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Introduction.
Older adults are particularly vulnerable to social isolation because of aging-
related role transitions (e.g., retirement, care giving, living alone, loss of family/
friends), physical changes (e.g., changes in health status, mobility, sensory function, 
cognitive decline), and societal views (e.g., ageism).1,2 Social isolation is often 
defined as the objective lack of, or limited, social contact with others.3 Including 
a lack of meaningful and ongoing communication or having minimal contact with 
family or the wider community. For people living with dementia, others’ lack of 
understanding and fear of not knowing how to interact and communicate with the 
person living with dementia, stigma about dementia, and reduced roles in their 
community, can also impact social isolation.4,5,6 The general progressive decline in 
functioning that occurs with dementia, for example, the ability to communicate, 
changes in memory and concentration, and difficulty planning activities and 
understanding instructions, have a significant impact on social connection. 

Social connection is an umbrella term that encompasses the functional, 
structural, and quality aspects of how people connect. That is, this term 
includes aspects of social isolation and social supports.3 Social isolation has 
significant impacts on the well-being and physical and mental health of older 
adults and those providing them with care. Older adults, notably those living 
with dementia, are often cared for by family or friends who provide practical 
and emotional support, often called care partners. Care partners experience 
social isolation too. Their responsibilities are linked to social isolation in various 
ways. For example, activities such as socialization may decline in priority 
due to lack of time or feelings of guilt about leaving the care recipient.7 
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Social connection is essential for older adults, people living with dementia, and 
their care partners for preserving health and well-being.8 This guide highlights 
intergenerational programs as evidence shows that bringing generations together 
can be mutually beneficial in targeting social isolation. There is currently little 
information or guiding resources available about planning or implementing 
intergenerational dementia programs specifically, particularly those targeting social 
isolation.

This guide was developed through various literature reviews pertaining to 
• The identification and recruitment of socially isolated older adults, including 

those with dementia and care partners.
• Components of successful programs for socially isolated older adults, 

including those with dementia and care partners (with a specific focus on 
intergenerational programs).

• The barriers to participation along with tips and considerations.

What is an intergenerational program?
Intergenerational programs are growing in recognition because of their potential 
to bring many benefits to both generations involved, including reduced social 
isolation. Intergenerational programs involve bringing together different 
generations to support non-familial interaction. Intergenerational programming is 
often defined as a process that aims to bring generations together in purposeful, 
mutually beneficial activities that promote respect, learning, and understanding 
between generations. Intergenerational programming is inclusive and intended to 
build on the strengths and positive assets that both generations have to offer each 
other. 

How this guide can help program developers.
This guide is designed to help community researchers and program developers 
by offering a high-level overview of the evidence on the topic. The information 
presented in this guide can be used in a number of ways, from informing 
identification and recruitment strategies, preparing for possible barriers to 
participation, and incorporating best practices in their studies or programming 
that other researchers and program developers have found success using. 
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Definitions.

Dementia, Alzheimer’s disease and cognitive changes/decline.
Dementia is not a single disease, it is a general term for many diseases that are 
characterized by loss of memory, problem-solving, language, and other thinking 
abilities that interfere with daily life. Alzheimer’s disease is the most common 
cause of dementia. Alzheimer’s disease and other dementias are progressive, 
degenerative diseases.9 

Dementia is not a normal part of aging, although, as we age, we experience gradual 
changes in our bodies and brains.10 Most people continue to have strong memories 
as they age.10 However, around 40% of people will experience some memory loss 
as they age.10 These changes in memory are likely not dementia as the memory loss 
is mild enough to not interfere with day-to-day life.10 This is called age-associated 
memory impairment.10

Mild cognitive impairment has been considered to be between age-associated 
memory impairment and dementia.10 The symptoms of mild cognitive 
impairment include mild memory loss, disorientation, and difficulties speaking. 
Like age-associated memory impairment, these cognitive changes are not 
severe enough to interfere with day-to-day life.10 Although, having mild 
cognitive impairment, you are at a higher risk of developing dementia.10

Intergenerational program.
An intergenerational program is an activity, program, or social service that involves 
the ongoing and purposeful interaction or exchange between any two generations. 
It often involves the sharing of skills, knowledge, or experience between the older 
and younger.11

Person-centered language.
Person-centered language refers to the use of language that puts people first 
instead of the disease, condition, or symptoms that they may have.12 Person-
centered language is important as it honors, respects, and dignifies people and 
focuses on strengths and abilities.12
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Co-design.
Co-design is a process of meaningful end-user engagement and collaboration in 
research or program design from the onset. It involves engagement that occurs 
across all stages of the research or program process. Engagement can range from 
relatively passive to highly active and involved.13

Social isolation.
The objective characteristics of having a lack of, or limited, social contact with 
others. Including a lack of meaningful and ongoing communication or having 
minimal contact with family or the wider community.3

Social connection.
An umbrella term that encompasses the functional, structural, and quality aspects 
of how people connect. This term includes aspects of social isolation and social 
support.3
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Program and research participation.

