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Summary
When rational language fails, creative expression o�ers new channels for communication 
through movement, gesture, poetry, music, and images. It o�ers the opportunity for sta� 
and people with dementia to express themselves, build their skills, and share in the joy of 
mutual growth. It is an essential step in the journey toward changing the culture of care 
for people with dementia and their care partners.

�e time is right for discussions�by practitioners, researchers, and policy makers� 
that consider the value of creative expression in dementia care. Accordingly, the Center 
on Age & Community invited some of the most innovative thinkers, doers, and 
organizers in the �eld of dementia care to identify the goals for creativity and dementia 
research, obstacles to accomplishing those goals, and creative solutions to overcoming 
those obstacles. 

Our conference and �think tank� occurred over two days in June of ����. Here, we share 
some of our conversations, and our ideas and plans which emerged from these thought-
provoking two days of meetings.

COVER:  Conference attendees watch a 
TimeSlipsTM demonstration at Luther Manor.

ABOVE: Susan McFadden, Jerry Weisman, and 
Brad Fulton, deep in thought.
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�e setting 
Approximately twenty-�ve people gathered at Luther Manor, a continuing care community 
serving more than ��� older adults in Milwaukee, Wisconsin, for a �think tank� consisting 
of private roundtable sessions. It was a diverse group, both geographically and disciplinarily. 
Participants included medical professionals, such as doctors, nurses, and dementia care 
specialists; artists, including writers, painters, dancers, singers, poets, and photographers; and 
academics, researchers, and educators, in the �elds of architecture, psychology, sociology, 
theater, and gerontology; and caregivers. We met in a large conference room, where tables were 
arranged in a U-shape to emphasize the importance of each person�s perspective. �e mission: 
to put creativity and dementia care on the map in terms of research and policy.

Anne Basting, Ph.D., Director of UWM�s Center on Age & Community, and Susan McFadden, 
Ph. D., Professor of Psychology, University of Wisconsin, Oshkosh, facilitated the lively 
discussions. Participative demonstrations of creative exercises and arts activities were included 
throughout the proceedings. An idealistic vision of social change emerged, one in which 
individuals with dementia would be given the tools to nurture their creativity, share their 
stories, and rebuild their connections with their communities. 
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Day One: Introduction
�e proceedings opened with a song, Joyfully, adapted by Judith-Kate Friedman from 
a poem, �Prayers and Sayings of the Mad Farmer�  by Wendell Berry, from his book 

�Farming: A Handbook� (Harcourt, Brace, Javonovich, ����):

Peter Whitehouse enjoys a creative exercise.

When I rise
let me rise 

li�e a bird�joyfully

When I fall
let me fall 
li�e a leaf,

 without regret�joyfully
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What is creativity?
Our �rst goal was to develop a working de�nition of creativity. Anne Basting opened 
the �oor to brainstorming. It was immediately apparent from participants� comments 
that creativity may take a variety of di�erent forms. Traditionally, we think that 
creativity is mainly seen in artistic expression, performance, and programming. But it is 
also found in the way we dress, speak, and move. It can be a deeply personal endeavor, 
or an opportunity for public communication. 

Dialogue: How do we de�ne creativity?

Gene Cohen: My de�nition of creativity has evolved over the 
years, and is in�uenced by the work of Rollo May and Howard 
Gardner. I think of creativity as bringing something new into 
existence that is valued.

Sam Heinly: I think creativity involves synthesizing inside 
feelings and outside experiences.

Gene Cohen: These two de�nitions are not necessarily 
inconsistent.

Sam Heinly: I look for the creativity in others; I look to draw out 
the creativity in people.

Maria Genne: Creativity is playing with possibilities.

Peter Whitehouse: I like the component of Gene�s de�nition 
which emphasizes whether a creation is valuable.

Anne Basting: I think creativity can occur in many ways. There 
can be creativity in the way we dress, speak, move. We have 
talked about creativity with a small c (private creativity) and 
creativity with a big C (public creativity), as Gene writes about 
in his work. 

