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Abstract

This Doctor of Education Portfolio Thesis reports on a set of four applied and
authentic research activities directly related to my workplace. | coordinate
courses at HAMK, a Finnish University of Applied Sciences that prepares
students and staff in the use of Multisensory Environments (MSES) in social
care. MSEs are dedicated spaces where multisensory stimulation is controlled
to match the perceived needs and interests of people with disabilities. MSEs
are used internationally for sensory stimulation, pre-cognitive communication,
social interaction, leisure and relaxation, therapy and education. Furthermore,
MSEs have become a popular tool for many social care providers in increasing

social wellness of people who are vulnerable to being marginalised.

Although MSEs are thought to hold considerable potential in the facilitation of
empowerment and participation, very little research documenting evidence
based practice is available to inform practitioners. This research, therefore,
seeks to investigate MSE use in Finnish social care with people with moderate
to profound and multiple disabilities. The research focus is the promotion of
client participation and empowerment, with the added goal of using research
findings to inform the development of university and other course materials

for the preparation of students and staff.
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I began my research with a qualitative pilot study to collect information on the
current nature of MSEs in Finland. A semi-structured questionnaire was given
to 23 MSE practitioners. Even though the results of this study were not
translated into English, they strongly influenced the formulation of my
research questions. This was because the results made it clear that the way the
MSE was used in Finland was different to the way it was used elsewhere.
MSE practitioners tend to be guided by a particular form of social pedagogy
called sociocultural animation. They also challenge the notion of the MSE
being a dedicated space, choosing to continue MSE type activities into
everyday environments. | therefore, introduced a new term ‘sociocultural

multisensory work’ to describe this Finnish style MSE experience.

The three research questions at the core of this work are as follows:

1. In what ways can participatory action research (PAR) be applied with
people with moderate or profound and multiple disabilities in the context
of the MSE?

2. What is the nature of sociocultural multisensory work?

3. What are the implications for staff education in regard to develop MSEs

and sociocultural multisensory work?
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The first study relates to the first question. It consists of a survey of the MSE
research literature to identify whether or not any methods currently exist
where client participation and empowerment is employed. There is also a
focus on the possibility of using participatory action research for MSE
research. The analysis of 42 studies employed Kemmis and McTaggart's
(2000) five aspects of practice to sort and critically analyse the literature. The
study revealed that even though the participation of people with vision
impairment and multiple disabilities has not been explicitly employed in
research, MSE practitioners did express interest in developing more effective
communication strategies to promote participation. Key strategies identified
included multidisciplinary teamwork, staff education that explicitly teaches
participatory research knowledge and the application of an ongoing reflexive-
dialectical perspective on practice. The literature review also revealed that
there were precedents for using PAR in MSE research. The precedents were
both at the individual and social levels. The research was both qualitative and
quantitative. However, the participation of the clients was at a rudimentary
level with the focus more on adhering to the epistemological demands of the

paradigms.

The second study also relates to the first research question. It reports on an

innovative, four-month multimedia music and dance project, conducted in a

Finnish MSE at a vocational special school in a city in southern Finland. This
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project involved 12 adolescents with moderate to severe learning disabilities in
a participatory action research activity that culminated in a community
concert. The course adopted a sociocultural approach to develop students' use
of multimedia. Participants were purposefully given only minimal assistance
in learning how to use the multi-media equipment (computers, digital and
video cameras, lighting system). They composed their own digital music on
computers. They then prepared an accompanying dance performance.
Synchronised lights and pop music effects greatly enhanced the overall
multisensory experience. Throughout the whole project regular opportunities
were provided for collective student reflection using multimedia. The results
helped to demonstrate that it was possible to organise an activity in the MSE
where practice could be viewed "as socially-, historically- and discursively
constituted by human agency and social action” (Kemmis & McTaggart, 2000,

p. 587).

The third study relates to research questions two and three. In this study focus
group interviews were used to investigate the ways that 12 experienced
Finnish practitioners working in three MSEs with adults with profound and
multiple disabilities (PMD) apply sociocultural animation. A synthesis of the
interviews underlines the essential roles of clients’ free choices in sensory
activities and the need for high-level communication between interdisciplinary

MSE team members. Results indicated that although much of what the
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practitioners do is consistent with non-Finnish ideas, much is also distinctly

Finnish.

The main finding of the three research projects has been to better describe the
emerging concept of sociocultural multisensory work. An outcome of this
research has been the development of the idea of happiness capital, which has
helped to produce a useful teaching and planning tool. ‘Happiness capital’ is
derived from the theories of ‘social capital’ and “cultural capital’ (Bourdieu,
1984; 1990; Coleman, 1988; Putman, 1993;1996). Prior to the introduction of
the concept of 'happiness capital' little acknowledgement was given to the
importance of happiness as a precursor for participation at either the
individual or group level. Linking happiness capital to Bronfenbrenner's
(1979) ecological systems theory, with its five nested developmental contexts
provides a much more sophisticated and systematic way to consider well-

being in the MSE.