Currently, there is limited information available about ways to identify and recruit 
community-dwelling socially isolated older adults, particularly those living with 
dementia. We know that there are many barriers when it comes to reaching 
these individuals. The major task of recruitment is to overcome these barriers and 
motivate individuals to participate. Every person is different and there are many 
different personal factors that individuals face when it comes to participating in 
programs. 

Ensuring the successful identification and recruitment of socially isolated individuals 
can take a range of approaches. Strong links with the target community is an 
important facilitator. Below are some commonly and successfully used strategies 
for identifying and recruiting socially isolated older adults, including those with 
dementia and care partners. 

Identification and recruitment.
It is recommended to have a specifically dedicated team member work exclusively 
on community outreach and recruitment, and ideally, this person will have prior 
experience working with the target population and has pre-existing relationships 
with potential partners.14 Working with community leaders and health and social 
care providers, as well as local agencies and organizations, is often beneficial in 
identifying and recruiting socially isolated older adults, those with dementia, and 
care partners.4,15,16,17,18  
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Community leaders can be engaged in several ways, for example, as part of an 
advisory board or as individual gatekeepers. A gatekeeper is often a community 
leader, who works to allow, limit, redirect, support, or hinder studies or programs 
in a community.14,19 All communities have gatekeepers that can influence access 
to participants, identify appropriate identification methods and recruitment sites, 
and provide support for the study or program.19 Therefore, the assistance of a 
gatekeeper can promote trust and allow programs an opportunity to gain entry into 
social circles where older adults and care partners frequent. 

One way to include community leaders and gatekeepers is through the use of 
advisory boards. Advisory boards are an invaluable resource for research studies 
and programs and should consist of representatives of all interested parties and 
be reflective of the target population.19 Like individual gatekeepers, advisory 
boards can inform about the values, needs, and sources of potential participants.19 
Advisory boards can also help create recruitment materials. Maintaining the 
relationship with the board throughout the program is an effective way to 
establish trust and obtain guidance on all phases of the project.19  See Participant 
Engagement and Co-Design on page 13 for further ways to ensure programs are 
meaningfully designed with the communities.

Community leaders and gatekeepers are often engaged based on their knowledge 
of and contact with older adults and care partners, for example, Meals on Wheels 
delivery drivers, adult day program staff, and those living with dementia and care 
partners themselves.

Further, given that those who are socially isolated are more difficult to reach, 
those wishing to work with these groups need to partner closely with organizations 
and agencies that are in contact with them.15 Partnering with community service 
agencies and other important neighborhood institutions such as churches or 
other faith-based organizations, salons, fire and rescue services, local restaurants, 
libraries, senior centers, registrar departments, hospices, are key as they are often 
familiar with the community, and are trusted services for older people and care 
partners.20

Agency and service provider referrals via health and social care providers who 
are known and trusted have resulted in a higher proportion of eligible and willing 
participants compared to self-referral.15,21 For example, primary care health providers 
and pharmacists have regular contact with older people and their care partners.

Working with service providers and agencies to aid in identification and recruitment 
has been identified as the most successful method for including older adults, those 
with dementia, and their care partners.15,22
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Social and print media have been found to be the most common methods of 
identifying and recruiting older adults at risk of social isolation, including, mass 
media, local press, and advertisements in flyer’s, posters in community settings, 
and local newspapers.15 Although, evidence has shown that agency referrals 
are a more promising way to recruit.15 A potentially useful strategy is the use of 
innovative recruitment materials that contain educational information or health tips 
as opposed to traditional flyer’s that only describe the study, who is eligible, and 
who to contact, to be successful.14 When using social or print recruitment methods, 
it is important to note that these participants will be self-referred, which may be a 
potentially self-defeating strategy, as it inherently targets a population who may be 
more socially connected.15

Combining multiple forms of identification and recruitment, for example, face-to-
face contact, endorsement from a community leader, agency referral with print 
media or mass-media advertisement has shown more promising recruitment rates 
than those that relied on only one recruitment method.15,23,24

Below are some of the common barriers to identifying and recruiting socially 
isolated older adults, including those with dementia and care partners, and discuss 
some strategies to overcome these barriers.

