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ABSTRACT 

Background
Community support programs can improve quality of life for 
people living with dementia and their care partners. Important 
to the successful implementation of such programs is close 
engagement with end-users to gain a better understanding of 
their needs. This study describes the perspectives of people 
living with dementia, care partners, and health-care providers 
on the First Link® dementia support program provided by the 
Alzheimer Society of British Columbia (ASBC).

Methods
Following a large-scale survey (N=1,164), semi-structured 
interviews were conducted with participants to explore in 
greater detail the different needs and themes that emerged 
from the first phase of the study. The interviews explored: 1) 
experiences with the program; 2) future planning; 3) meaning 
of independence; and 4) impact of the program on emotional 
and physical well-being.

Results
A total of 48 participants were interviewed in this study. 
Knowledge and education were key factors that helped 
participants manage the impact of dementia. Learning about 
dementia, the experiences of others, strategies on how to 
manage symptoms, what to plan for in the future, and how 
to access different services in the community, was tied to 
increased feelings of confidence and comfort, and decreased 
stress. Participants also provided suggestions for improvement 
of the First Link® dementia program such as further embed-
ding the program into the patient journey, providing more 
services in remote areas, providing education for health-care 
providers, and increasing awareness of the program. 

Conclusion 
By emphasizing the lived experiences and needs of those liv-
ing with dementia and their caregivers, this work will inform 
future research-based program evaluations globally and, in 
turn, improve the existing services to support people living 
with—and impacted by—dementia. 

Key words: program evaluation, dementia, Alzheimer’s, 
patient experience

INTRODUCTION 
As the global population continues to age, the prevalence of 
dementia is expected to increase. As of 2019, an estimated 
57.4 million people globally had a dementia diagnosis. These 
numbers are expected to double every 20 years, reaching 
around 152.8 million cases in 2050.(1,2) The costs associated 
with living with dementia are estimated to be five and one-half 
times greater than for those without a dementia diagnosis. The 
direct and indirect costs of dementia are projected to increase 
rapidly alongside costs of caregiving when considering current 
demographic trends.(3) Given this trajectory, the availability 
of accessible dementia care services is critically needed to 
support people living with dementia and their care partners. 

Dementia care programs offer a variety of services with 
the goal of improving the quality of life and health care 
received. Programs delivering education around dementia 
enable a better understanding of the disease progression, 
including information on future care needs and strategies 
on how to manage the physical and emotional impacts.  
Evidence-based training programs for care partners, such as 
STAR-C based in Oregon, prioritize reducing care partner 
burden and depression by teaching effective methods to 
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identify and respond to behavioural problems.(4-5) Home-care 
services can offer support with personal care such as bath-
ing, dressing, and eating, in addition to medical care given 
by health-care providers including nurses or occupational 
therapists. Adult day programs and support groups present 
opportunities for individuals to connect with others in the com-
munity in similar circumstances which can create a sense of 
belonging and mitigate feelings of isolation and loneliness.(1) 
 Formal evaluations of dementia programs are essential 
to identify strengths and areas for improvement to better sup-
port people living with dementia. Studies aimed specifically 
at evaluating the effectiveness of service programs have used 
one, or a combination of, the following designs: 1) a pre/
post-test approach (including randomized control trials), 2) 
cross-sectional approach, or 3) a continuous approach. For 
pre/post-test approaches, outcome measures are assessed 
before participants undergo the program or intervention, at 
the end of the program/intervention, and often several weeks 
or months after the program/intervention has been completed 
to observe any significant and long-lasting changes. For 
example, a randomized control study evaluating a home-based 
training program for care partners in Taiwan assessed their 
quality of life and depressive symptoms through validated 
surveys at baseline, and at two weeks, three months, and six 
months after they completed the program.(2) Evaluations of 
established programs often use a cross-sectional approach to 
capture strengths and areas for improvement in an efficient, 
cost-effective manner. The Silver City Club in Michigan was 
evaluated using this one-time approach by conducting inter-
views with care recipients of this adult day service.(3) Studies 
that involve the ongoing development and evaluation of a 
program’s effectiveness during the course of the intervention 
can use continuous or repeated measures in order to identify 
areas of improvement on an ongoing basis.(4) This allows for 
continuous advancement towards programs that are closely 
aligned with the needs of the client. Ongoing evaluations of 
support programs and services are important to continually 
improve the quality of life for people living with dementia 
and their families.

Quantitative and qualitative methods have been used to 
evaluate the effectiveness of a program through surveys or 
interviews. Surveys can be easily distributed to a large sample 
of participants in a short period of time; however, surveys limit 
the ability to capture detailed feelings and experiences. Inter-
views address this limitation by producing rich narrative data 
from the experiences and perspectives shared by participants. 
However, this method can be time- and resource-consuming, 
and typically engages a smaller sample size. As a continuation 
of the evaluation of the First Link® dementia support servi-
ces offered by the Alzheimer’s Society of British Columbia 
(ASBC) (where we previously distributed surveys to identify 
program strengths and areas for improvement)(5) this paper 
reports on the findings from the second phase of the study. 
During that phase, follow-up semi-structured interviews were 
conducted with people living with dementia, care partners, 
and health-care providers. 

METHODS

Between September 2020 and August 2021, we interviewed 
31 care partners, seven people living with dementia and 10 
health-care providers. Each interview lasted between 30 min-
utes to 1.5 hours in length. Participants who completed the first 
part of the program evaluation(5) and indicated their interest 
in taking part in a follow-up interview were contacted for this 
portion of the study. In close collaboration with a Steering 
Committee comprised of persons with lived experience of 
dementia, researchers, and staff of the ASBC, interview guides 
were developed and included questions about the following 
themes: 1) experience with specific First Link programs and 
services; and 2) impact of the program on: 2.1) planning for 
the future, 2.2) independence and living at home, and 2.3) 
emotional and physical health. We also captured overall feed-
back. All study protocols were approved by the University of 
British Columbia Behavioural Research Ethics Board. 

