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Abstract

Traditional approaches to leisure education often exclude marginalised groups 
in decision making, instead relying on the “expertise” of leisure professionals in 
determining what is to be taught and how. These approaches are often inappropriate 
and inadequate to meet the needs of marginalised groups and often exclude those who 
are thought to lack the capacity for learning, such as persons with dementia. Using 
data from a systematic evaluation of learning and sharing forums designed by and 
for persons with dementia partnering with family and professional care partners, 
the purpose of this paper is twofold: (1) to present an alternative approach to leisure 
education, one informed by and integrating understandings from the radical education 
tradition and critical pedagogy; and (2) to share research findings that demonstrate the 
power of alternative approaches to learning in not only promoting personal growth but 
in enhancing social relationships and triggering broader social change.
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Introduction

Most approaches to leisure education 
adopt what Freire (2004) calls a banking 
approach to education. Within these 
functionalist approaches, those who 
consider themselves knowledgeable, 
the leisure “experts,” determine what 
knowledge is most important for their 
clients and then deposit that knowledge 
and skills on learners so they are better 
able to adapt and “fit” into society. 
Consistent with this approach, a number 
of models, resources and curricula 
emerged particularly in the 1970s (e.g., 
Mundy & Odum, 1979), 1980s (e.g., 
McDowell, 1984; Peterson & Gunn, 1984; 
Stumbo & Thompson, 1986; Tinsley & 
Tinsley, 1981) and 1990s (e.g., Dattilo & 
Murphy, 1991; Dieser & Voight, 1998; 
Stumbo, 1992, 1997, 1998) to provide 
leisure education content and guide and 
support professionals in their practice. 
Such approaches to leisure education 
are often inappropriate and inadequate 
to meet the needs of individuals 
marginalized in our communities. In 
fact, Brookfield (2005) called these 
approaches life-inhibiting. “This banking 
education approach is the antithesis of 
a humanizing, authentic pedagogy, one 
which endorses the creativity of people 
to become what they are capable of 
becoming” (Findsen, 2007, p. 554).

Traditional leisure education models 
often exclude citizens who are thought to 
lack the capacity for learning. This is no 
more apparent than in the case of persons 
living with Alzheimer’s disease and other 
related dementias (ADRD) who have 
largely been shut out of educational and 
learning opportunities (for an exception 
see Fitzsimmons & Buettner, 2003) due 
to the stigma and misunderstanding that 
surround illnesses affecting the brain. 
This stigma is built on an assumption 
that persons living with dementia are 

incapable of communicating their 
experiences, lack the capacity for growth 
and new learning, and are thus unable 
to contribute to their lives, and the lives 
of others, in meaningful ways. As a 
result, leisure education in the dementia 
context focuses instead on educating 
and supporting “caregivers”1 (see, for 
example, Carter, Nezey, Wenzel, & Foret, 
1999; Charbonneau, Caron, & Desrosiers, 
2009; Hutchinson, Doble, Warner, & 
MacPhee, 2011; McMahan & Wardlaw, 
2011). In excluding people with ADRD 
and focusing primarily on their carers, 
traditional leisure education approaches, 
thus, tend to reproduce power relations 
predominant in society, and essentially 
serve to “guarantee the weakness and 
silence of marginalized groups” (Gur-
Ze’ev, 1998, p. 466). They also fail to 
recognize the important contributions 
that marginalized groups can make to the 
leisure education process and the various 
ways in which leisure education can take 
place. 

Given these limitations, the Murray 
Alzheimer Research and Education 
Program (MAREP) at the University of 
Waterloo began examining alternative, 
participatory approaches that would 
bring together persons with dementia, 
family members and professionals in 
the development and implementation 
of a learning and sharing forum that 
came to be called A Changing Melody. 
Using data from systematic evaluations 
of five national and one international 
A Changing Melody forums, the 
purpose of this paper is twofold: (1) 
to present an alternative approach to 
leisure education, one informed by and 
integrating understandings from the 

1The term caregiver denotes a unidirectional 
relationship between the carer and the person 
receiving care and fails to recognize the 
interdependency and reciprocity found in caring 
relationships. We prefer the term care partner.
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radical education tradition and critical 
pedagogy; and (2) to share research 
findings that demonstrate the power of 
alternative approaches to learning in 
not only promoting personal growth but 
in enhancing social relationships and 
triggering broader social change.

Radical Adult Education

At its most basic level, radical 
education critiques dominant theories 
and understandings of knowledge. 
It challenges the traditional ways in 
which teachers and learners relate to 
knowledge and to each other, and forces 
us to consider new ways of being, of 
learning and sharing in dialogue with 
others (Allman & Wallis, 1995). Radical 
education departs significantly from 
traditional education practices and 
experiences in terms of the content, 
process, and outcome of education and 
the relationship between the learning 
endeavor and other social processes 
(Foley, 2001). A radical education is an 
emancipatory and liberating education 
(Foley, 2001;  Freire, 1972).

Radical education has close ties 
and interconnections with Paulo Freire’s 
(1972, 1976) alternative approach to 
banking pedagogy–critical pedagogy. 
Freire saw adult education as a social 
justice imperative and as an important 
vehicle for both personal and social 
change (Findsen, 2007). Freire’s aim was 
“to restore to marginalized groups their 
stolen ‘voice’ to enable them to recognize, 
identify and name the things in the 
world” (Gur-Ze’ev, 1998, p. 466). Freire 
stated (2004):

Only power that springs from 
the weakness of the oppressed 
will be sufficiently strong to free 
both. An attempt to “soften” 
the power of the oppressor in 
deference to the weakness of 

the oppressed almost always 
manifests itself in the form of 
false generosity; indeed, the 
attempt never goes beyond this 
(p. 44).