Judith-Kate Friedman: Yes, we all have creativity. We need to 
access it. It needs to be unblocked.

Kimberly Van Haitsma: What isn�t creativity? Are there 
activities that we do that are not inherently creative acts?

Susan McFadden: Certainly every human act can have a 
creative component. I think creativity can be viewed as existing 
on a continuum. There are things that we do routinely that are 
�just a little bit� creative (say, writing a letter), and then there 
are those other things that we do that really involve creative 
e�ort, that really draw on our creative juices (such as writing 
an academic paper). And there are activities which fall in the 
middle in terms of creativity.

Rhonda Montgomery: This may be jumping the gun a bit, 
but we have done some research at UWM where we tried to 
categorize activity programs in nursing homes as creative 
versus not creative. We used Gene�s de�nition of creativity: 
bringing something new into existence which is valued. I can 
say we didn�t have much trouble categorizing activities as 
creative (like sculpture or �ower arranging) or not creative 
(such as bingo or playing ring toss). The critical thing is to have 
some working de�nition so you can carefully characterize the 
activities you are using and studying.

Anne Basting: So, in this line of thinking, non-creative activities 
are routine things that we do frequently that don�t cause 
us to think in new ways or to bring new, valuable things into 
the world.
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Dialogue: What is good dementia care?

Roseann Kasayka: Dementia care is �walking with the 
person� with dementia; being in their space. Respecting their 
experience is paramount.

Rhonda Mongtomery: In dementia care, we must pay 
attention to valuing the individual. (Of course, the care should 
be uniformly good for all people).

Gene Cohen: We should look at the patient with dementia, 
their family, and the system they are in, and that this 
system is consistently changing. Good dementia care is 
dynamic, person-centered, and strength-based (recognizing a 
person�s strengths).

Bill Keane: We should emphasize better paradigms for 
dementia care, beyond the very basic levels of care. The phrase, 
safe, clean, dry, fed, and up�previously used to characterize 
good dementia care�is not good enough any more.

 

How can creativity be used in dementia care?
With our de�nition of creativity in hand, we considered the practice of dementia care, 
and whether there can be creativity in this context. �e concepts of culture change and 
person-centered-care are having a dramatic impact on the processes of dementia care in 
the United States and abroad. �ese concepts seem to underscore the idea that creativity 
and creative paradigms in dementia care are possible. Indeed, e�ective programs or 
activities should be geared to the individual and his or her unique characteristics. 

Conversations with Gene Cohen at the David Barnett Gallery.

Dialogue: What are creative paradigms?

Sam Heinly: A creative paradigm is one in which you 
encourage the person to tell you a story, and you listen. We 
need to train caregivers to listen in this way.

Maria Genne: Creative paradigms ignite the potential of 
the person. If you bring concepts of dance to persons with 
dementia, it helps people �wake up.� Using world music also 
helps to promote the emergence of stories. Story is also at the 
root of what I do with dance and people with dementia. 

Carol Siegel: Creative paradigms give people a voice. Poetry 
is a di�erent way of speaking, and people have poetic voices. 
These voices trigger memories and emotions.

Gene Cohen: Creative paradigms should involve a 
comprehensive treatment plan.  I describe this as the four S�s: 
while we should look at signs and symptoms, we should 
also consider a person�s skills (i.e., strengths) and satisfactions 
(areas, activities, and actions that bring satisfying or 
pleasurable feelings). The latter two points emphasize the 
potentials within individuals. 
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Dialogue: How do we justify doing
creativity research?

Anne Basting: We all have this sense that creative expression 
can bene�t those with dementia in long-term-care, but there 
isn�t enough high quality research to back up the concept. So 
research needs to be done. But some in the hard sciences�and 
even practitioners�may not yet buy into the importance of 
this work. I am interested in your responses to this. 

Connie Chestnut: I think research will prove the importance 
of creative expression and then creative expression will be 
recognized as bene�cial and not frivolous.

Carol Siegel: It is somewhat of a catch 22. We need research 
data to support our claims. But if people don�t think the 
programs are valuable, why even try to study them?