Using a qualitative description approach, we conducted a 
descriptive content analysis of the interviews to uncover emer-
ging themes. Three separate coding guides were developed 
for interviews with care partners, people living with dementia, 
and health-care providers, respectively. A preliminary cod-
ing guide for interviews conducted with care partners was 
developed by an independent coder (MTT) based on an initial 
10% of the care partner interviews (n=3), and a second coder 
(AM) applied the guide to the same set of interview transcripts 
to ensure reliability. Any disagreements or discrepancies were 
discussed and resolved through consensus. The coding guide 
was then further refined by the research team (MTT, AM) and 
the resulting coding guide was applied to a previously uncoded 
subsample of the care partner interviews (n=3) through an 
iterative process until agreement reached over 80%. The final 
care partner coding guide was used by a primary coder (MTT) 
to code the remaining sample. Using the care partner coding 
guide, coders MTT, YF, and SM adapted similar themes to 
develop coding guides for interviews with people living with 
dementia and health-care providers. The coders underwent 
the same iterative process as above, until agreement reached 
over 80% for the data sets from each category of participant. 

RESULTS

Engagement with First Link Dementia 
Support Services
The full list of First Link dementia support services can be 
found in Table 1. 

Education workshops, support groups, and support calls 
from First Link staff were the three programs with which 
participants reported engaging the most. The education work-
shops were helpful in providing information for participants 
in terms of learning more about dementia. 

“[…] the education programs also helped to take some of 
the mystery out because I mean unless you are involved, 
you know, you only get the bits and pieces [of information] 
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you pick up here and there, and unfortunately a lot of that 
is not necessarily 100 percent accurate, so going to the 
workshops and actually getting the genuine information I 
found very helpful because it took a lot of the stress and 
the fear out of it.” (Care partner 4)

Support groups provided participants an opportunity to share 
their experiences and learn from others. While some felt that 
being in a support group was overwhelming due to hearing 
the challenging stories from others in different stages of their 
dementia journey, others felt reassured knowing that they were 
not experiencing their situation alone.

“I couldn’t relate, and as I said, they were actually scaring 
me, not that I am not realistic about the fact that it is only 
going to get worse, but it wasn’t helpful. I was going there 
for support from people that were going through the same 
thing, and I found myself sitting there crying for what those 
people were going through, so it wasn’t, you know, it wasn’t 
the answer for me so. But I was glad that I tried it, and I, as I 
said, I certainly know it is there, and if I get to a stage where 
I need it, I will certainly go back to it.” (Care partner 28)
 “The support group was amazing, it was very good, and 
just having the contact when you have specific questions, 
or things that you are dealing with at the time, is very 
useful.” (Care partner 30)

Participants expressed their appreciation for the support calls 
from First Link, as it provided them an opportunity to ask 
questions, as well as share what they were going through.

“I do have a phone call once a month from one of the 
individuals at the Alzheimer’s [Society], and it’s a check 
in phone call, and I am at liberty to talk to her about any 
questions that I have, any concerns, or really anything. She 
is very, very supportive.” (Person living with dementia 1)

Barriers were identified by participants when explaining 
their lack of engagement in certain programs or the First 
Link dementia support services in general. These were due to 
factors such as time constraints, as they had other responsibil-
ities or commitments in their life that prevented them from 
connecting with the services, or limitations in the program 
offerings. Some participants also reported that they were 
uncertain about the services’ intended users or felt that the 
support provided was not needed in their current situation. 
Figure 1 outlines the barriers and facilitators to access and 
engagement with the First Link dementia support services 
experienced by participants.

“I was not able to make it to [the in-person support group] 
because usually by the time evening rolls around, I am tired, 
I am burnt out, and I am not driving, so for me to get to a 
support group, I would have to either take a cab, or transit, 
and it is just, it didn’t work out.” (Care partner 20)
 “I haven’t taken anymore courses, but I haven’t had 
access to what their schedule and I live in [location], which 
is just outside of [location], and so it is not particularly 
easy for me to get back and forth.” (Person living with 
dementia 4)

Impact of First Link Dementia Support Services
Through the exploration of the participants’ experiences 
with the First Link dementia support services, we identified 
two areas of impact: 1) knowledge and information, and 2) 
emotional well-being.

Knowledge and Information
People living with dementia and care partners reported that 
gaining knowledge about dementia was valuable for their 
journey. Specifically, participants found it useful to learn 
about dementia facts, available resources in the community, 
information about future planning, communication strategies, 
daily living tips, and self-care reminders. With this knowledge, 
participants reported feeling better equipped to manage the 
impacts of dementia, and reduced feelings of stress and care 
partner burden:

“So I just think the stress goes away when I have 
knowledge, and I gain knowledge by being involved with 
First Link. It was the knowledge that helped me understand 
and realize that things had changed, so that’s what took 
away the stress [...] The validation that this was a condition, 
and that it probably wasn’t going to get any better, so I 
had best adopt some attitudes that would help me be less 

TABLE 1. 
Full list of First Link dementia support services  

offered by the Alzheimer Society of BC

Program/Service Description

Support calls Initial contact phone calls
Regular phone calls every 3-6 months

First Link® 
Dementia 
Helpline 

1800 provincial number that is available for 
anyone who has questions about dementia – 
answered by staff and volunteers

Dementia 
Education

Family Caregiver Series
Shaping the Journey
Getting to Know Dementia
Heads Up: An Introduction to Brain Health
Accessing Services
Grieving the Losses on the Dementia 
Journey
Life in Residential Care
Transition to Residential Care
Intimacy and Sexuality
Dementia Friends
Building a Strong Foundation for 
Dementia Care