Freire’s critical pedagogy challenges the 
status quo and the traditional teacher-
learner relationship in favour of an active 
inquiry approach, where all involved are 
simultaneously teachers and learners, 
co-investigators and collaborators in 
the learning process (Freire, 1972, 
1976). “Th is shift overtly signifies an 
altered power relationship, not only in 
the classroom but in the broader social 
canvas as well” (Aronowitz, 1993, p. 
8). Critical pedagogy requires power 
sharing—working with others, not for 
others. It means beginning “where people 
are and [discovering] with them where 
it is worth going” (Head, 1977, p. 135). 
This demands challenging the supremacy 
of higher order or expert knowledge and 
instrumental rationality (Habermas, 
1984) and acknowledging, valuing and 
incorporating the lived or experiential 
knowledge of marginalised individuals 
(Thomas, 1982). Dieser and Fox (2002) 
provide an example of this in their 
project-based leisure education approach 
in which professionals and participants 
work collaboratively in the design and 
delivery of leisure experiences.

An important characteristic of Freire’s 
(2004) approach is praxis: “reflection 
and action upon the world in order to 
transform it” (p. 51). Freire believed 
that liberation and transformation could 
only happen when persons who are 
marginalized come together as equals to 
critically reflect and dialogue with others, 
identify new possibilities for being, and 
act on those possibilities. In dialogical 
relationship, “humans meet to reflect on 
their reality as they make and remake it” 
(Shor & Freire, 1987, p. 112). Through 
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critical engagement with others, the focus 
shifts to exploring why we think what we 
do and why we act the way we do rather 
than on what we think, and in so doing, 
knowledge is problematized (Allman, 
1999; Freire, 2004). 

Another key difference between 
a banking approach to education and 
critical pedagogy is that in critical 
pedagogy teacher-learners have the 
opportunity to “experience and feel 
the difference rather than just hear or 
read about it” (Allman, 1999, p. 104). 
Such approaches can lead to profound 
transformational learning and changes 
in assumptions, images, perspectives, 
and ultimately actions. In fact, it is only 
through experiencing the difference that 
personal and social transformation is 
possible (Dupuis & Loiselle, 2012). In 
dialogical relationship and experience, 
we come to know more about ourselves 
and others and gain a deeper sense of 
social responsibility toward and with 
others (Brown, 2006; Foley, 2001). This is 
not easy work and as Ryan (2004) states:

The educational challenge is to 
take people beyond the relief 
they feel when they realize that 
others share their experiences, 
to a position of critique and 
a sense of being able to make 
changes so that they feel they 
can craft a way of living that is 
both manageable and rewarding 
(p. 14).

A Changing Melody: A Radical 
Education Approach 
to Leisure Education

 
In our work at MAREP with persons 

with dementia, we have heard about 
the harm and suffering caused by the 
dominant and stigmatizing discourses 

persons with dementia encounter on 
a day-to-day basis, which shape their 
experiences. At the same time, and largely 
because of misunderstanding and stigma, 
persons with dementia have lacked 
access to alternative discourses that 
might challenge the prominent tragedy 
discourse and trigger personal and 
social change. Radical adult education 
provided a much-needed path forward 
for us and an opportunity for us to work 
with persons with dementia to challenge 
these dominant discourses. In 2002, we 
brought together a planning committee of 
persons with dementia, family members, 
professionals working in dementia care, 
including leisure practitioners, and 
researchers to plan and implement a new 
and unique educational forum designed 
by and for persons living with dementia 
and their care partners. The resulting one-
day forum came to be called A Changing 
Melody. The purposes of A Changing 
Melody are (1) to create strong working 
partnerships among all those involved in 
the dementia journey, including persons 
with dementia, family care partners, and 
professional partners; (2) to provide a 
positive and safe environment where 
persons with dementia and their care 
partners can come together and learn 
with and from one another about how to 
actively improve the quality of their lives; 
(3) to break the silence of persons with 
dementia by providing a venue where 
they and their family members can talk 
openly about their experiences of living 
with memory loss; (4) to provide persons 
with dementia and their care partners 
with the resources and information 
needed to live meaningful lives with 
dementia and become strong self and 
group advocates; and (5) to open a 
space for critical reflection and dialogue 
with others in order to challenge the 
dominant perceptions and images of 
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dementia and reduce the societal fear, 
stigma and misunderstanding associated 
with it (Dupuis et al., 2008). A Changing 
Melody adopted a radical education 
approach to leisure education by actively 
working with persons with dementia in 
the planning and implementation of the 
forum, including persons with dementia 
as both teachers and learners in the forum 
as they lead and facilitate workshops 
and presentations on topics related to 
dementia and leisure, showcasing the 
continued abilities and accomplishments 
of persons with dementia, and providing 
a safe space to both learn about and 
experience leisure.  

The first A Changing Melody forum 
took place on Saturday November 6, 2004, 
in Toronto, Canada, and continued to 
take place every subsequent year between 
2005 and 2008. At that time, our partners 
with dementia asked us to work with them 
to find ways to make A Changing Melody 
more accessible to persons with dementia 
in their local communities. We then 
turned our attention to developing a tool-
kit and supporting communities in the 
planning and implementation of regional 
A Changing Melody forums. The toolkit 
outlines the principles and provides a 
step-by-step plan and helpful resources 
to assist persons living with dementia, 
family members and individuals working 
in dementia care in designing forums in 
their local communities (see Dupuis et 
al., 2008). Since 2008, over 25 regional 
forums have been conducted in Canada, 
initiated by people who have attended one 
of the first five forums in Toronto. In 2011, 
we were invited by Alzheimer Disease 
International to host an international A 
Changing Melody forum in conjunction 
with their annual conference. This forum 
engaged people with dementia, family 
members and professionals from around 
the world and was broadcast live over the 
Internet. Attendance at the national one-

day forums has ranged from 150 to 300 
people, the majority being persons with 
dementia and their partners in care. 

The planning committee for each 
event, made up of persons living with 
dementia, family members, professionals 
and researchers, meet monthly to 
discuss issues relevant to persons with 
dementia and the best way to address 
those issues. The topics selected are 
identified by our partners with dementia 
and have included such themes as: Living 
with dementia; Living with loss and 
hope; Adapting and enhancing leisure 
activities; Enhancing abilities through 
meaningful activities; and Healthy living 
with dementia. All sessions in the full-day 
programs are led or co-led by a person 
living with dementia. Our partners with 
dementia have stressed that dementia is 
an intellectual, emotional, and bodily 
experience and so have chosen to use a 
range of approaches to share information 
and co-create knowledge about the 
dementia experience, including song, 
drama, poetry, art, and showcases 
that celebrate accomplishments and 
meaningful activities. 