Gene Cohen: Actually, I feel there is a readiness to study these 
questions now: the climate is right for creativity research.

Rhonda Montgomery: I think everyone in this room believes 
that the interventions are good. The question then becomes, 
Why are they good?  

Judith-Kate Friedman: I think the programs work and are 
justi�able because they embody the concept of person-
centered-care. We are looking at person-centered-care as 
our model. 

Gene Cohen: I want to emphasize the power of potential. Since 
doctors want to be at the cutting edge of research, they may 
embrace this approach.

Peter Whitehouse: I like the idea of powerful stories. The 
future in medicine is in integrative medicine. And I think we 
need to deconstruct dementia as a medical problem.  

Susan McFadden: With a group of people like this, we are 
bringing the sciences and the humanities together. This makes 
for a powerful justi�cation to study these matters.  

Anne Basting: What we are describing are critical and integral 
parts of culture change, which is occurring in the facilities 
today. Creativity programs are part of the culture change 
movement and therefore play an important role in dementia 
care�now, and in the future. So if there is any skepticism 
about why we are interested in these programs, I think it�s 
worthwhile to point out that they are part of culture change 
and really embody the concept of person-centered-care. 

How can we e�ectively research creative expression in dementia care?
Anecdotal evidence concerning the bene�ts of creative expression programs in 
dementia care abounds. Persons on the frontlines of care maintain that creative 
expression programs work. However, research in this area is slow to catch up with what 
practitioners already know. Since research in this area is still in its infancy, we need 
better quality and larger-scale studies to study these phenomena. 

�e next series of conversations focused on the �nuts-and-bolts� of doing creativity 
research. Since policy makers and funding agencies are not yet fully aware of the bene�ts 
of creative expression in dementia care, we �rst explored ways to justify doing creativity 
research. We then discussed which outcomes we should be studying. We also considered 
why creative expressions might work, and examined issues surrounding research design. 
We explored ways of training sta� to do the interventions. We ended these conversations 
by examining ways to maintain the programs at a high level.
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Dialogue: Outcomes
Rhonda Montgomery: How do we know that a program 
is e�ective? Communication seems to be at the core of 
these interventions. 

Karl Kosloski:  That�s what we found in our small study for 
the VSA � that what was really happening in the creativity 
programs was enhanced communication. 

We must also ask, are the creativity interventions aimed at 
sta� or the person with dementia? Maybe the goal is to see if 
communication between sta� and the person with dementia 
increases? Anecdotes are not good enough.

Roseann Kasayka: I believe that creative expression programs 
should increase positive social interactions across group 
members. We should see increases in appetite and increases in 
sleep.

Beth Meyer-Arnold: How does it stall the progression of the 
disease? Does it increase the length of time that a family can 
provide care? How do creative expression programs impact 
language and use of words and communication?

Brad Fulton: We want increases in the frequency of positive 
moments.

Marie Savundranayagam: Increases in reciprocity.

Brad Fulton: How do we measure the breadth and depth 
of outcomes?  

Gerry Weisman: I would like to know about the impact of 
creative social environments. 

Chris Kovach: There is a social environment theory which 
suggests that if the area is calm and relaxing, others are 
more likely to be calm and relaxed. This leads to more distal 
outcomes which are positive for the person with dementia.  

Rhonda Montgomery: Could these programs increase 
willingness to stay in the caregiving role, decrease stress, and 
prolong the caregiving career? That�s an area that hasn�t been 
researched very much.

Marie Savundranayagam: Creativity programs might also help 
caregivers to better communicate with persons who have AD. 
More research is needed in this area, as well. 

 What outcomes do we seek? 
Anecdotally, we see that creativity has a positive impact on people with dementia. It also 
bene�ts those who provide their care. But the question remains: how do we know if a 
particular creative program is e�ective? Some references in this discussion were made 
to a study designed and recently completed by Montgomery and her team (available 
at www.aging.uwm.edu). To measure the e�ectiveness of such interventions, we 
exchanged ideas about what creative expression programs should accomplish.