Webinars Monthly online education

Support Groups Early stage support groups for people 
living with dementia
Caregiver support groups—for care 
partners of people living with dementia

Minds in 
Motion®

A social and fitness program from people 
living with dementia and a care partner
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stressed or anxious about it, and just to I guess lighten up 
a little on expectations, and if I had lower expectations, 
then there wouldn’t be as much anxiety and I wouldn’t feel 
like I was failing or not delivering what I could, realizing 
that I can’t fix this.” (Care partner 13)

Another care partner felt that learning to be less reactive when 
the person they care for is exhibiting challenging behaviours 
helped them provide better care:

“...but it is really helpful to talk to the First Link people 
because it helps me not to be so reactive to things that 
are happening at home, so I kind of remember, [when 
the person living with dementia presents challenging 
behaviours] because of something the First Link person 
said to me in the phone call, I’ll step back and I will tackle 
the situation in a different way. Or I will use a distraction, 
more focus on things that we enjoy about each other, or 
conversations that we can, you know, get into it together. 
[…] It helps me to be a better caregiver at home.” (Care 
partner 6)

Emotional Well-Being
The major themes raised by participants were feelings of 
comfort, reassurance, and validation after accessing the First 
Link dementia support services. In addition to feeling reas-
sured knowing that First Link was available to them whenever 
they needed support, the following participants expressed 
that having the ability to share experiences with others was 
comforting as they felt understood:

“..it is very freeing to have somebody that you feel 
that understands what it feels like.” (Person living with 
dementia 2)
 “That was a huge load on me just to — and also you 
don’t feel quite as lonely. I mean I know there were probably 

thousands of people on the island in the same situation as 
I was, but I had never met them, and I felt pretty much out 
there by myself, and the First Link people, especially at the 
classes, it kind of encouraged all of us to open up and talk 
about things you wouldn’t normally talk about with a group 
of strangers, and it was very liberating.” (Care partner 29)

While acknowledging the benefits of accessing the First Link 
dementia support services, a theme of being overwhelmed 
when engaging with some services was raised. This was 
reported due to an overload of information received all at 
once, not being prepared to hear the experiences of others 
who were more advanced in their journey or encountering 
challenging situations, or learning about information early on 
in their diagnosis that was not relevant to them. A health-care 
provider explained the potential for an anxious individual’s 
symptoms to be exacerbated:

“[...] It is not great for an anxious person whose primary 
diagnosis is anxiety, to sit amongst [people living with 
Alzheimer’s] and listen to their symptoms because they 
will absorb those symptoms which will increase their 
anxiety.” (Health-care provider 5)

Support for Independence
Participants were asked about their perspectives on independ-
ence, to better understand ways to support them. For those 
who were living with dementia, independence meant having 
the ability to care for themselves and partake in activities of 
daily living such as cooking, shopping, bathing, and driving.

“Well, being independent means that I am capable of run-
ning my own household, meaning that I can do my own 
shopping, I can pay my own bills, I can manage with all 
the sites online that I do my business with, my personal 

Barriers to Access
• Irrelevant to current situation (e.g. courses 

offered, experiences of others in support 
groups)

• Limited program schedule
• Lack of available programs in local area
• Busy caring for a loved one
• Busy caring for other family members
• Busy with other life responsibilities (e.g.

work, volunteer)
• Technical difficulties 
• Information overload 
• Hearing challenging stories from others 

during support groups
• Uncertain of intended users of specific 

programs
• Language barriers
• Unaware of FL as a whole

First Link®

Dementia Support 
Services

Facilitators to Access
• Knowing they can contact FL at any 

time
• Receiving support calls from FL about 

reminders of programs/services
• Access to more virtual services
• Access to services in rural/remote 

areas
• Increased program offerings
• Easier self-referral system
• Receiving respite to attend services

Benefits
• Learning from the experience of others
• Validation of their experiences
• Space provided for them to share their 

experiences
• Helps with stress management and 

feelings of confidence 
• These were coded under ‘impact of FL > 

emotional well-being’ 

FIGURE 1. Barriers and facilitators to access
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interactions, and [independence means] I am still driving. 
If I reach a point where I can’t drive, then I hope that I will 
be able to still be mentally alert enough to call a taxi or call 
a friend, if I need one.” (Person living with dementia 7)

Being able to stay at home, be close to their loved ones, 
and take care of themselves for as long as possible was 
also highlighted by participants when speaking about their 
independence. In addition, one participant spoke about 
rediscovering hobbies and finding new interests as part of 
their independence:

“[Independence] is taking care of one’s self, not at the 
exclusion of others who care, but it is taking responsibility 
for our own situation, which I believe is what we need to do 
as adults, just because we get diagnosed with dementia, it 
doesn’t mean that life is over, or that life doesn’t have more 
wonderful things ahead. So, search out whatever, what are 
your skills, what are your interests, what are your hobbies, 
what could be a hobby or a new interest for you? [...] Being 
independent, you can rediscover and maybe do some things 
that you have always wanted to do but you didn’t have time 
to do them.” (Person living with dementia 3)

For care partners, independence meant that they had time for 
themselves, to pursue their own interests, spend time with 
friends, or travel:

“Just to give me time to pursue my own interests really 
because I am always, I have always been an active person 
[...] I would always try to squeeze in a little walk, or a Tai 
Chi class, or now I go to the pool a couple times a week, 
so it has been, for me, I did not need to be pushed into 
physical activity. [...] It was managing my time around my 
husband’s care to allow for me to do that. That would be 
the biggest obstacle for me, freeing up a bit of my time.” 
(Care partner 26)

Knowing that the person living with dementia was cared for 
gave care partners a sense of relief, while others reported that 
having a life separate from dementia helped them manage the 
burden they experienced: 

“[...] knowing that I have a life, that I am a person apart 
from this illness, apart from my husband, is so huge 
for me. [...] I have a faith belief and so for me I need to 
feed that too, like I need to feed the areas of my life that 
need nurture, and lots of people give all that up.” (Care 
partner 8)

Health-Care Provider Experiences
Health-care providers were asked about their perspectives 
on the referral process to connect their clients/patients to 
the First Link dementia support services. They reported that 
overall it was easy to refer to First Link as the forms were 
straightforward; however, there was limited space to provide 
background details about the person they were referring. Once 
a referral was made, they felt that their clients/patients were 
quickly contacted by First Link.