Forum Evaluation Process

We began documenting our process 
in 2002 and since then have conducted 
a formal and systematic evaluation of 
the process and each forum guided 
initially by constructivist grounded 
theory methodology (Charmaz, 2006), 
and later by participatory action research 
(PAR) (Reason & Bradbury, 2008). 
These methodologies allowed us to work 
with our partners to determine the best 
ways to document the process and gain 
a comprehensive understanding of the 
experiences and impacts of the forum 
from the perspectives of persons living 
with dementia, family members, and 
professionals. Thus, a range of data 
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collection strategies were used to inform 
our insights, including (1) pre- and post-
forum questionnaires; (2) comment 
cards completed by participants during 
each forum; (3) the videotaping of the 
2005, 2008, and 2011 forums; (4) formal 
and informal conversations and group 
critical reflections with our partners 
throughout the planning process; (5) 
participant observation at all of the 
forums; and (6) the documentation of all 
meeting minutes (see Appendix A for a 
summary). Ethics clearance was obtained 
through the Office of Research Ethics at 
the University of Waterloo for all phases 
of the project.

The richest data came from the 
telephone, face-to-face, and videotaped 
interviews that were conducted with 
forum participants and planning 
committee members. At the 2004 and 
2005 forums, we asked participants to 
complete a willingness to participate 
form if they were interested in learning 
more about the research we were 
conducting on A Changing Melody and/
or willing to participate in an interview 
about their experiences at the forum. 
Purposive sampling was then used to 
select participants in order to ensure 
we had a diverse sample of persons 
living with dementia (e.g., gender, early 
onset and late onset, different types of 
dementia), family members (e.g., gender, 
relationship to the person with dementia), 
and professionals (e.g., roles in dementia 
care, community-based and long-term 
care home settings). Active interviews 
were then conducted with persons with 
dementia (n=30) and their partners in 
care (n=24) over the telephone or face-to-
face typically within a week of the forum 
and then interviews were conducted with 
professionals who had attended the forum 
(n=20). These audiotaped interviews 
focused on participant experiences at 

the forum and the impact of the forum 
on those who had attended. Questions 
explored with participants included: 
Could you describe your experience at 
the Changing Melody forum? How would 
you describe it to others? What did you 
like best about the forum? What was it 
about that aspect that you liked? Was 
there anything that you disliked about 
the forum? Why did you dislike that 
aspect? What, if anything, has changed 
for you or have you gained because of 
your involvement in A Changing Melody? 
Would you attend A Changing Melody 
again, and if so why? In 2008–2009, 
we conducted videotaped interviews 
with partners who had been involved 
in the planning and implementation of 
at least one of the A Changing Melody 
forums, resulting in an additional five 
interviews with persons with dementia, 
two with family members and 11 with 
professionals. These interviews focused 
on planning committee members’ 
personal experiences throughout the 
planning process (e.g., Can you describe 
what your experience has been like 
as a planning member of A Changing 
Melody? What have you liked best about 
the process? What could we have done 
differently?), their perspectives of and 
experiences at the forum (e.g., What 
was your experience participating in the 
forum? What did you like most about 
the forum? Was there anything that you 
disliked about the forum and why?), 
and how they had changed because of 
their involvement (What has changed 
for you because of your involvement in 
the planning and implementation of A 
Changing Melody? What, if anything, 
have you gained from your involvement 
in the planning process? Would you 
participate in such a process again?  Why 
or why not?). 
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As part of a larger grounded theory 
study, the data were initially analyzed 
using a constant comparative method 
by three members of the team. This 
process involved conducing initial 
line-by-line coding of all data for each 
participant; comparing each new case 
with the previous cases; identifying and 
developing the central categories or 
themes that made the most analytic sense 
in understanding our data; explicating 
the properties (common patterns and 
variations) of each of the categories using 
focused coding; comparing emergent 
patterns in the data within and across 
the different groups of participants 
(i.e., persons with dementia, family 
members, professionals); determining 
the relationships of each category to 
the other in order to determine how 
they connect in an overall process; and 
comparing emergent patterns and themes 
with the existing literature (Glaser & 
Strauss, 1967; Charmaz, 2006). Once we 
had a preliminary sense of the emerging 
themes, we then shared these themes for 
feedback and additional interpretation 
and development with members of the 
planning committee during the process of 
developing the tool-kit and worked with 
our partners on a series of workshops 
to help others facilitate these types of 
learning forums in their communities

Given our interest in personal and so-
cial change, we drew on Manning’s (1997) 
authenticity criteria for determining the 
quality of our research. Authenticity fo-
cuses on a set of open-ended and evolv-
ing criteria (i.e., fairness, ontological au-
thenticity, educative authenticity, catalyt-
ic authenticity, and tactical authenticity) 
that guide decision-making and actions 
throughout the research process. Fair-
ness required us to reflect on voice in our 
process and ensure a balance of perspec-
tives was being included and reflected. 

Ontological, educative, catalytic, and tac-
tical authenticity committed us to shared 
knowledge and social action by address-
ing questions such as, Did the partici-
pants grow as a result of the process?  Did 
the participants’ understanding of others’ 
experiences expand? Did the insights and 
interpretations facilitate and stimulate 
action? Were the participants empowered 
to act on findings? According to Man-
ning, “If the researcher fails to meet these 
commitments, the quality of the research 
(e.g., meaningfulness, usefulness, ability 
to enact social change) is questionable” 
(p. 94). As recommended by Manning, a 
range of methods (e.g., collaborative pro-
cess, participant testimonials, group criti-
cal reflections, and negotiating with our 
partners around the use of the data and 
the final outcomes of the project) were 
used to address these criteria. We will let 
the readers make their own judgments on 
whether or not we have met these criteria.