Barriers to participation.
Stigma and terminology.
Many older adults face the stigma of ageism, particularly those living with 
dementia and care partners. The progressive decline associated with dementia, 
negative media representations of older adults and dementia, and a general lack of 
understanding of aging and dementia can lead to experiencing social isolation and 
exclusion from their community.4 Further, those who care for someone living with 
dementia may fear the stigma associated with social interaction in a community 
setting. For example, the stigma associated with being labeled as socially isolated 
might cause an individual to feel blamed for being isolated. As a result, this 
potential program participant may not want to identify as such and may not relate 
to recruitment materials.25 Similarly, the use of the term “caregiver” or “care 
partner” may alienate people who do not identify as care partners and also exclude 
former care partners who are at risk of social isolation.4 It is important to use your 
community’s preferred terms when communicating about the program or study.

Personal and transportation limitations.
Two of the most commonly reported barriers to participation are mobility and 
transportation limitations.26,27 Transportation options and costs need to be 
considered when planning recruitment for your program. Additionally, physical 
(e.g., vision and hearing impairment, COPD, mobility limitations) and mental health 
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are reported as significant barriers.4,25,27 Some ways to support participants who 
face these challenges include:
• Hiring paid or volunteer drivers to pick up participants.21 
• Avoid holding project events on weekends when there are no transportation 

services available.21

• Arrange and/or provide travel with accessible vehicles.21

• Reimburse travel expenses.
• In rural areas, have fewer meeting times to avoid travel and transport 

difficulties.16,19,21

Communication barriers.
Some potential participants may face communication challenges like language 
limitations, health literacy levels, and sensory and cognitive impairments. It is 
necessary to ensure that program materials and tools are accessible, in plain 
language, in the target audience’s primary language and keep the intended meaning 
after translation.17,22 When possible, hire staff that are bilingual and speak/read 
languages common in your target population. It is also helpful to use the same 
translation service/tools for all the program’s translation needs.19Additionally, 
ensure that project materials are written in ways that are accessible using non-
stigmatizing language (See Additional Resources on page 25), appropriate colour use, 
and font size, so that it tailors to various groups, such as older people with sensory 
impairments.3 The use of handheld hearing augmenters (e.g., Pocketalkers) and 
using written materials liberally can also mitigate some communication barriers.19 
You can ensure good communication through testing various types of messages, 
visual formats, and channels with your target audience, community leaders 
or advisory boards, and evaluate which means of communication prove most 
effective.28 It is also beneficial to have extended time talking to participants, and 
to let the participant and their care partner take program materials or instructions 
home to review, with contact information to discuss questions that arise.19

Lack of respite care and a reluctance to accept help.
A lack of respite care limits the ability of care partners to join social activities. 
Low use of respite care can be due to supply factors such as inadequate 
availability, flexibility, suitability, cost, or limited knowledge of what is available.4 
It has also been reported that care partners may choose not to use respite 
care due to personal or cultural values, care partner role expectations, at the 
objection of the care recipient, or due to previous adverse experiences with 
the service.4,27 For people new or hesitant to using respite, the service can 
be gradually introduced through transitional arrangements and information 
sessions.4 Another possible strategy is to offer programs where both the 
care partners and persons living with dementia can participate.
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Mistrust, concern and fear.
There are many potential concerns and fears when engaging in research and social 
opportunities for older adults, those living with dementia, and care partners. This 
might include concerns about the research or programming process, inviting a 
stranger into their home, meeting face-to-face, and interacting with new people. 
The consent process can also be intimidating. The barrier of mistrust, concern 
and fear has been highly reported in groups of racialized older adults, the oldest 
old, and those living in rural areas.17,21,29 It is important to have an inclusive project 
team that is culturally competent (have the ability and knowledge to interact 
with, understand and appreciate the importance of people from different cultural 
backgrounds) and includes members of the target community.19 

Reducing fear and mistrust during program recruitment can include:
• Obtaining support from care partners, loved one’s, housing managers, etc.
• Working with trusted local organizations and agencies
• Have all project staff use photo identification and include photos of the team on 

recruitment materials.19

• Adding an educational component to relieve uncertainty of potential 
participants and their care partners. Communications and recruitment materials 
should serve equally to educate and inform the participants and the people 
who are influential in the participant’s life.19

• Explaining the study or program in plain language, with time for questions.22

Lack of time.
Care partners are often juggling work, family, and care partner responsibilities.18 
Evidence consistently shows that care partners have limited time and motivation to 
maintain or create social connections. This is because they are often fully involved 
in their care activities and lack time to socialize. Therefore, care partners may 
decide that available activities and opportunities for socialization are not worth the 
time investment.4,27 It is critical to provide flexible scheduling opportunities, such as 
extended hours beyond office hours and weekends.19  
 