Overall Feedback About the First Link Dementia 
Support Services
Majority of participants across categories responded posi-
tively to the First Link dementia support services. Many 
participants communicated the benefits of receiving support 
from these services for people living with dementia and their 
care partners. 

“Well, I can’t believe how long I looked for a support group, 
it never dawned on me to look to the Alzheimer’s Society, 
but I did finally and got the support I needed, and they were 
very welcoming.” (Person living with dementia 2)

Recommendations for First Link Dementia 
Support Services and Related Programs
Table 2 summarizes a list of recommendations provided by 
participants specific to the First Link dementia support ser-
vices that can be applied to other related dementia programs 
and services. 

DISCUSSION

Following a survey distributed in the first phase of the First 
Link program evaluation, this qualitative study aimed to gain 
an in-depth understanding of the experiences and perspectives 
of people living with dementia, their care partners, and health-
care providers. Interviews were conducted with participants 
who shared their insights about the support provided by the 
First Link dementia support services and recommendations 
for improvement. 

Findings from this study contribute to the broader quali-
tative literature evaluating services and programs dedicated 
to people living with dementia and care partners. Validation 
and reassurance provided from the participants’ engagement 
with the First Link dementia support services were highlighted 
as a positive impact. These feelings stemmed from the ability 
to speak to others who experienced similar situations and 
understood the challenges of living with dementia and being 
a care partner. This finding supports existing qualitative 
studies evaluating a dementia care service, the Specialized 
Early Care for Alzheimer’s (SPECAL), and a peer support 
program where people living with dementia and care partners 
expressed the importance of having someone listen to their 
experiences and concerns, which elicited feelings of belonging 
and safety, the ability to be themselves, and decreased feelings 
of loneliness.(6,7) 

Person-centred support was also emphasized as a recom-
mendation from participants, where information should be 
provided according to the stage that the client is in, as well 
as through one-on-one sessions to support their well-being. 
This aligns with previous literature on a web-based program 
for family care partners with early stage dementia that also 
emphasized the need for care partner support to be tailored 
to the dementia stage.(8) Gaining knowledge and information 
around dementia was important for participants as it helped 
decrease feelings of uncertainty, stress, and care partner 
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TABLE 2.  
Specific recommendations for First Link programs and services

Person-Centred Support

Offer person-centered support for people living with dementia and care partners. Person-centered support can focus on the specific 
needs, experiences, and personalities of clients who wish to utilize the services and programs offered by First Link®. For example, 
this could be done by an in-take survey asking clients of their preferences to get an idea of what support group would benefit them, 
whether they want more frequent support calls or support groups, or a different format of contact (e.g., Zoom calls).

Provide information that corresponds with the stage of disease so that people living with dementia and care partners are receiving the 
appropriate and relevant information pertaining to their current situation.

One-on-one sessions with someone who clients can talk to about their situation in more detail and receive appropriate support (e.g 
mental well-being, planning for the future).

Emphasize more self-care for care partners, and find ways to encourage them to ask for help without feelings of guilt.

Access

Record workshops/information sessions and share them with participants so that they may watch them at a later time.
Increase frequency of support calls and offer person-centered support during calls.
Continued support for care partners after losing their loved ones.
More language support.
Increase access to virtual services.
Increase program offerings in remote areas.
Increase awareness of First Link, to people living with dementia, care partners, and health-care providers by providing details of 

programs and services offered.
Offer a variety of times for services and programs, as some clients have busy schedules.
Easier self-referral system.

Resources

Develop a checklist of every aspect that people living with dementia and care partners will have to consider when planning for their 
future and where to get support for these aspects if needed.

More information about the different types of dementia, such as Lewy Body dementia.
Education about medical assistance in dying (MAiD).
Promote healthy brain aging with suggestions provided by health-care providers.
An email outlining the different services that clients can access through First Link – this has been raised by participants who are still 

unsure of everything that First Link offers.
Share new research with clients and information about clinical trials.
Discussion about violence by and against seniors.
Share a collection of real-life short stories through the lived experiences of those with dementia and care partners.
More respite for care partners.

Format

Incorporate roleplays, during education workshops or as a separate seminar.
Social gatherings and group activities, such as cooking, dancing, dementia cafes, walking, hiking, or visiting museums.
Improve physical environment of the services provided.

Evaluation

Conduct regular evaluations of programs and services, including information and knowledge being shared with people living with 
dementia and care partners.