Triggering Personal and 
Social Change

 
Participants’ stories of their experi-

ences at A Changing Melody highlighted 
a process of growth and transformation 
that was possible because of the radical 
education approach taken at the forum. In 
the beginning of the process, participants 
benefited from Connecting and Identify-
ing with Others at the forum as they were 
able to stand strong together and learn 
from each other in a safe environment. 
Once they felt safe in the environment 
and were open to engaging in the forum, 
they were able to Experience a New Awak-
ening, where they recognized new possi-
bilities of living well with dementia. This 
enabled them to transcend the disease 
through acceptance and hope and ex-
perience a sense of empowerment. When 
participants were confident and able to 
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rise above the disease, as a collective, they 
were able to Create a New Face of Demen-
tia, where they reconstructed meanings 
of dementia, changed their actions, and 
in many cases, became strong dementia 
advocates. The process of moving from a 
personal awakening to a broader social 
transformation helped to challenge the 
discourse of dementia and decrease the 
stigma and misunderstandings associat-
ed with the disease. These findings will be 
discussed in greater detail below.

Connecting and Identifying With Others
Standing strong together in a safe 

environment. One of the primary factors 
that influenced participants’ experiences 
at the forum was that it enabled 
participants to connect and identify with 
others. A space intentionally created for 
persons with dementia and their care 
partners initiated a sense of community, 
helping to create a unique experience, 
“a conference like no other” (comment 
card). The feature characteristics of this 
emerging landscape were mutual concern 
and understanding, reciprocal gratitude 
and the forging of friendships. Sharing 
and learning with others helped to further 
their understanding of, and comfort 
level with, Alzheimer’s disease. As one 
participant with dementia described:

I would have to say that, that 
probably just meeting as many 
of my peers in the same forum 
as possible was probably the 
best experience for me…it’s 
an opportunity that doesn’t 
often arise with early stage, that 
there’s not that many of us in 
our local support groups, some 
chapters only have one or two 
maybe three or four…There’s no 
other place where you have the 
opportunity to network with as 

many people that are at the same 
level (PWD11-04).2

Nearly every person with dementia 
and family partner in care discussed how 
the forum provided them an opportunity 
to connect with others on the same 
journey, “to be with people like me” as 
one person with dementia put it on their 
comment card. This decreased the sense of 
isolation they had felt since diagnosis and 
gave them a sense of comfort in knowing 
they were not alone in their experiences 
and strength in moving forward: “We’re 
all on this journey together and it’s just it’s 
reassuring to know that you’re not alone…
just being with others was important” 
(PIC06-05).

Creating a safe and nurturing en-
vironment, free from the pretentiousness 
of traditional conferences and from the 
judgment and stigma associated with de-
mentia, enabled active participation and 
sharing by persons with dementia and 
their partners in care: 

Just being able to feel relaxed 
and being able to go up to 
the microphone without you 
know any hesitation and um 
no one would, would laugh at 
you but they would laugh with 
you. Being centred around the 
dementia and many of us there 
with the dementia problem it 
was such a relaxed environment 
that you could ask, you could 
question, you could intermingle 
and I think just that ability alone 
because I do have speech word-
finding problems at times and I 
guess really the understanding 

2PWD refers to partner with dementia, PIC 
refers to family partner in care, and PROF refers 
to professional care partner. The number after the 
hyphen refers to the year they attended the forum.
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that I came away with (PWD09-
05).

Even professionals who attended spoke of 
the relaxing and comforting nature of the 
forum and how that made a difference to 
their personal learning:

It was wonderful, it was like a, 
it really blew me away …I felt 
even for myself, I know there 
were accommodations made for 
people with dementia there, but 
for myself it was such a relaxed 
atmosphere that it was easier for 
me to listen, to digest informa-
tion (PROF07-05).

The space served to open up communi-
cation lines between all those who at-
tended the forum, between families and 
professionals, and between persons with 
dementia and their family care partners:

It actually got my husband 
to talk about his Alzheimer’s. 
Because he’s never really, … and 
when other people were talking 
about it I think he [was] able 
to say the words more and you 
know, perhaps again feel he was 
a little bit less isolated…it’s been 
very difficult for us to talk about 
things given that the subject, the 
word Alzheimer’s has not really 
been in our vocabulary you 
see…It’s opened things up a bit 
(PIC08-04).

In connecting professionals, family part-
ners in care, and persons with demen-
tia, strong social support networks were 
developed as people met new friends, 
exchanged phone numbers and e-mail 
addresses, and planned to maintain those 
connections after the forum.  

Connecting and Identifying With Others
Learning with and from persons 

with dementia. The format of the forum 
enabled everyone to learn with and from 
persons with dementia and this had a 
powerful impact on all those involved. 
Persons with dementia were viewed as 
being more believable because they were 
living the experience—they were the 
experts: “It was nice to hear right from 
the people that are quite affected and if 
I’m in the same boat I can understand 
it better” (PWD13-05). The speakers 
with dementia were able to address 
dementia in “a very personal, emotional, 
as well as intellectual way” (PWD04-
05). Comprehension of the information 
from this perspective was easier: “When 
you’re listening to one of your peers up 
there because you’re relating to everything 
[they] say, it’s easier to get through when 
they’re speaking” (PWD11-04). Persons 
with dementia and family care partners 
alike spoke of how they were better able 
to relate to the information shared by the 
speakers with dementia because they had 
lived similar experiences:

It brought me a lot of under-
standing especially with [Marjo-
rie] the speaker where she men-
tioned the cognitive problems 
she was having and that’s exactly 
what was happening with me 
and no one could figure it out. 
Like I’ve been dealing with this 
for four and a half years and 
what she was saying about the 
crafts and the problems that 
she was having, I, it was like me 
there speaking (PWD09-04).

Having the opportunity to hear and 
identify with the stories of others served 
to validate their personal experiences.
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The advantage of learning from 
persons living with dementia was 
twofold: concentration took less effort, 
and assimilation of the information 
appeared to be greater. Given the 
relevance to their own lives, many 
participants with dementia and their 
family members felt they gained practical 
information, tips and strategies that 
would be useful and transferable to their 
own lives. For example, they described 
gaining practical advice about changing 
lifestyle habits such as cholesterol levels 
and blood pressure through diet, how to 
keep the mind and body active, and the 
importance of and specific ways to adjust 
their leisure activities in order to continue 
to enjoy those things most meaningful to 
them:

I was impressed with her com-
ments about the two enemies of 
the [the person with dementia] 
being inertia and mental fatigue 
because I see a lot of inertia hap-
pening and I say to [my hus-
band] why don’t you go and get 
out your paints and do some-
thing…and her suggestions for 
simple activities, get kits, get 
things so that everything’s there. 
Start him off and then let him do 
it that kind I thing I thought…it 
was great when she talked about 
and showed us all the things that 
she had done and so on…Not to 
just sort of keep on saying why 
don’t you go and do something 
but to actually say you know let’s 
get started.  So that was helpful 
to me (PIC10-04).