Capacity of partnership organizations.
Evidence shows that you can work to overcome barriers to recruiting through 
partnering with intermediary organizations. However, this creates competing 
demands on their time when they may have little personally invested in the study 
or program.18 The development of community partnerships is slow and resource-
consuming and there may be incomplete buy-in from partners.14,27,30 The time 
required to overcome shared misunderstandings, align goals, and establish trust 
with partnering organizations can be lengthy.14 Creating strategic partnerships 
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early on is key.27 Obtaining buy-in from community agencies and organizations 
can be facilitated by aligning project objectives with unmet community needs that 
are important to both organizations and seeking input from all parties through all 
phases of the program.14 

Seasonality.
Older adults may change their actions because of the weather and season. This may 
result in fewer opportunities for social engagement.31 Winter may make it difficult 
for older adults to leave their homes or have visitors.31

It is important to consider how programs and programs aimed at older adults might 
be arranged and executed differently over the year. Here are some considerations 
related to seasonality:
• Take into account the geographical location of older adults, their weather-

specific needs and their homes over the year. It may be easier for older adults 
to attend if the program uses home-based approaches in colder months.31

• Use transportation services for older adults to take them to places 
where exercise and activities, such as walking, can be conducted in safer 
environments, given the increased concerns of falls in winter.31

• Technology, with the support of the younger generation and/or care partners, 
can be used to develop programs for older adults to reduce seasonal social 
isolation.31

Digital divide.
The digital divide refers to the variety of skills, comfort levels and access when 
it comes to technology. Many older adults may not have the skills or access to 
use computers, which is important to consider when developing a program with 
technology at its center.

Here are some considerations when it comes to the digital divide:
• It is important to add knowledge-building and training activities into your 

program with ongoing monitoring to provide support to participants.8 
• Used, recycled or donated equipment (ie. computers, mobile phones) can be a 

low-cost way to provide technology to your participants.4 
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Ways to ensure your  
program is successful.

This section of the guide provides information on components of successful social 
isolation programs, including available information on intergenerational programs, 
for older adults, those with dementia and care partners. 

Intergenerational programs offer the opportunity to both reduce social isolation 
and challenge ageism by allowing both the young and old to explore who they are 
and what they can learn from each other.32 Intergenerational programs should 
provide benefits to all participating generations.32 Benefits of intergenerational 
programs include improving older adults’ health and well-being by facilitating 
social connection or physical activity and contributing to the learning, values, and 
behaviors in both generations.8

Dual care partner-care recipient focus.
Dual care partner- care recipient programs refer to programs that provide 
opportunities for the older adult or person living with dementia as well as the care 
partner to be involved.4,33 These programs can reduce the care partner’s concerns 
about leaving the care recipient and can eliminate the need for respite or family 
support.4
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Considerations: 
• The ability for gradual integration is key since care partners often attend on 

their own before bringing their care recipient.4 

Educational component.
Most successful programs provide an educational component.4,34,35,36 Providing 
education is important to achieving long-term outcomes. For example, in an 
intergenerational program, educational sessions can aim to teach the younger 
generation about dementia to aid in their interactions or mentoring programs can 
have older adults support the younger generations in performing activities.6,8,32 It is 
essential to understand the different skill mix and levels of knowledge people have 
to facilitate intergenerational work.

Consideration:
• Conducting separate sessions with participating groups at the outset to prepare 

participants and inform them about the needs of the other group. This can build 
confidence and put both generations at ease.6

Additionally, care partners may feel guilt and shame when taking ‘time out’ for 
programs or support. Programs that focus on delivering information may be 
received better as they can reduce care partner concerns about focusing on self.4 
For example, the educational component in a program for care partners can include 
caregiving-related information. Providing tips, skills training and support to continue 
or improve the care partner role can help improve care partners’ confidence in 
your program.4,33

Consideration:
• Encourage active participation in educational programs for care partners which 

is more effective than simply presenting the information.33

Combination of components.
Social isolation is personal, has many different contributing factors, and requires 
a range of services and approaches to coordinate an effective response.4,5 For 
example, a multi-component program can involve skills training, education, support 
groups, and various interactive activities in the same program.33,37

A combination of interactive activities and education has led to better outcomes 
in groups of care partners.37 Programs that incorporate respite, transportation, 
social connection, and are delivered in both face-to-face and virtual formats are 
particularly effective in targeting social isolation in hard-to-reach older adults and 
care partners, such as those in rural settings.4
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Provide informal social interaction and offer a 
familiar location.
Maximizing social opportunities within the program can be achieved by allowing 
participants to mingle in an informal setting.4 Promoting informal social connections 
allows friendships to develop more naturally.4,5 It is recommended that in 
intergenerational programs, sessions should start with participants interacting 
informally so that meaningful relationships can develop before activities begin.6

Considerations for location include holding meetings and services in community 
facilities that are familiar to participants and easily accessible to help facilitate a 
sense of comfort.4,19 Having a quiet place for people living with dementia to use if 
required may help with fatigue and personal expressions (i.e., words, gestures, and 
actions that reflect interactions with the personal, social, or physical environment).6

Utilizing existing networks and experienced personnel.