First Link Community Impact

Embedding First Link into the patient journey and continuum of care.
Develop partnerships with health authorities, clinics, and health-care providers. Health-care providers feel that First Link could be a 

partner in the circle of care for people living with dementia where care updates are provided.
Advocate for people living with dementia and care partners in addressing needs such as home care, respite, financial support and 

physical assistance.
Additional training for health-care providers and staff who work with older adults and people living with dementia (e.g. community 

agencies, long-term care facilities)
Monitoring program for people living with dementia, once they are diagnosed to ensure that they are keeping up with doctor’s 

appointments, refilling prescriptions, or taking medications.
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burden. Communication strategies in particular were benefi-
cial for care partners as it taught them to be less reactive to 
behavioural challenges presented by the person receiving care. 
This finding adds to prior work that identified the effectiveness 
web-based education interventions for care partners,(9) as well 
as the value and satisfaction of an educational program pro-
vided by undergraduate health-care students for families.(10) In 
addition to evaluations of education programs for the dementia 
community, a wide range of evaluations has also been carried 
out for education and training programs designed for health-
care students and professionals.(10–14) 

Participants identified barriers to participation in First 
Link dementia support services. The volume and content 
of information received overwhelmed some participants, 
which led to their disengagement with certain services. 
Participants also indicated that time constraints and limited 
program offerings have deterred them from engaging in the 
services, though it is worthy to note that the shift to online 
services that occurred as a result of the Covid-19 pandemic 
could lead to different responses.(15) The uncertainty around 
the intended users of particular services and programs 
highlights the need for clear communication around what 
is specifically dedicated for people living with dementia or 
care partners. In line with this finding, an evaluation of a 
different dementia service program also found that later-stage 
support provided too early could cause care partners to reject 
the support, along with an overload of negative information 
in the early stages, such as conversations about care homes 
and end-of-life care.(8)

Independence was a key theme explored with the partici-
pants in this study. Due to the cognitive and functional decline 
experienced by people living with dementia, many lose the 
ability to perform activities of daily living (ADLs) independ-
ently, which can lead to feeling a loss of autonomy and con-
fidence. Interventions have been developed to address the 
impact of dementia on feelings of independence, for example 
the Promoting Independence in Dementia (PRIDE) program 
in the United Kingdom that support engagement of people 
with dementia in cognitive, social, and physical activities.(16) 
The use of assistive technologies to facilitate independence 
for people living with dementia has also been examined, 
with devices ranging in complexity and functionality.(17–20) 
For example, tools were developed as part of the ENABLE 
project funded in Europe to promote day- and night-time 
orientation to prevent wandering at night, find lost items, and 
regulate heat of kitchen appliances.(21) With some products 
found to be used more than others, the authors discovered that 
the availability and familiarity of the product influenced its 
use.(21) Moreover, the emotional alignment between people 
living with dementia and intelligent assistive technologies has 
been found to play a role in providing meaningful support 
with performing ADLs.(22) Despite the promising impacts of 
assistive technologies in promoting independence, there are 
ethical and policy issues to be considered in terms of their 
adoption and use,(23–26) as well as challenges with the evalu-
ation of their impact.(27)

In addition to the value of programs and services dedi-
cated to support people living with dementia and their care 
partners, ongoing evaluations are important to assess the 
impact on their quality of life. An evaluation of the Meeting 
Centres Support Programme (MCSP) after its implementation 
in Italy, Poland, and the United Kingdom reported significant 
positive effects on self-esteem and feelings of belonging for 
people living with dementia and their family care partners, 
as well as successful program adaptations in these countries.
(28,29) A study assessing the effects of adult day services on 
care partners found decreased care partner stress and positive 
effects on their psychological well-being through the reduc-
tion of care demands.(30) Outcomes from formal program and 
service evaluations can provide valuable evidence of their 
impacts on the dementia community, and identify areas for 
improvement to address their needs. 

A variety of methods, both qualitative and quantitative, 
have been used to evaluate programs and services for the 
dementia community. A majority of studies that use quanti-
tative methods have adapted validated instruments to assess 
the effectiveness of programs.(2,4,31–40) These involve pre- and 
post-intervention surveys that are standardized questionnaires 
or that incorporate a selection of validated outcome measures 
such as quality of life, including the Dementia Quality of 
Life (DEMQOL), Adult Carer Quality of Life Questionnaire 
(AC-QoL), and the Quality of Life in Alzheimer’s Disease 
(QoL-AD).(8,41,42) Despite previous evaluations capturing 
baseline data to observe changes after accessing dementia 
services or interventions, our study did not adopt the same 
approach, as its main focus was to generate an overall evalu-
ation of all the services provided by First Link. 

A number of programs globally harnessed the strengths 
of in-depth interviews as a method of evaluation,  including  a 
respite program for people with Alzheimer’s Disease (AD),(43) 
a Mobile Respite Team (MRT) service in Australia,(42) the 
Supporting Seniors Receiving Treatment And Intervention 
(SUSTAIN) program in Pennsylvania,(38) a visual arts program 
for people living with dementia,(41) and a peer support program 
in dementia care.(7) The interviews provided researchers with 
an enriched understanding of the users’ experiences and views 
from different groups through the identification of themes 
and ideas. Another method used in program and service 
evaluations is context-mapping. This approach was used in 
the early development of an online self-management program 
for early stage dementia caregivers to identify care partners’ 
perspectives on the content and format of the intervention.(8) 
Context-mapping allowed participants to provide an overall 
picture of personal internet and computer use, as well as the 
significance they place on its use in early stage interventions.
(8) A randomized control trial was used in one evaluation 
which had participants in the intervention group receive 
support from the Interdisciplinary Home-bAsed Reablement 
Program (I-HARP), consisting of care from community aged 
services and hospital-based community geriatric services.(44) 
There are advantages and disadvantages for each approach 
described: for example, quantitative methods can fail to 



TAM: EVALUATION OF A DEMENTIA SUPPORT PROGRAM

123CANADIAN GERIATRICS JOURNAL, VOLUME 27, ISSUE 2, JUNE 2024

understand the reasons behind the challenges and potential-
ities of a given service,(42) and randomized controlled trials 
are typically costly.(44) 

In this paper we reported results from the second phase of 
a program evaluation project which utilized a multi-pronged 
approach including surveys and interviews. As previously 
described in the first phase of the evaluation, using a survey 
instrument for a program evaluation can be beneficial, espe-
cially when repeated over time, as it can be distributed through 
existing channels and can provide data from a large sample.(5) 
To complement the survey, conducting semi-structured inter-
views can enhance the data by capturing detailed narratives 
and various experiences of participants. Speaking directly 
with people with lived experiences is important to uncover 
ways to provide them with optimal care and support. A similar 
mixed-methods approach was used to evaluate the previously 
mentioned Dutch Meeting Centres Support Programme 
(MCSP), where authors distributed questionnaires to existing 
members of the program and led focus groups to gain insight 
from their participants.(28) The overall results from the com-
bined approach used in the evaluation of First Link dementia 
support services demonstrates the strength of combining both 
quantitative and qualitative methods. Programs that wish to 
undergo an evaluation process need to consider factors such 
as budget and timelines in order to choose a methodology that 
best aligns with their aims and intended outcomes. 