Professionals also highlighted how 
their learning was enhanced because of 
the opportunity to hear directly from 
persons living with dementia: “I just 
loved that and it just gave me some 

more tips…more ideas to think about 
to include in my practice” (PROF05-04). 
When asked what they gained most from 
attending the forum on their post-forum 
questionnaires, professionals talked about 
“learning the importance of giving up the 
lead,” and of “listening to the people who 
are living with/on the dementia journey.” 
They spoke of having “a better perspective 
of the inner feelings, wishes and hopes from 
the person with dementia” and how they 
took away “more strategies to cope with/
live with dementia” they could share with 
others. 

Experiencing New Awakenings
Recognizing new possibilities. A 

positive by-product of having persons 
with dementia actively involved in the 
planning and implementation of the 
forum and as speakers was that they 
served as role models to the participants. 
They were living proof of the possibilities, 
of how persons can and do live and cope 
with a diagnosis of dementia and have 
much to contribute. This experience was 
both inspirational and uplifting. As one 
person with dementia put it, “I got the 
most out of it, hearing others talk about 
their experiences…and I’ve never really 
had a chance to do that before…It really 
touched me to hear others talk about how 
they are coping” (PWD06-04). 

Bearing witness to the courage 
and continued abilities triggered what 
participants called a “new awakening.” 
In participating in the forum, they 
became aware of—awakened to—new 
possibilities by seeing dementia through a 
different lens and in a different light. This, 
in turn, provided them with opportunity 
to critically reflect on, and challenge, their 
current understandings of dementia. One 
person with dementia explained: 

I think the whole forum brought 
so many aspects out that I 



Dupuis and Gillies 123

could identify with in my early 
stages that it was a tremendous 
benefit. For my awareness, for 
my understanding, for my ac-
ceptance…There was so much 
that I came away with that was 
extremely helpful I don’t even 
think words can describe it…It 
was something I was looking for 
but didn’t know I was looking 
for it. And it just, it just meant 
so much…awakening, maybe 
that’s a good word. It was an 
awakening and also being able 
to motivate me to carry on and 
appreciate what I’ve still got and 
not dwell on my losses but look 
towards what I can do with what 
I’ve got left. (PWD09-04).

A key factor contributing to a new outlook 
discussed by a number of the participants 
was the emphasis on the things persons 
with dementia were still able to do:

And that was a piece that I took 
away. And another is the ability 
to sort of do what she talked 
about, for she could do it and 
she did do it. She showed us a 
piece of clay that she had turned 
into a vase and she picked up 
something else that had turned 
into something else…her ability 
here opened it up for all of us 
(PWD10-04).

A focus on continued abilities opened up 
new possibilities for leisure for persons 
with dementia: “I’ve got two poems I’m 
working on right now. I’ve never done 
poetry before so there’s an example of 
you may lose insight into one ability but 
another comes along” (PWD-6-05).

Experiencing New Awakenings
Transcending the disease through 

acceptance and hope. In experiencing 

a new awakening, participants gained 
a motivation to carry on—a renewal or 
new determination to do the best one 
can, reducing the fear many had: “It’s 
given me the will to do the best I can, and 
be proud of it, and not be afraid of the 
disease process” (PWD09-04). As one 
person with dementia explained after 
attending her first forum: “I’m standing 
now. Know what I mean? I think I have a 
better understanding of what’s happening 
to me and what the future might be like, in 
that way it helped me a lot” (PWD08-04).

This new awareness contributed 
to their understanding that they could 
journey the disease process with dignity 
by bringing meaning back into their lives.  
Participants realized that “there is life after 
being diagnosed” (comment card). New 
awakenings helped participants reach a 
place of acceptance and gave a sense of 
hope for the future: “Well there’s hope. It 
might be a long ways down the road, it 
may not be. But listening to them you have 
to keep going, you can’t just lay down your 
arms and forget about it” (PWD12-05). 
New awakenings also helped participants 
to transcend the disease, which for many 
had taken over their lives up until the 
forum. As one person with dementia 
described: 

I left feeling different…I just 
thought I may as well die now. 
But now I’ve changed my 
mind…I’m so happy because I 
just had such a grim view of it…
it really has changed everything. 
I’m not afraid any more… I’m so 
glad I went. Because it changed 
everything and I have a different 
attitude now which I’m thankful 
for… I’m just a PERSON that 
has Alzheimer’s, it’s not a big 
deal in my life (PWD05-05).
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Another participant with dementia ex-
plained a similar experience: 

I just came away from hearing 
her speak in that short time 
in the morning I felt myself 
growing more positive in how to 
deal with the disease…because 
at that point the disease was 
winning me over and now I’m 
back to winning over the disease 
(PWD06-05). 

All of these aspects brought a depth of 
appreciation for what life still holds for 
them and “a new appreciation of the little 
things of life” (PWD06-05).

Family partners in care and profes-
sionals also experienced an awakening. 
Family members were reminded of the 
importance of living each day to the full-
est: “you still can continue to experience 
life” (PIC03-05), which gave them “hope 
for the future” (PIC07-04). Professionals 
realized that “dementia is not always such 
a terrible ugly thing” (PROF06-05) and 
appreciated the focus on supporting abil-
ities.

Experiencing New Awakenings
Becoming empowered. Experien-

cing new awakenings empowered partici-
pants. The insight and knowledge gained 
from the forum reduced the fears and 
anxieties of persons with dementia and 
their family partners in care and helped 
them feel more in control of their lives. 
One person with dementia said it best: 
“The more I know, the more, ah, what’s 
the word, empowered I feel” (PWD04-04). 
Another participant described it in this 
way:

I think that the more education 
people can get about the disease, 
the more that they um learn 
from others about how others 
are being effective in coping, a 
lot of the fear then decreases. 