As previously discussed, existing contacts can assist engagement by identifying 
individuals living with dementia and care partners, encouraging them to attend 
programs, and ensuring they have the necessary support to do so.4,35,38 Further, 
using existing networks can address barriers associated with trust, and facilitate 
interaction between individuals with similar interests. 

Considerations: 
• The use of an experienced facilitator is particularly vital in virtual programs due 

to the technical aspects, potential for increased demands of group activities in 
these environments, and the emotional impact of the sudden end to a session.4

Address individual needs and adaptability.
The ability of a program to meet and adapt to participants’ needs and their local 
context is key to ensuring success.39 An important component of implementing 
a program is engaging with the participants to address their needs, values, 
and preferences.34 Programs must understand the particular patterns of social 
relationships, norms, assets, and opportunities in the area in which it is being 
proposed and used.20 That is, successful programs must cater to the individual 
requirements of older adults, those living with dementia and their care partners, 
and the younger generations in terms of needs, limitations, flexibility, frequency, 
and timing (e.g., availability, transportation, respite).4,39,40 Additionally, programs 
must target individual underlying issues that may exacerbate social isolation if the 
underlying cause is known (e.g., hearing loss or mobility limitations).41 Programs are 
more likely to be effective if the target audience, stakeholders, and community are 
involved in the planning, development and execution, and evaluation.33,35,37,39 
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Check out page 17 for more information on successful co-design for an approach 
that has the benefits of developing programs that better meet the needs of the 
people they intend to support.

Considerations: 
• Use reminder phone calls, particularly with older adults, to help clarify 

instructions regarding meeting location, necessary items to bring, and 
transportation options.23

• Give the participants a choice to reschedule or not attend a session if they are 
not feeling up to the commitment.16

Target a specific group.
Programs that target a specific population (e.g., women, the widowed, the 
physically inactive, rural individuals, or minority care partners) show higher success 
in addressing social isolation in older adults and care partners.2,35,36,38,42

Productive engagement and activities.
For socially isolated older adults, programs that involve action, ‘doing things’, 
and keeping busy while often being directed towards a common goal are more 
successful in alleviating social isolation than programs involving passive activities 
such as watching or listening or those with no explicit goal or purpose.39,43,44

Productive engagement and activities can be solitary or in a group setting.33,39 
Many successful solitary programs, while undertaken alone, also actively involve 
others. For example, an animal-visiting program, reading with family through a 
virtual platform, or an online community to engage in a hobby. Technology-based 
programs promoting solitary activities may offer solutions for hard-to-reach groups 
of community-dwelling older adults, for example, those that are housebound.39 
See Telephone and virtual programs on page 21. In a group setting, productive 
engagement and activities can focus on creating opportunities for forming new 
social connections.39

Considerations:
• Activities that presented a challenge have been suggested as being successful.39
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Asset-based.
Programs and activities should be asset-based and build on the strengths and 
preferences of the participants of both generations and identify and mobilize 
community assets.6,32 Programs should place equal value on the contribution of 
both the younger and older generation, acknowledging that both generations can 
teach or coach in their turn.32 For example, youth sharing drawing skills and older 
adults sharing reading skills.

Considerations.
• To test the suitability of the activities, both groups can perform several activities 

before the program formally begins. This also allows for the strengths of the 
participants from differing generations to be matched successfully.6

• Similarly, brief interviews with participant groups before commencement allow 
for tailoring of activities or skills.6

Buddy system.
The use of buddy systems is a successful component for both generations in an 
intergenerational dementia program and is associated with the development of 
strong relationships within each group.6 In using a buddy system, participants are 
linked to each other one-on-one or put into consistent small groups.6

Utilizing reflective journals.
In particular, the use of reflective journals is successful for the younger generation 
in intergenerational programs.6 Utilizing reflective journals can support process 
and outcome evaluation by including any challenges, benefits, and potential 
improvements.6

Reminiscence.
Reminiscence involves recalling and sharing memories from the past and can 
help in retaining a sense of self and historical identity. Including elements of 
reminiscence in a program with older adults with dementia has been identified 
as a successful element for both generations in intergenerational programs.6 For 
example, successful programs have included storytelling or reading together aimed 
at remembering and communication.6 With the focus on the past, activities that 
include reminiscence emphasize the cognitive strengths of people with dementia.6
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Affordability.
For the target population, the cost of a program needs to be low or nonexistent.4,35