Participants who were recruited for this study completed 
a survey in the first phase of the overall program evaluation.(5) 
Valuable experiences were shared by each participant group; 
however, only a small sample of interviews were conducted 
with people living with dementia and health-care providers. 
Given that the majority of participants from the original pool 
were clients of ASBC, we did not have the opportunity hear 
from individuals who did not access the First Link dementia 
support services in this second phase. Without the perspectives 
of this particular group, there are insight limitations around 
the true barriers to accessing dementia support services. In 
addition, greater inclusion of those from culturally diverse 
backgrounds and LGBTQ2S+ communities would increase 
our understanding about the specific needs of minority popu-
lations. This reflects the ongoing challenges of recruitment in 
dementia research, where people living with dementia have 
often been underrepresented, especially those from diverse 
groups, and efforts in increasing dementia participants in 
research have become a priority.(45) Recent work focused on 
older adults who belong to ethnic, racial, and sexual/gender 
minorities has been done in Canada around their concerns 
and special considerations for advanced and end-of-life care 
planning.(46–48) These studies emphasized the importance of 
engaging diverse populations in research, as they have dif-
ferent needs and traditions that play a critical role in the way 
support should be provided. 

A list of recommendations was identified from this second 
phase of the overall evaluation that can be utilized by the ASBC 
and other dementia support programs to implement long-term 
improvements to their services. Of the recommendations 

provided by the participants, improvements should focus on 
delivering person-centred services that respond to the needs 
identified by people living with dementia and their family 
care partners, as this serves a critical role in supporting the 
health and quality of life of the dementia community. This 
could include speaking with clients before enrolment to a 
program or service to identify their needs and expectations. 
Developing a simple and straight forward self-referral system 
would increase access to programs and services, and resolve 
the delay in receiving support as early as possible for poten-
tial clients in the dementia community. By implementing this 
process, people living with dementia and their care partners 
can self-refer and register to the program without waiting 
for their health-care provider. Most importantly, given the 
significant impacts of the First Link program on the quality 
of life of their clients, efforts should be made to incorporate 
the program in the continuum of care, including delivery of 
First Link services in parallel with clinical care. Future discus-
sions should address how these programs and services can be 
embedded in the journeys of people living with dementia and 
their care partners so that they can receive the support they 
otherwise may not know can benefit them. The findings and 
recommendations from this study have been disseminated to 
the ASBC, and improvements have been implemented to the 
program related to access, advocacy, and education. 

ACKNOWLEDGEMENTS

We acknowledge the Alzheimer Society of British Columbia, 
our Steering Committee members Barbara Lindsay, Michele 
McCabe, Jennifer Perry, Jennifer Lyle, Judy Illes, Eli Beren-
beim, Cathryn France, Mario Gregorio, Myrna Norman, and 
Craig Burns and research members of the Neuroscience, 
Engagement, and Smart Technology (NEST) Lab and of 
Neuroethics Canada for their support and contributions dur-
ing the project. 

CONFLICT OF INTEREST DISCLOSURES

We have read and understood the Canadian Geriatrics Jour-
nal’s policy on conflicts of interest disclosure and declare that 
there is no conflict of interest. 

FUNDING

This research was funded by the Alzheimer Society of British 
Columbia and by the Canadian Consortium on Neurodegen-
eration in Aging’s Ethical, Legal and Social Implications 
Cross-Cutting Program.

REFERENCES
1.  Whitlatch CJ, Orsulic-Jeras S. Meeting the informational, educa-

tional, and psychosocial support needs of persons living with de-
mentia and their family care givers. Gerontologist. 2018 Jan 18; 
58(S1):S58–S73.



TAM: EVALUATION OF A DEMENTIA SUPPORT PROGRAM

124CANADIAN GERIATRICS JOURNAL, VOLUME 27, ISSUE 2, JUNE 2024

 2. Kuo LM, Huang HL, Huang HL, Liang J, Chiu YC, Chen ST, 
et al. A home-based training program improves Taiwanese family 
caregivers’ quality of life and decreases their risk for depression: 
a randomized controlled trial. Int J Geriatr Psychiatry. 2013 May; 
28(5):504–13. 

 3. Carroll AM, Vetor K, Holmes S, Supiano KP. Ask the consumer: 
an innovative approach to dementia-related adult day service 
evaluation. Am J Alzheimers Dis Other Demen. 2005 Sep; 
20(5):290–94. 

 4. Glueckauf RL, Loomis JS. Alzheimer’s Caregiver Support 
Online: lessons learned, initial findings and future directions. 
NeuroRehabilitation. 2003 Jan 1;18(2):135–46. 

 5. Tam MT, Dosso JA, Robillard JM. Community and provider 
evaluation of a Canadian dementia support services program. 
Can Geriatr J. 2022 Jun;25(2):162–70. 

 6. Pritchard EJ, Dewing J. A multi-method evaluation of an in-
dependent dementia care service and its approach. Aging Ment 
Health. 2001 Feb 1;5(1):63–72. 

 7. Keyes SE, Clarke CL, Wilkinson H, Alexjuk EJ, Wilcockson 
J, Robinson L, et al. “We’re all thrown in the same boat…”: A 
qualitative analysis of peer support in dementia care. Dementia. 
2016 Jul;15(4):560–77. 