In addition to the primary analysis of each research project, | also subjected
the three research projects and the portfolio to a secondary analysis using
bricolage. This became my fourth study. A concern from the primary analysis
of the results was that valuable nuances of the information were being lost
through reductionism. Bricolage is a complex, multimethodological, and a

multilogical form of inquiry used especially in social, cultural, political,

xviii



psychological and educational domains (Kincheloe, 2005, p. 323), and
provides another way of sifting information in order to better understand the
dominant forms of power. Research bricolage allows us to reconsider how
these dominant forms of power impact on all acts of knowledge production
and it helps to spotlight the dangers of abstracting phenomena from their

sociocultural and temporal contexts.

The goal of this study was to investigate MSE use in Finnish social care with
people with moderate to profound and multiple disabilities and in the process
use the findings to inform future development of university and other course

materials. The significance of the findings is discussed.

Keywords: empowerment, Multisensory Environment (MSE), participatory
action research (PAR), people with moderate or profound and multiple
disability (PMD), research bricolage, staff education, sociocultural

multisensory work, social pedagogy
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1 Chapter

Introduction to ‘Multisensory Environments in social care’

As an exchange student in Brown Deer High School (Milwaukee, Wisconsin,
USA, 1974-5) | had the good fortunate to meet a wise psychology teacher named
Mrs Williams. Part of Mrs Williams developmental psychology course involved
voluntary work, therefore on several Saturday mornings her students supported
children with disabilities in a swimming pool and in playground activities. At that
time | understood very little about disabilities and was quite worried about my
own abilities as a facilitator. Lynn, a tiny little five year old girl, was my first
experience of working with an individual with disabilities and she became a
valuable guide in teaching me about facilitation. | was amazed and almost terrified
at how fragile she was in the swimming pool. I realised how much courage and
trust she must have had on me helping her keep her head above the water. | can
still remember her blue lips and her shivering after swimming. Maybe we stayed

too long in the water or maybe the water was too cold, but she never complained.

I think 1 learnt a lot by doing physical activities at the playground and in the
swimming pool with Lynn. She may have learned something as well; at least that
is what | wrote later in my psychology assignment. This first practical learning
experience with Lynn was essential for my introduction to understanding of the
complexity of the matters concerning people with disabilities. | wanted to learn

more about disabilities.



1.1 Professional background and focus of the research

After my high school graduation in Finland | choose a career focusing on
disabilities. My first academic studies were at Justus Liebig University, Giessen,
West Germany (1977-82), and | became a special teacher focusing on PMD and
Art. 1 also had an option to take some courses in the department of physical
education. Fortunately, one of my teachers was Professor Krista Mertens, who had
just finished her thesis (Bachman & Mertens, 1977"). | was interested in a chapter
from this thesis concerning sensory work and this topic and interest continued
when we some thirty years later met again at a snoezelen experts’ meeting in
Stockholm and Orebro, Sweden. Krista Mertens as the president of the
International Snoezelen Association (ISNA) organized meetings and invited me to
join the experts’ group. We have been involved in international research and other

projects involving co-operation ever since (Mertens, 2006; 2008).

After graduating from Justus Liebig University in Germany | worked as an art
therapist in Hattelmala Hospital in Finland. In 1995, a Finnish Multisensory
Environment (MSE) called ‘Perception Center Pilvipeili’ was built and developed
as an action research project. This MSE was planned and built together with
students and a small team of teachers of the Hameenlinna Institute of Social

Services (where | had my first permanent teacher position for seven years). For

! References are on pages 190-233



me it was a valuable opportunity to observe practical situations involving various
visitors and the student’s working with people with disabilities in a white room,
activity room, music room, and black light and nature corners. We had little
theoretical background for snoezelen environments and relied mostly on our own
experiences. From this background | completed my Finnish vocational education
licentiate thesis about the development of collective meanings of Pilvipeili’s small
multisensory team on the ideology and work in a Finnish snoezelen environment

(Sirkkola, 1998).

Currently I am a principal lecturer at HAMK (University of Applied Sciences,
Finland), teaching at the Degree Program in Social Services. After reading two
MSE-books by Paul Pagliano (1999, 2001) I contacted him with the request to be
my research supervisor with me studying in Finland and communicating with him
by e-mail. My primary research interest is in the empowerment and participation
of individuals with disabilities. I also want to develop new tools for the active use
of MSEs and find the development of qualitative research methods essential.