High-quality training of facilitators and instruction  
of participants.
Clear instruction, training, and knowledge-building for facilitators and participants 
is a necessary precursor to program implementation and essential for 
sustainability.4,8,45 It is important to note that facilitators and volunteers who work 
on intergenerational programs tend to be comfortable working with one group of 
people (i.e., older adults/older adults with dementia or young people) and not the 
other. Therefore, training provision should involve equipping the facilitators with 
the appropriate skills to work outside of their comfort zone and bridge generational 
concerns.6

Considerations: 
• Offer complete training to volunteers to clarify their role and the requirements 

in participating and to improve their competence.28,35,42

• Ensure the requirements of facilitators are clear to prevent overdoing and 
confusion and to help with retention.46

• On-site demonstrations are particularly useful to illustrate how skills and 
techniques can be applied to facilitate optimal participation in real-life 
situations.47

• Participant and facilitator concerns should be documented and addressed, and 
ongoing support and monitoring should be provided.19,47

• Training exercises can be developed over the course of the program to address 
context-specific situations through observation and debriefing and the use of 
reflexive journals.8 
 
 

The ability of a program to meet and adapt to 
participant’s needs and their local context is key 
for ensuring success.
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Co-designing with participants.

Co-design is a well-established approach to collaboration that started with 
participatory research methods and design.48 Co-design seeks to actively involve 
important stakeholders (e.g., employees, local organizations, community members, 
service users) in the design process. Co-design typically involves stakeholders from 
the beginning to the end to ensure the designed outcome meets their needs and 
is valuable and usable.48 Co-designing programs with older adults, people living 
with dementia, and their care partners ensure that the program meets their needs 
and follows their preferences. Successful social isolation programs are often co-
designed to ensure they are meaningful and accessible.35,38,39,49

Benefits of co-design.
When program participants are co-designers, they are equal partners in the 
process and play a crucial role at every stage of the process to develop knowledge, 
generate ideas, and co-develop concepts. Co-designed programs acknowledge 
that people living with dementia and their partners are experts in their own lives 
and experiences. People living with dementia and their care partners are equal 
designers in the process, and their input is valued as much as other stakeholders, 
including the co-design organizer. The intention is that the programs will be 
designed and carried out with older adults, people living with dementia and their 
care partners.48 It’s important for a co-designed project that all participants see as 
valuable in their own way and can relate to in their own everyday life.50
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There are many benefits to using a co-design approach in programs intended for 
people with dementia. For example:
• Evidence shows that programs and services are more likely to be effective if the 

target service user is involved in the planning, development and execution, and 
evaluation.39

• Co-design helps to create choice and suitability of the program in terms of the 
level of support, activities, and method of delivery.39

• The process of co-design can have a positive impact on the subjective 
well-being of people living with dementia through supporting exchanging 
experiences, social interaction and empathetic connections where all actors are 
equal.49,51 

• Co-design with people living with dementia can support a sense of control.51

• Co-designing has led to program sustainability, with the programs still being 
implemented after research and program teams have withdrawn engagement.34 

Challenges when using co-design.
Despite many benefits, there are challenges when co-designing programs 
with people living with dementia. Being a co-designer might require certain 
levels of sensory, cognitive, and motor abilities, which can be decreased for a 
person with dementia.50 Additionally, co-design activities often involve people 
describing previous situations or imagining future scenarios, answering abstract 
questions, and communicating their own experiences, which can sometimes 
be difficult for people living with dementia.51,52,59 People with dementia cannot 
always verbally communicate their needs and preferences due to the cognitive 
impairments associated with living with dementia.52,59 People living with dementia 
may experience, difficulties with memory, thinking, orientation, language, 
comprehension, and action. The large variety within and between people with 
dementia adds to the overall challenge of successful co-design.50 However, people 
living with dementia have highly individual lifestyles and have a great capacity to 
remain active and influential within society. Care partners can play a supportive 
role in co-design activities but can’t replace the involvement of people living 
with dementia themselves since they sometimes also have different needs and 
opinions.51 

Some examples of other challenges or limitations to a co-design approach with 
people with dementia and their care partners include:
• Care partner burden of participation.
• Potential stress or anxiety for people living with dementia and care partners.
• Time-consuming process and expensive to execute.
• Potentially high dropout rate since long-term involvement is usually required.
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• Potential for distress or feelings of failure for people with dementia if the 
program does not work out.

• Conflicting goals and expectations. 