8.  Boots LM, de Vugt ME, Withagen HE, Kempen GI, Verhey 
FR. Development and initial evaluation of the web-based self-
management program “Partner in Balance” for family care 
givers of people with early stage dementia: an exploratory 
mixed-methods study. JMIR Res Protoc. 2016 Mar 1;5(1):e33. 

 9. Levinson AJ, Ayers S, Butler L, Papaioannou A, Marr S, Sz-
tramko R. Barriers and facilitators to implementing web-based 
dementia caregiver education from the clinician’s perspective: 
qualitative study. JMIR Aging. 2020 Oct 2;3(2):e21264. 

10. Daley S, Hebditch M, Feeney Y, Towson G, Pooley J, Pietersen 
H, et al. Understanding the experiences of people with demen-
tia and their family carers participating in healthcare student 
dementia education: a mixed-methods evaluation from the time 
for dementia programme. Dementia. 2023 Oct;22(7):1514–29. 

11. Daley S, Feeney Y, Grosvenor W, Hebditch M, Morley L, Sleater 
G, et al. A qualitative evaluation of the effect of a longitudinal 
dementia education programme on healthcare student know-
ledge and attitudes. Age Ageing. 2020 Nov;49(6):1080–86. 

12. Sass C, Burnley N, Drury M, Oyebode J, Surr C. Factors as-
sociated with successful dementia education for practitioners 
in primary care: an in-depth case study. BMC Med Educ. 2019 
Dec;19(1):393. 

13. Garrod L, Fossey J, Henshall C, Williamson S, Coates A, Green 
H. Evaluating dementia training for healthcare staff. J Ment 
Health Train Educ Pract. 2019 Jul 15;14(4):277–88. 

14. Martin SE, Tam MT, Robillard JM. Technology in dementia 
education: an ethical imperative in a digitized world. J Alzheim-
ers Dis. 2024 Jan 30; 97(3):1105-09.

15. Tam MT, Dosso JA, Robillard JM. The impact of a global pan-
demic on people living with dementia and their care partners: 
analysis of 417 lived experience reports. J Alzheimers Dis. 2021 
Jan 1;80(2):865–75. 

16. Yates L, Csipke E, Moniz-Cook E, Leung P, Walton H, Charles-
worth G, et al. The development of the Promoting Independence 
in Dementia (PRIDE) intervention to enhance independence in 
dementia. Clin Interv Aging. 2019 Sep 10;14:1615–30.

17. Kabacińska K, Vu K, Tam M, Edwards O, Miller WC, Robillard 
JM. “Functioning better is doing better”: older adults’ priorities 
for the evaluation of assistive technology. Assist Technol. 2023 
Jul 4;35(4):367–73. 

18. Dosso JA, Kailley JN, Guerra GK, Robillard JM. Older adult 
perspectives on emotion and stigma in social robots. Front 
Psychiatry. 2023 Jan 12;13:1051750.

19. Berridge C, Zhou Y, Robillard JM, Kaye J. Companion robots 
to mitigate loneliness among older adults: perceptions of 
benefit and possible deception. Front Psychol. 2023 Feb 21; 
14:1106633.

20. Dosso JA, Bandari E, Malhotra A, Guerra GK, Hoey J, Michaud 
F, et al. User perspectives on emotionally aligned social robots 
for older adults and persons living with dementia. J Rehabil 
Assist Technol Eng. 2022 Jun 17;9:20556683221108364. 

21. Cahill S, Begley E, Faulkner JP, Hagen I. “It gives me a sense 
of independence” – Findings from Ireland on the use and useful-
ness of assistive technology for people with dementia. Technol 
Disabil. 2007 Jan 1;19(2–3):133–42.

22. König A, Francis LE, Joshi J, Robillard JM, Hoey J. Qualitative 
study of affective identities in dementia patients for the design 
of cognitive assistive technologies. J Rehbil Assist Technol Eng. 
2017 Jan;4:205566831668503. 

23. Bächle M, Daurer S, Judt A, Mettler T. Assistive technology for 
independent living with dementia: stylized facts and research 
gaps. Health Policy Technol. 2018 Mar 1;7(1):98–111.

24. Robillard JM, Cleland I, Hoey J, Nugent C. Ethical adoption: a 
new imperative in the development of technology for dementia. 
Alzheimers Dement. 2018 Sep 1;14(9):1104–13. 

25. Robillard JM, Wu JM, Feng TL, Tam MT. Prioritizing benefits: 
a content analysis of the ethics in dementia technology policies. 
J Alzheimers Dis. 2019 Jan 1;69(4):897–904. 

26. Robillard JM, Kabacińska K. Realizing the potential of robotics 
for aged care through co-creation. J Alzheimers Dis. 2020 Jan 
1;76(2):461–66. 

27. Tao G, Charm G, Kabacińska K, Miller WC, Robillard JM. 
Evaluation tools for assistive technologies: a scoping review. 
Arch Phys Med Rehabil. 2020 Jun 1;101(6):1025–40. 

28. Szcześniak D, Rymaszewska J, Saibene FL, Lion KM, D’arma 
A, Brooker D, et al. Meeting centres support programme 
highly appreciated by people with dementia and carers: a Euro-
pean cross-country evaluation. Aging Ment Health. 2021 Jan 
2;25(1):149–59. 

29. Brooker D, Evans S, Evans S, Bray J, Saibene FL, Scorolli C, 
et al. Evaluation of the implementation of the Meeting Centres 
Support Program in Italy, Poland, and the UK; exploration of 
the effects on people with dementia. Int J Geriatr Psychiatry. 
2018 Jul;33(7):883–92. 