Furthermore, 1 want to develop the MSE-curriculum and my work at HAMK.



1.2 Multisensory Environment and people with moderate to profound and

multiple disabilities

Pagliano (1998) defines a MSE as a dedicated space or room
... Where stimulation can be controlled, manipulated, intensified, reduced,
presented in isolation or combination, packaged for active or passive
interaction, and temporally matched to fit the perceived motivation,
interests, leisure, relaxation, therapeutic and/or educational needs of the
user. It can take a variety of physical, psychological and sociological

forms. (p. 107)

Pagliano suggests that this environment is user-centric in so far as it is designed to fit
individual needs. For many individuals with profound and multiple disabilities (PMD),

the

...relationship between self and the external environment is tenuous. ... [The
individual's] sense windows to the outside world can be so narrow, rigid,
inflexible, unstable or fragile that extensive and ongoing environmental
engineering is necessary to increase the likelihood of learning and development

occurring. (Pagliano, 2001, p. 8)

This raises the questions: How to create a user-centric MSE? How to research this

complexity? Medical model research method tends to focus on identifying



characteristics that would help with diagnosis and treatment, but what would be
the best model for social care? In research using an ecological model, the research
methods chosen need to recognise that the exceptional individual exists within a
complex interaction with environmental forces. One particular strategy that fits

the ecological model is participatory action research (PAR).

How can people with moderate to profound and multiple disabilities authentically
participate in the research process? How can they objectify their own
experiences? Keeping these goals in mind, suitable approaches can be identified
using action research spiral of ’plan, act and observe, reflect, revise plan, act and

observe’ (Kemmis & McTaggart, 1988/97, p. 11).

My research projects include the development of creative actions to promote
participation and to create new tools. Accessible multimedia and theatre
techniques motivate the participants to create something unique of their own with
joy and feelings of success as a group. A Finnish approach of sociocultural
animation is applied (Freire, 2001; Hamaldinen? & Kurki, 1997) with the aim to
increase social capital (Putnam, 1993; Bourdieu, 1984; 1990; Lochner, Kawachi
& Kennedy, 1999). My intention is to develop this approach to fit the needs of

people with profound and multiple disabilities.

2 In this thesis the Finnish letter &/A is placed under the letter a/A in references



What kind of research and literature is available? 'Physical surroundings
centered'-style of reporting about MSEs started with the seminal work of
Hulsegge and Verheul (1986 Dutch, 1987 English) in their book "Snoezelen:
Another World". Verheul was not particularly interested in formal research. Cavet
and Hogg (1989, p. 10) quote him: "It is not necessary to write it down, let it
happen”. However, at the 2002 establishment of the International Snoezelen
Association (ISNA) Verheul, together with Mertens from the Humboldt
University in Berlin, Germany, strongly advocated the importance of research into
the pedagogical and therapeutical uses of the Snoezelen (Verheul & Mertens,

2002).

MSE research measures the mental effects of the MSE (Cuvo, May & Post, 2001;
Baker et al., 2003; Kaplan et al., 2006), physical changes in participants with
disabilities (Hutchinson & Kewin, 1994; Shapiro, 1995; Shapiro, Parush, Green &
Roth, 1997; Pinkney, 1998; 2000), or chronic pain (Schofield, 1994, 2003;
Schofield & Davis, 2000). The use of MSEs with elderly who are confused
(Pinkney & Barker, 1994; Baillon et al., 2005; van Weert et al. 2005; van Weert
et al., 2006) is today’s most common research topic. Pagliano (1999; 2003) paid
attention to social changes and noticed also the value of computer technology, but

very little research has been conducted into socio-emotional learning in the MSEs.

The artificial nature of MSEs has been criticised (Whittaker & Kenworthy, 1997)

because of the extensive use of plastic furnishings and technical equipment, such



as fibre optic sprays and effect wheels. The aesthetic value of the environment
should therefore get more attention than it currently has been receiving (Berleant,
1992, 1997; Raskin, 1995). The environment has a connection to the meaning of
aesthetic experience. A number of researchers are currently arguing for greater
attention to be given to the aesthetic and restorative value of the MSE (Kaplan &
Kaplan, 1989; Kokkola & Kotilainen 1997; Korpela, 1997; Pagliano, 1999;
Rappe, Lindén & Koivunen, 2003, Shusterman, 2001). This does not mean that
more MS equipment is needed. Rather it means using evaluation to identify what
equipment is relevant and potentially beneficial, starting with simple things
favouring the ideas of all the participants, and ignoring the commercial

readymade MSEs.