Because you do, the worst thing 
in this disease is the lack of 
control...you have no control 
over most things that happen 
to you and over your future. 
In actual fact you have a lot of 
control but you just you can’t 
think your way out of a paper 
bag at that point. And anything 
that can happen to give you back 
some sense of self-control that 
you still have, are the master 
of your destiny, even to a small 
degree, even small decisions 
can be really important I think 
in attitude and in maintaining 
this self-identity and self-worth 
(PWD14-04).

After attending the forum, persons 
with dementia and family members 
felt more positive about their abilities 
to make changes in their own lives. 
Professionals who attended A Changing 
Melody spoke of how powerful it was 
for them to witness the empowerment 
of persons with dementia, observing 
individuals they knew to be quiet and 
shy come out of themselves and speak 
out at the forum: “I liked the fact that 
people with dementia spoke…And the 
empowerment of people who came up 
to the microphone who I think were very 
nervous but just the fact that they came 
up was just so wonderful.” (PROF03-
04). They recognized the importance of 
providing persons, especially in the early 
stages of dementia, and their families 
with the tools and information needed to 
live well with dementia: 

It’s the empowering thing, you 
know more than anything…
you’re arming people with you 
know support and education 
and information and that’s im-
portant (PROF02-04).
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Creating the New Face of Dementia
Reconstructing meanings and 

changing actions. Perhaps the most pro-
found impact that emerged was how A 
Changing Melody was playing a key role 
in shifting images and understandings of 
dementia, creating a new face of demen-
tia for all participants, one that is more 
positive and better reflected the range of 
ways dementia is experienced. Our par-
ticipants with dementia and their family 
members had all experienced varying 
degrees of stigmatization, and as a result 
were acutely aware of where and how 
stigmatization played out. Stigmatization 
for the majority of the participants was a 
sense that they were made to feel less than 
the whole person they were prior to their 
diagnosis. As one person with dementia 
described: 

Because I know just talking 
to people at the Alzheimer 
Society and my own family, 
one of the difficult things that 
family members have to deal 
with is what other people say 
about the person in the family 
with Alzheimer’s. There is still a 
stigma out there (PWD04-05).

Family members also spoke about the 
implications of stigma:

And, and on the other hand, 
the hopeless at times of people 
talking over and ignoring, again 
I find that very much a part of 
everyday life.  That, it’s amazing 
the number of  people who sud-
denly guess what, you don’t exist 
anymore (PIC05-05). 

Participating at the forum challenged 
these dominant perspectives, and assisted 
participants in identifying their own 
personal prejudices and stereotypes, and 
“changed a number of misconceptions” of 

dementia (Post-Forum Questionnaire). 
One participant who participated in the 
International forum noted on a comment 
card: “This wonderful forum has helped us 
enlighten societies around the world that 
this is an illness, not a plague, and those 
with dementias have much to contribute.” 
A family partner in care shared on her 
forum questionnaire: “Amazing, deeply 
touching. Changing the stigma of dementia 
forever.” Persons with dementia, family 
members and professionals spoke of 
seeing a different side of dementia that is 
often hidden: 

There was a lot of humour 
at this [forum] and I really 
like that…we can look at the 
positive things instead of just 
always dwelling on the negative 
of it…‘cause I think that a lot 
of the research on Alzheimer’s 
disease and dementia has 
always been to focus on the 
negative, the ugly, the deficits. 
So it was refreshing actually to 
see people with dementia have 
a sense of humour and talk and 
be open and sharing and laugh 
(PROF07-05).

One partner who had been involved in 
planning a number of A Changing Melody 
forums summed up the broader impact 
that she was witnessing: 

I mean we were all converted 
people most of us…to know 
that we are breaking down the 
stigma, we are trying to change 
attitudes, there is a systemic 
kind of change that is going on, 
so it was really great to be part of 
that (PROF02-04).

Critically reflecting on what they 
knew triggered reflection on current care 
strategies and approaches. This reflection 
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either reassured them by validating their 
approach to care, or it made them feel 
guilty which motivated them to change 
their actions. One family member, for 
instance, described her transcendence:

When [person with dementia] 
spoke, just some of these com-
ments and it like, ‘Yeah, I blew it, 
yeah I really should have done so 
much, you know if I’d of known 
this three years ago, I could have 
done such a better job…I took 
control too much …I would just 
do everything, because I had no 
patience…From the minute that 
she started to change, almost 
from that time I started not re-
ally listening to her anymore. In 
my mind thinking ‘she just can’t 
do this anymore, she just can’t’ 
and being so impatient…not 
thinking about her feelings any-
more, not even acknowledging 
what she must be going through. 
I could have done lots of things 
differently and better before. At 
least I know from this point on. 
I will do so much better…since 
the forum, our last few get-
togethers have been amazing 
(PIC12-04).

Similarly, professionals highlighted 
how they were now better able to see the 
person behind the disease. For example, 
a professional who works with persons 
much later in the disease process stated: 

It really helps me to see how 
they’re all individual, they all 
have families that love them 
and they all have hearts. And 
I now work harder at trying to 
communicate with them, their 
hearts, and not look at their 
physical bodies as much. And 
I try very hard to connect with 

their heart and soul (PROF09-
04).

In fact, many talked about learning the 
importance of communicating with per-
sons with dementia: 

I’ve gotten this new perspective 
on people with dementia, you 
know, as real people...I think 
some of the myths I had around 
people with dementia and the 
big one being that you can’t 
communicate with them...the 
biggest thing that I got is yes 
you can communicate and you 
should and it’s vitally important 
(PROF07-05).

Another professional stated on her 
comment card: “I have been working in 
this field for 35 years and I really felt like 
I knew so much and now I am rethinking 
all of that. I am realizing that if I don’t go 
to people with dementia and ask them, 
then I really don’t know.” Care partners 
and professionals came to see beyond the 
disease and embrace new caring styles. 
In sharing with them, they realized that 
relationships can still be enjoyed and life 
with dementia can still be meaningful.

Creating a New Face of Dementia
Becoming a dementia advocate. 