Peter Whitehouse: I suggest that slowing the progression of 
the disease is a force that would have enormous bene�t to 
achieving federal monies. Non-pharmacological interventions 
can be e�ective interventions for meeting the needs of people 
with AD.  In fact, as of today, they are about the only thing 
that we know to be e�ective in meeting the needs of people 
with AD. 

Judith-Kate Friedman: There is anecdotal evidence to 
suggest that arts and songs work.  I think we need to keep 
gathering the anecdotal evidence as well. It speaks very loudly. 

Gene Cohen: Categories are important to identify. If we do a 
literature review we will �nd that most interventions occur in 
groups. We need to consider that interventions that focus on 
individuals often have individual impact on family members.  
We still have the belief in this country that we should keep 
someone at home as long as possible, so many people are 
living in isolation.  For both settings (home and facilities) we 
might determine the e�ectiveness of an intervention by how 
often other people visit them. 

Potential Outcomes: 
1.	Positive emotional responses

2. Reductions in agitation

3.	Greater social engagement/interaction

4.	Change in cognitive processes

5.	Increased verbal �uency 

6.	Functional improvements

7.	Increased food intake

8. Weight gain

�. Increased mobility

1�. Greater physical strength and balance

11. Improved mood and attention-span

12. Less stress (caregivers and receivers alike)

13. Elevated quality of life 

14. Greater understanding of the human condition
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Dialogue: Why do we think these programs work?

Rhonda Montgomery: It seems that the artists have already 
identi�ed their own outcomes. These programs provide a 
statement of self. They provide a sense of being there and of 
being a�rmed.   

Sam Heinly: These programs work because they o�er a 
way for the persons with dementia to communicate that 
I am still here.

Peter Whitehouse: I believe that narratives are a common 
theme, and this is coming out in our discussion here. 

Susan McFadden: We need a collective narrative.

Anne Basting:  Yes, I believe that we are weaving narrative 
for the individual and that that is a healing process where we 
bring the person back into the community.

Judith-Kate Friedman: There is reciprocity here between 
the persons with dementia and the creativity facilitator. The 
reciprocity has to work for the facilitator.  That is, the facilitator 
needs to be able to give and to receive.  

Carole Siegel: My program centers on poetry. So I bring a 
poem and read it to the group and then tell the group that 
it isn�t about the poem itself, but about what it means to the 
listener. From these feelings, I draw words, and develop stories.  

Dialogue: Matters of research design

Anne Basting:  I would like for this �eld to get a big federally-
funded grant. We have to have a balanced research portfolio 
in the �eld, from anecdotal to sophisticated quantitative 
studies. The only way that we can get there is to have a well-
designed study.

Chris Kovach: In order for us to do some causal modeling we 
need to have well designed evaluation studies. This would 
include measures that are valid and psychometrically sound. 
The issue is measurement and design. Unfortunately, this is 
often the really boring part of research, but we need a well 
thought-out design�a true experimental design.  

Peter Whitehouse: A randomized control trial may not be 
the best way to study issues of creativity. And randomized 
controlled studies (as suggested by Chris Kovach) cost a lot of 
money.  However, policy makers will tend to care more when 
they are confronted with results from randomized control trials. 

Kimberly Van Haitsma: How do we get to see this as an 
impact on quality of life?

 
Bill Keane: There are several indicators that are related to 
quality of life (weight gain, reduction in medication use, etc.). 
We need to reframe what we consider as quality of life.

Cathy Greenbalt: You might want to look at various 
components of quality of life: look at pleasure and family�s 
interpretation of change. 

Judy Salerno: You need to determine what type of study 
you are conducting: evaluation or intervention study. With all 
the culture change that is occurring in nursing homes, it may 
be di�cult to tease out what is exactly impacting outcomes. 
NIH will not fund evaluation studies. The dollars available for 
biomedical research are not available for the types of studies 
that you are considering.  You need to be clear about the type 
of research you are proposing.
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