven by their desire to improve their 
knowledge and promote awareness of dementia. Findings 
from the study are also consistent with family centered 
research that has been conducted in different disciplines. 
O’Keeffe et al. [30] explored family members motivation 
to being engaged in research in the field of adolescent 
mental health. A commonly cited motivation for being 
engaged with a research team was a desire to help others 
going through similar difficulties [30].

Advisors in the study discussed challenges with obtain-
ing appropriate referral for end-of-life care or palliative 
treatment (i.e., pain management) for their loved one 
which was a driver for them to want to be engaged in a 
Strategic Guiding Council. Advisors reported stakehold-
ers in care homes and health professionals limited knowl-
edge regarding a palliative approach to care as a reason 
for experiencing challenges with obtaining a referral 
or treatment. This finding is consistent in the literature 
which discusses the need to expand education on end-of-
life care amongst health professionals of all disciplines, 
patients and family [31–33]. In a study from Bolt et al. 
[34], the author emphasizes that nurses who provide care 
to people with dementia have a crucial role in identifying 
end-of-life needs and observing changes in clinical health 
status due to their frequent interactions with residents. 
However, it is imperative to explore effective education 
opportunities to promote capacity building within health 
professionals working in long-term care homes to pro-
vide a palliative approach to care to improve the health 
service delivery of older adults receiving end-of-life care.

PPI research is critical and it is imperative that 
researchers aim to achieve actionable outcomes with 
the participation of patients and public participation in 
research [11]. Advisors in the study disclosed how they 
want to be involved with the research team to be able to 
‘see some real impact’ from the research projects they 
are engaged with. In a systematic review conducted by 
Domecq et al. [35], patient engagement in the planning 
and execution of research may improve its translation 
into clinical practice and may yield meaningful reports 
that’s written in a language that is understandable for 
participants and the community, thus supporting knowl-
edge translation. Increasing participatory action research 
amongst patients and family to improve end-of-life car-
eand dementia care may improve a person’s quality of life 
through the inclusion of individuals with lived experience 
to make program improvement recommendations [11]. 
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Thus, reinforcing the importance of an interdisciplinary 
and unified approach to research.

Results from this study generated implications for 
research, policy, and practice. Research and policy impli-
cations generated from the study further emphasizes 
the importance of ensuring PPI is integrated in LTC 
settings and international research projects to further 
improve the implementation of a palliative approach to 
care within nursing homes and improve the quality of 
life of residents in the late phase of their illness. Advisors 
in the Strategic Guiding Council supported the FCDS 
study and were actively involved in creating guides for 
families and education materials along with the research 
team. Practice implications from the study reinforces the 
importance of involving family members in the decision-
making process of their loved one’s goals of care during 
end of life. Families who are not provided the opportunity 
to discuss their relative’s illness, prognosis, and treatment 
experience difficulties with decision-making processes, 
feel uncertainty about the illness and may also feel unpre-
pared for their relative’s death [31]. Exploring the moti-
vations of family carers allowed the research team to 
engage family carers meaningfully by ensuring that their 
perspectives and lived experiences were incorporated in 
the FCDS research study. In addition, this study further 
contributes to the limited body of literature that explores 
PPI research amongst family caregivers in LTC [18, 19].

Strengths and limitations
A major strength of this study is that the Strategic 
Guiding Council includes advisors from four countries 
with unique contexts with regards to healthcare sys-
tems and available services and presents findings PPI 
research within an international team. Additional study 
strengths include strategies to enhance trustworthiness 
of the study findings which consisted of meeting with the 
research team to engage in debriefing to ensure reflex-
ivity and conformability with the research findings. The 
authors in the study also utilized triangulation to ensure 
rigour, which allowed for the confirmation of the findings 
and different perspective with the phenomena of interest 
[36]. Despite the research study utilizing a small sample 
of individuals from participating countries, this study 
offered an international perspective that explored the 
motivation of family advisors’ in working with a Strate-
gic Guiding Council and research team which has not be 
explored before. Future qualitative research could include 
a large sample size and more countries beyond Canada 
and Europe. Advisors had to be comfortable in speaking 
in English, however a ‘buddy’ such as a research coordi-
nator was assigned to those who required some transla-
tion. Despite the use of a ‘buddy’, due to limited time and 
resources we were unable to recruit family advisors in 
Italy and Czech Republic. Therefore, we were unable to 

include advisors in the study due to their limited profi-
ciency in English. Future research should have measures 
in place to allow participants to take part in interviews in 
the language of their choosing. This study was also con-
ducted during the COVID-19 pandemic and therefore 
future research should explore the impact of the pan-
demic with family caregivers’ participation in research. 
Additionally, the findings reinforce that family caregivers 
are motivated to be active participants in their loved ones 
care and want to be involved in meaningful work through 
research engagement. Therefore, researchers should 
aim to explore further family caregivers role in research 
to support in recruitment and to conduct meaningful 
research to improve health service delivery for patients.

Conclusion
This study contributed to the enrichment of literature by 
exploring PPI in research from an international perspec-
tive. Motivations that led to engagement with the Stra-
tegic Guiding Council and research team consisted of 
family advisors’ using lived experience to support other 
family carers and the motivation to engage in reciprocal 
learning with other care partners and research profes-
sionals. While many Family Advisors had strong motiva-
tions to be engaged with the Strategic Guiding Council 
and research team, many endorsed aspirations to sup-
port care partners navigate through the complexity of 
the health system and create a collective momentum for 
advocacy and change to improve end of life dementia 
care through their involvement with the Strategic Guid-
ing Council.
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