After attending the forum, participants 
reported gaining a new sense of urgency 
to advocate on behalf of themselves and 
the dementia community to continue 
to change the face of dementia. As one 
participant with dementia emphasized 
in her videotaped interview: “It is only 
by advocating, by teaching, and by talking 
to others about ourselves that we will be 
able to live better lives” (PWD03-08). 
Persons with dementia and family care 
partners recognized the important role 
they could play in changing images and 
understandings of dementia:
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And from that time on I just 
grew more and more positive 
about being more of an advocate, 
about being more myself, about 
enjoying what I’ve got, that I can 
still do and overall just more 
positive. Much, much more…I 
had forgotten that I was me and 
that I could make a difference 
and now I am back (PWD06-
05). One of the big things out of 
the forum was the advocacy side 
of things … convinced all of us 
that we had the power to do a lot 
more than we’re doing and be 
heard and ah, I think clearly one 
of the ways to do that is through 
publicity [and doing] as much as 
we can (PIC02-05). 

Our participants with dementia described 
the ways they were connecting with local 
chapters to assist with advocacy initia-
tives. Others described the importance 
of reaching students and others who are 
or might one day work with persons and 
families experiencing dementia.

Finally, persons with dementia, 
family members and professionals all 
spoke about wanting similar forums 
available in their communities and feeling 
they had a role in making that happen: 
“I’m inspired to have some sort of forum 
in our community or at least impress the 
importance of involving persons with 
dementia as full partners in developing 
education programs” (PIC comment 
card). “I look forward to starting A 
Changing Melody in my own community 
with persons with dementia, staff, and 
partners in care” (PROF comment card).

Discussion and Implications

Our experience with A Changing 
Melody has forced us to think differently 
about how we conceptualise leisure 

education and the role of leisure 
and leisure education in the lives of 
marginalized groups. First, our findings 
help expand our notions of what leisure 
and leisure education mean. Persons with 
dementia demonstrated not only a desire 
for meaningful educational opportunities 
but the capacity to participate actively in 
the forum. For persons with dementia, 
education “is not just about getting 
information … Education is about 
healing and wholeness. It is about 
empowerment, liberation, transcendence, 
about renewing the vitality of life. It is 
about finding and claiming ourselves 
and our place in the world” (Palmer, 
cited in hooks, 2003, p. 43). Engaging 
in A Changing Melody opened up new 
possibilities for participants, helping them 
to transcend the disease and feel more 
empowered. This process was described 
as Experiencing New Awakenings by our 
participants. Our findings are consistent 
with and provide further support for 
Kleiber et al.’s (2002) and Hutchinson et 
al.’s (2003) propositions of how leisure 
might serve important functions in coping 
with negative life events such as illness 
or disability. These authors suggested 
that leisure may play an important role 
in buffering the impact of negative life 
events by providing a means to escape 
one’s illness or disability; generating 
hope and optimism about the future 
and a sense of purpose in life; aiding in 
the reconstruction of a life story; and, 
as a vehicle of personal transformation. 
Related to this, individuals who attended 
the forums also indicated that they were 
able to experience leisure through the 
process of learning. When individuals 
feel connected, safe, supported, and in 
control, they not only grow and develop 
but also experience authentic leisure 
moments and life enrichment. This 
finding highlights what Parker (1979) 
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referred to as “education as leisure,” 
where “the learning process itself can take 
on some characteristics of leisure” (p. 97). 

Second, our finding broadened our 
notions of who is involved in leisure 
education and who the leisure educators 
should be. Contrary to traditional 
beliefs, persons with dementia are fully 
capable of growing and learning. More 
importantly, persons with dementia need 
to be the leisure educators, involved in 
planning, implementing, teaching and 
learning of the material. Further, Creating 
New Faces of Dementia and social 
transformation only happened through 
the inclusion of all voices in the process.  
As reflected in our theme, Connecting 
and Identifying with Others, hearing 
from persons living with dementia 
validated shared lived experiences 
and was incredibly empowering and 
inspirational for our participants with 
dementia. Consistent with the literature 
on leisure and community development 
(e.g., Arai & Pedlar, 2003; Coalter, 2006; 
Pedlar & Haworth, 2006), a radical 
education approach to leisure education 
provided a safe space for coming 
together, for developing, fostering and 
enabling supportive communities, and 
for nurturing a sense of belonging and 
acceptance (Hutchinson et al., 2003; Su, 
2006). In this space, participants felt 
connected and no longer alone. It also 
humanized dementia for care partners, 
allowing them to see things differently 
and critically reflect on how they might 
act differently.  As Findsen (2007) noted: 
“We are all fundamentally social beings 
and it is through critical engagement with 
others that new possibilities for living 
become apparent” (p. 547). 

Third, our findings challenge no-
tions of how leisure education is tradi-
tionally planned and offered. A radical 
education approach drawing on critical 

pedagogy forces us to think about new 
ways of learning where we are all simulta-
neously teachers and learners and where 
different forms of knowledge are val-
ued and incorporated in the process. “If 
teaching is to be emancipatory, it must be 
democratic, it must entail a genuine shar-
ing of power among learners and teach-
ers” (Foley, 2001, p. 74). It must open up 
spaces for dialogue and story-telling. As 
Kafai  (2013) noted in her experience 
of mental illness “Counter-narratives of 
madness cannot exist without the act of 
telling” (p. 8). Dialogue is central to mak-
ing lived experiences transparent, to in-
terrogating perceptions and assumptions 
that lead to oppression and silencing, and 
to transforming teacher-learner relations 
and relations to knowledge. Dialogue is 
the process that enables transformation 
to take place (Allman, 1999; Freire, 1972). 
In telling their own stories, persons with 
dementia were able to resist the dominant 
discourse of dementia and shape the Cre-
ation of a New Face of Dementia. Wearing 
(1995, 1998) and others (Dionigi, 2002a, 
2002b; Shaw, 2001) have highlighted the 
potential of leisure in resisting domi-
nant stereotypes and stigma. Similarly, A 
Changing Melody provided a space where 
persons with dementia could escape the 
confines of the tragedy discourse so often 
associated with dementia and construct 
and embrace contradictory discourses. In 
so doing, leisure serves as an important 
means by which persons with disabilities 
and illness are able to reconstitute a more 
positive sense of self (Ashton-Schaeffer 
et al., 2001a, 2001b; Jessup, Bundy, & 
Cornell, 2013). A critical pedagogical ap-
proach to leisure education also forces 
us to present material in alternative and 
creative ways that best meet the needs of 
all involved. “Equality is to be achieved 
not by treating needs in the same way, but 
by devoting equal care to ensuring that 
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they are met in the different ways most 
appropriate to them” (Tawney, 1952, p. 
39). Consistent with more recent person-
centred approaches to leisure education 
(Dieser, 2013; Dieser & Fox, 2002; Mac-
tavish & Mahon, 2005), persons with 
dementia must be involved in determin-
ing what their information needs are and 
how best to meet those needs.