30. Gaugler JE, Jarrott SE, Zarit SH, Stephens MAP, Townsend A, 
Greene R. Adult day service use and reductions in caregiving 
hours: effects on stress and psychological well-being for demen-
tia caregivers. Int J Geriatr Psychiatry. 2003 Jan;18(1):55–62. 

31. Chen YM, Hedrick SC, Young HM. A pilot evaluation of the 
Family Caregiver Support Program. Eval Program Plann. 2010 
May 1;33(2):113–19.

32. Chiu T, Marziali E, Colantonio A, Carswell A, Gruneir M, Tang 
M, et al. Internet-based caregiver support for Chinese Canad-
ians taking care of a family member with alzheimer disease and 
related dementia. Can J Aging. 2009 Dec;28(04):323–36. 

33. Glueckauf RL, Ketterson TU, Loomis JS, Dages P. Online 
support and education for dementia caregivers: overview, uti-
lization, and initial program evaluation. Telemed J E-Health. 
2004 Jan 1;10(2):223–32. 

34. Heisz JJ, Kovacevic A, Clark IB, Vandermorris S. Evaluation of 
a community-based exercise program for managing Alzheimer’s 
disease. J Am Geriatr Soc. 2016 Apr;64(4):884–6.



TAM: EVALUATION OF A DEMENTIA SUPPORT PROGRAM

125CANADIAN GERIATRICS JOURNAL, VOLUME 27, ISSUE 2, JUNE 2024

35. Hobday JV, Savik K, Smith S, Gaugler JE. Feasibility of internet 
training for care staff of residents with dementia: the CARES® 
program. J Gerontol Nurs. 2010 Apr 1;36(4):13–21. 

36. Kurz A, Wagenpfeil S, Hallauer J, Schneider-Schelte H, Jansen 
S. Evaluation of a brief educational program for dementia car-
ers: the AENEAS Study. Int J Geriatr Psychiatry. 2010 Aug; 
25(8):861–69. 

37. Martín-Carrasco M, Martín MF, Valero CP, Millán PR, García 
CI, Montalbán SR, et al. Effectiveness of a psychoeducational 
intervention program in the reduction of caregiver burden in 
Alzheimer’s disease patients’ caregivers. Int J Geriatr Psychia-
try. 2009 May;24(5):489–99. 

38. Mavandadi S, Wray LO, DiFilippo S, Streim J, Oslin D. Evalu-
ation of a telephone-delivered, community-based collaborative 
care management program for caregivers of older adults with 
dementia. Am J Geriatr Psychiatry. 2017 Sep 1;25(9):1019–28. 

39. Roberts JS, Silverio E. Evaluation of an education and support 
program for early-stage Alzheimer’s disease. J Appl Gerontol. 
2009 Aug;28(4):419–35. 

40. Steinberg M, Leoutsakos JMS, Podewils LJ, Lyketsos CG. 
Evaluation of a home-based exercise program in the treatment 
of Alzheimer’s disease: the Maximizing Independence in 
Dementia (MIND) study. Int J Geriatr Psychiatry. 2009 Jul; 
24(7):680–85. 

41. Windle G, Joling KJ, Howson-Griffiths T, Woods B, Jones CH, 
van de Ven PM, et al. The impact of a visual arts program on 
quality of life, communication, and well-being of people living 
with dementia: a mixed-methods longitudinal investigation. Int 
Psychogeriatr. 2018 Mar;30(3):409–23. 

42. Abbato S. The case for evaluating process and worth: evalu-
ation of a programme for carers and people with dementia. 
In: Russell J, Greenhalgh T, Kushner S, editors. Advances in 
program evaluation, Vol. 15 [Internet]. Emerald Group Publish-

ing Limited; 2015 [cited 2022 Jun 28]. p. 107–31. Available 
from: https://www.emerald.com/insight/content/doi/10.1108/
S1474-786320140000015005/full/html

43. Perry J, Bontinen K. [Evaluation of a weekend respite program 
for persons with Alzheimer disease.] French. Can J Nurs Res 
Arch. 2001;33(1):81–95.

44. Jeon YH, Simpson JM, Low LF, Woods R, Norman R, 
Mowszowski L, et al. A pragmatic randomised controlled 
trial (RCT) and realist evaluation of the interdisciplinary 
home-bAsed Reablement program (I-HARP) for improving 
functional independence of community dwelling older people 
with dementia: an effectiveness-implementation hybrid design. 
BMC Geriatr. 2019 Dec;19(1):199. 

45. Bartlett R, Milne R, Croucher R. Strategies to improve recruit-
ment of people with dementia to research studies. Dementia. 
2019 Nov;18(7–8):2494–504.

46. Pang C, Gutman G, de Vries B. Later life care planning and 
concerns of transgender older adults in Canada. Int J Aging 
Hum Dev. 2019 Jul;89(1):39–56. 

47. Beringer RM, Gutman G, de Vries B. Exploring and promot-
ing advance care planning among lesbian, gay, bisexual, 
transgender, and queer (LGBTQ) older adults living in non-
metropolitan British Columbia. J Gay Lesbian Soc Serv. 2021 
Oct 2;33(4):407–26. 

48. de Vries B, Gutman G, Soheilipour S, Gahagan J, Humble 
Á, Mock S, et al. Advance care planning among older LGBT 
Canadians: heteronormative influences. Sexualities. 2022 Jan; 
25(1–2):79–98. 

Correspondence to: Julie M. Robillard, PhD, UBC Hospi-
tal, 2211 Wesbrook Mall, Koerner S124, Vancouver, BC, 
V6T 2B5   Canada 
E-mail: jrobilla@mail.ubc.ca

https://www.emerald.com/insight/content/doi/10.1108/S1474-786320140000015005/full/html
https://www.emerald.com/insight/content/doi/10.1108/S1474-786320140000015005/full/html
mailto:jrobilla@mail.ubc.ca