When working with people living with dementia, program organizers may have to 
use specific approaches that are suitable for the individual’s needs.52 It is vital that 
the co-designed programs support the person living with dementia and their care 
partner by paying respect to their person hood and their right to be treated as a 
unique individual.52 People living with dementia are creative; they have a range 
of experiences, knowledge, capabilities, and skills. Each individual brings specific 
strengths to create a shared understanding and to help achieve the larger shared 
objective of the program.48 

Here are some considerations and tips from co-designed programs working with 
people living with dementia:
• It is important that the organizers do not take an overly dominant role.48 

Typically, the program organizers will embrace a supporting role in 
collaboration.48

• Consult with people living with dementia, their care partners and family 
members and the care support workers about how they wanted to be involved 
throughout the project before the project starts, including at what points and 
in what ways they want to be included. The role of participants could vary 
depending on their preferences, skills, and how and how much they want to 
contribute or be involved.48,50

• The organizer of the co-design program should be transparent about the 
objectives and clearly articulate the reasons behind starting a co-design 
program. The project rationale and objectives should always be known from 
both sides.48 

• It is important to get to know people personally. Personal relationships and 
unofficial networks are deemed important in sustaining collaboration.50 

• People living with dementia should be involved in setting program priorities and 
outcomes. That is, the organizers should ask people living with dementia what 
the positive outcomes of the program might look like for them. The program 
needs to meet the needs and the expected outcomes of the intended service-
users.50

• Organizers must ensure that everyone taking part in the program is physically 
and emotionally safe at all times.

• Organizers, volunteers, facilitators, and team members must use language 
that is inclusive and supportive of people living with dementia and their care 
partners while avoiding language that may offend. (See Additional Resources on 
page 25)
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• Organizers, volunteers, facilitators, and team members need to be 
knowledgeable about dementia and the daily life of someone living with 
dementia and their care partner.53 

• All members of the program should be patient, flexible, compassionate, 
knowledgeable, un-patronizing, understanding, and respectful while working 
with people living with dementia and their care partners.

• Organizers need to consider the best times to meet for each individual living 
with dementia and their care partners.53

• Offer a quiet and familiar environment that suits the social needs of the person 
living with dementia.53 

• Minimize traveling or work to support transportation needs.53

• If working in a group setting, organize smaller groups than usual for the method 
(e.g. a focus group, committees, workshops, etc.) and allow for informal breaks 
in sessions.53

• Spend time informing those living with dementia and their care partners about 
what to expect after participating in the co-design process.51 

• Organizers must allocate time, staff/volunteer resources, and funding to co-
design activities for them to have an impact. It should be acknowledged that 
co-design requires concrete dedication.50 

• Successful co-design requires the responsibilities of the partners to be clear and 
that every participant has a personal interest in the program.50 

• To achieve a shared understanding and to integrate knowledge, an effort 
is needed in co-design programs to overcome the differences between 
stakeholders, each with their particular language and conceptualization of 
design. Finding a common ground can be facilitated through face-to-face 
communication.50 

These considerations on how to conduct co-design programs with people living 
with dementia and care partners can help deliver truly meaningful experiences and 
outcomes for all involved in your program.
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Telephone and virtual programs.

The effectiveness of technology, such as telephone networks, mobile phones and 
the Internet has received increasing attention in supporting isolated older adults, 
those with dementia, and their care partners. Technology provides powerful tools 
to help people connect, communicate, learn, and build relationships action across 
generations.54 Internet- and telephone-based approaches can be a cost-effective 
and convenient way to develop programs that help older adults and care partners 
form communities, gain support, and access resources.5,20,40,55,56

 
Recently there is growing attention to the possibilities for expanding the role of 
technology in intergenerational programs. However, there is limited information 
available specific to telephone and online/virtual intergenerational programs with 
socially isolated older adults who have dementia and their care partners. This 
section of the resource connects the high-level conclusions and recommendations 
from telephone and online-based programs targeting social isolation with the 
general population of older adults, including those with dementia, to the literature 
available on online/virtual intergenerational programs.

Just as there are many reasons why an older adult or care partner is socially 
isolated, there are many ways to frame, categorize and use technology in 
intergenerational engagement to facilitate social connection.54 Telephone and 
online/virtual intergenerational programs can take place in different settings (e.g., 
workplace, home, school), have different main objectives (education, care giving, 
volunteering, reducing social isolation through fostering social connection), use 
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various types of technology (e.g., mobile devices, desktop devices, online platforms 
for sharing content, gaming platforms, digital cameras), and access the technology 
in various ways (e.g., mobile device, social networking service, online platforms for 
video-based content).54 

Benefits of telephone and online/virtual programs:
• Often relatively easy to implement, offer a far reach, and require fewer 

resources than in-person interventions.55

• Accommodate for time and financial limitations, mobility and health concerns, 
and geographic isolation.4,56 