Finally, our findings provide further 
insight into notions of why leisure 
and leisure education are important 
components of the lives of all persons. 
They suggest that there is much more 
potential for leisure education if we are 
able to move beyond its “functionalist 
tradition of adaptation of individuals to 
society” (Findsen, 2007, p. 553), simply 
being a forum for providing skills and 
information to learners to help them adapt 
and “fit” in. Our findings demonstrate 
that leisure education, when approached 
from a radical education approach, can be 
a powerful vehicle for personal and social 
change, transformation and liberation of 
marginalised groups and the individuals 
who work with them. “The task of 
education should be to change society: 
It’s success or failure should be measured 
accordingly” (Thomas, 1982, p. 22). This 
is consistent with calls in the leisure 
education literature for a leisure education 
approach that addresses broader social 
goals and focuses on system and societal 
transformation (Dieser, 2011; Dieser, 
Fox & Walker, 2002; Sivan & Rushkin, 
2000; Su, 2006). Leisure education 
informed by critical pedagogy provides 
a key space to challenge reductionist 
narratives and co-construct counter-
narratives. As such, leisure education as 
transformational learning should provide 

a space for collective engagement, where 
diverse citizens can come together to 
critically reflect on their assumptions, 
images, understandings and situations 
and actively work to improve their lives 
and the lives of others. Ryan (2004, p. 
15) offers questions for reflection that we 
have added to: Where do my/our beliefs/
assumptions come from? Why are things 
the way they are? Who benefits and 
who is disadvantaged from this belief/
assumption? What are the implications 
of my/our beliefs/assumptions? What 
would happen if I changed this belief 
and the way things are? A collaborative 
approach to critical reflection requires a 
“commitment to ‘radical openness’, the 
will to explore different perspectives and 
change one’s mind as new information is 
presented” (hooks, 2003, p. 48).

In conclusion, our experience with 
A Changing Melody taught us so much 
—how using leisure education in a more 
collaborative and emancipatory manner 
can help break stigma, create a new face of 
dementia, and enhance the quality of life 
of all individuals experiencing dementia. 
Hopefully others can learn from our 
experiences. But, much more research is 
needed in this area. We end by offering 
a few questions to guide future research: 
How might a radical education approach 
to leisure education be translated to other 
groups? Is a radical education approach 
to leisure education for persons who do 
not have an illness/disability experienced 
in the same way as it is for persons with 
illness and disability? What are the 
challenges of doing leisure education 
in this way? What supports are needed 
to actively engage participants in the 
planning and implementation of leisure 
education?
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Appendix A 
Data Collected and Analyzed from All Changing Melody Forums 

 
Project Data Collection Strategy Participants 

  
A Changing Melody 

 

 

A Changing Melody 2004 (2002 
– 2004) 

• Documentation of planning 
team process 

• Minutes/notes from team 
meetings 

• Informal dialogue with 
members of planning team 

• Pre-forum questionnaire 
• Post-forum questionnaire 
• Comment cards 
• Participant observation 

Active Interviews 
 
 
• Group debriefing following 

forum 

Planning Team = 17 persons with 
dementia, family members, 
professionals 
 
 

 
• 63 participants 
• 62 participants 
• 57 comment cards 
 
• 15 persons with dementia 
• 12 family partners in care 
• 10 professionals 
 

A Changing Melody 2005 (2005) • Documentation of planning 
team process 

• Minutes/notes from team 
meetings 

• Informal dialogue with 
members of planning team 

• Pre-forum questionnaire 
• Post-forum questionnaire 
• Comment cards 
• Participant observation 

Active Interviews 
 
• Videotaping of forum 
• Group debriefing following 

forum 

Planning Team = 14 persons with 
dementia, family members, 
professionals 
 
 
 
• 103 participants 
• 57 participants 
• 75 comment cards 
 
• 15 persons with dementia 
• 12 family partners in care 
• 10 professionals 
 

A Changing Melody 2006 (2006) • Documentation of planning 
team process 

• Minutes/notes from team 
meetings 

• Informal dialogue with 
members of planning team 

• Post-forum questionnaire 
• Participant observation 
• Comment cards 
• Group debriefing following 

forum 

Planning Team = 16 persons with 
dementia, family members, 
professionals 
 
 
 
• 70 participants 
 
• 39 comment cards 
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Project Data Collection Strategy Participants 
A Changing Melody 2007 (2007) • Documentation of planning 

team process 
• Minutes/notes from team 

meetings 
• Informal dialogue with 

members of planning team 
• Post-forum questionnaire 
• Participant observation 
• Comment cards 
• Group debriefing following 

forum 

Planning Team = 19 persons with 
dementia, family members and 
professionals 
 
 
 
• 99 participants 

 
• 30 comment cards 

A Changing Melody 2008 (2008) • Documentation of planning 
team process 

• Minutes/notes from team 
meetings 

• Informal dialogue with 
members of planning team 

• Post-forum questionnaire 
• Participant observation 
• Comment cards 
• Videotaping of forum 
• Group debriefing following 

forum 

Planning Team = 19 persons with 
dementia, family members, 
professionals 
 
 

 
• 88 participants 
 
• 64 comment cards 

A Changing Melody Tool-Kit 
(2008) 

• Regular dialogue with tool-
kit partners 
 

• 2 persons with dementia 
• 2 family partners in care 
• 6 professionals 

A Changing Melody Partnership 
Workshop (November 2008) 

• Videotaped half-day focus 
group workshop 

• 6 persons with dementia 
• 13 family partners in care 
• 37 professionals 

A Changing Melody Video 
(November – December 2008) 

• Video-taped interviews • 5 persons with dementia 
• 2 partners in care 
• 11 professionals 
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