• Offer anonymity, instant access, receiving support within one’s own home, 
and being able to carefully craft messages before posting to online forums, 
flexibility, and continuity of access.4,57

Despite the various new technologies and how they can be used, the literature 
indicates that at the center of the program is not the technology itself, but the 
objective of utilizing the social connection potential of the technology, with 
emphasis on relationship formation.54 A common example of a type of technology-
based intergenerational program is those that aim to improve digital skills in 
older adults through pairing them with younger mentors. To focus on building 
relationships and having a reciprocal engagement, each generation is counted on 
for making their own types of contributions to the intergenerational exchange.54 
For example, by teaching youth about something they are passionate and 
knowledgeable about. These programs can decrease social isolation and increase 
self and digital confidence for both generations while making connections.32,54 

Older adults living with dementia have faced some of the most significant barriers 
to technology solutions. However, research shows that people living with dementia 
want to be involved in the development of new technology that is designed 
to support their everyday life, engagement in meaningful activities, and their 
health and care provision.58 Many people with limited technology skills, support 
and access are not able to experience such social benefits associated with the 
advancements in technology as readily. 

Social connection is essential for older adults, people 
living with dementia, and their care partners for 
preserving health and well-being.
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Barriers of technology use for the participant:
• Usability problems.58,59

• Unreliable technology or lack of access.58,59

• Lack of perceived benefit from using the technology.57

• Inconvenience.58

• The technology not fitting into the participants daily rountine.58

It is important that projects and activities address the interests, abilities and needs 
of participants, including their access to technology and their digital literacy. 
Not every participant will be able to access these telephone, online/virtual 
opportunities, have the literacy to do so or even want to connect in this way.54 

It has been reported that the most beneficial Internet-based programs aimed at 
reducing social isolation included more than just information. That is, findings from 
a review on care partner support indicate that programs that include personal 
connections, such as customized coaching, human support (i.e., social support, 
stress management, problem-solving), and the opportunity to interact with 
other similar individuals.60 Across technology-based programs, below are some 
considerations and mitigation strategies that may be helpful in the planning and 
executing of your program. 

Considerations:
• A lack of personal contact through a face-to-face modality and the lack of a 

physical break from being a care partner is a significant concern for certain 
groups of care partners, such as older care partners 4 / Mitigation: Telephone- 
and online-based programs may need to combine several components 
into an approach to support individuals who are hard to reach and desire 
personal connection.55 It has also been found that when participants are using 
technology, the technology grabs their attention and can have a conversation-
impeding effect, therefore, it is recommended to build in technology-free time 
to facilitate conversation and build relationships.54 

• There may be a lack of the skills needed to use the technology. It has been 
found that when older adults live alone, they may be less likely to use electronic 
strategies because of a lack of technical support 3 / Mitigation: Tailoring 
technology strategies to the needs of individuals, providing education and 
support for the use of technology, and involving care partners when possible is 
recommended. 

• To mitigate fears and security concerns, involve a care partner or a trusted 
person in the participant’s life, when possible. 
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• It is important to address issues related to access. If a person has no computer 
at home, it helps if there are community settings such as community centers, 
libraries and other facilities that offer web access. Additionally, if the program 
has funding, consider providing equipment. The use of recycled or donated 
computers or technological aids may also assist in keeping costs low.4 If access 
to reliable Internet is limited, consider getting devices with a data plan from a 
carrier in your location. 

• It is critical to support those with personal and health-related barriers, such 
as cognitive impairment and hearing and vision loss among older adults.55 
Mitigation: Telephone- and online-based approaches may be most successful if 
they incorporate caption phones or other hearing support technologies to assist 
these individuals.55 It will help to have ready access to hearing devices such as a 
Pocketalker, larger screens, a larger mouse and keyboard stickers. 

Tips from successful telephone and  
online/virtual programs:
• Effective monitoring through online discussions, questionnaires, and planned 

professional and technical support is essential.37

• Interactive online activities can be used to tailor the content to ensure the 
program is more significant and personal to the participant’s own needs and 
situations.37

• The use of an experienced facilitator is particularly critical in virtual settings due 
to the potential for increased demands of group work in these environments 
and the emotional impact of the abrupt end to sessions.4

Whether it is through telephone, e-mail, social networking services, video games, 
or other technological tools, the use of technology can be used to extend and 
deepen intergenerational programs to target social isolation.

Technology provides powerful tools to help people 
connect, communicate, learn, and build relationships.
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For more information.

Where to get more info on SIIP.
https://intergenerationalpartnerships.ca/about-siip/.

Additional resources.
https://alzheimer.ca/sites/default/files/documents/Person-centred-language-
guidelines_Alzheimer-Society.pdf.
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