Research literature often describes the passive use of MSEs (Vlaskamp, deGeeter,
Huijsmans & Smit, 2003). Instead of passive relaxation, | want to investigate
creative actions, ‘learning by doing’ (Blatner, 1997; Dewey, 1999), and socio-
emotional learning including communication (Goleman, 1996; 1998; Isokorpi,
2003) with the help of reflective learning focusing on self-efficacy and self-
advocacy (Bandura, 1994; Kolb, 1984; Pennell, 2001) plus self-regulation

(Wehmeyer & Schalock, 2001).

Finally, 1 would like to study the use of professional learning of interdisciplinary

multisensory teams (Beairsto, Klein & Ruohotie, 2003). The main ideas are that



emotional competences can be learned, and that participation in MSEs enables

people with disabilities to actively construct more meaning in their lives.

1.3 Applied participatory action research

A key element of participatory action research (PAR) is empowering the person
with a disability as a research participant. According to its prime originator,
William Foote Whyte (1998; 1991), the goal of PAR is to increase the relevance
of research by placing individuals being studied at the centre of the decision-
making process and ultimately to empower people (Tewey, 1997). They
participate in the design and conduct of all phases (e.g., design, execution and
dissemination) of the research that affects themselves (Brown, 2001). Seymour-
Rolls and Hughes (1995, p. 1) define “PAR as a method of research where
creating a positive social change is the predominant driving force”. Additionally,

Danley and Ellison (1999) note, that the concept of action is important.

The goal of PAR is to improve a situation and to make concrete changes.
Proponents of emancipatory approach criticize, that PAR is more oriented toward
problem solving in particular situations, than in social transformation (Seelman,
2001). Selener (1997) described PAR as a process by which members of a group
or community identify a problem, collect and analyse information, and act upon
the problem in order to find a solution. The idea of including people with

moderate to profound, and multiple disabilities in the research process goes to the



very heart of PAR (Freire, 1973; 2001) and is an enormous challenge, especially

when these individuals have little or no identifiable means of communication.

1.4 Research bricolage

Conducting and writing on contemporary multidisciplinary research, including a
variety of theories and philosophies of everyday life will not be an easy task. On
the contrary, an obvious need for multi-methods becomes evident when
researching the complex realities of MSEs as a slow seven year research process.
Research bricolage described by Kincheloe and Berry (2004) offers an
opportunity to use multiple data collection and convincing models of analysis.
Attention of the research is directed toward processes, relationships, and inter-

connections among phenomena (Kincheloe, 2005, p. 323).

Bricolage in relation to multimethod and multilogical interdisciplinary research is
a relatively new method, emerging in the mid-1990s (Kincheloe & Berry, 2004).
Year 2000 (p. 1061), Denzin and Lincoln introduced possibilities of bricolage,
defining it in their ‘Handbook of Qualitative research’ and explaining the
connection to Claude Lévi-Strauss (1966, p. 19), who first used the term bricoleur
in his book ‘The Savage Mind’ to describe any spontaneous act to extend the

‘imaginer’s mind’ .



Kincheloe (2005) has used the term bricolage in educational research to signify
the use of multiperspective research methods. Research bricolage means
understanding complexity and power of realities, it has an ability to develop
multiple research approaches and theoretical constructs, and it offers a path to
new form of rigour in research. Richer, thicker and more rigorous empirical
knowledge makes us aware of what it both can and cannot claim. Bricoleurs are
aware of their own assumptions about knowledge production and the nature of
knowledge (Kincheloe & Berry, 2004, pp. 32-34). In Kincheloe's conception of
the research bricolage, diverse theoretical traditions are employed in a broader
context to lay the foundation for a transformative mode of multimethodological
inquiry. Using these multiple frameworks and methodologies researchers are
empowered to produce more rigorous and praxiological insights into socio-
political and educational phenomena. Ereaut and Imms (2002) describe the term
‘bricolage’ as diversity, pragmatism and creativity in method and interpretation of

qualitative research.

The researcher-as-methodological-bricoleur should have a working familiarity
with a variety of methods of collecting and analysing empirical materials. This
familiarity should include understanding the history of each method and technique
as well as hands-on experience with each to fully appreciate the limitations and
strengths of the various methods and, at the same time, see clearly how each, as a

set of practices, creates its own subject matter (Denzin & Lincoln, 2000, p. 642).
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Kincheloe and Berry suggest that ‘learning the bricolage is a lifelong process’
(2004, p. 32). Both researcher positionality and phenomena in the world are
highly valued in bricolage. The researcher should be capable of dealing with the
complications of socio-educational experience and ever changing, emergent

models of learning, thus - the life long learning process is needed.

Bricolage catalyses the construction of new multilogical and emancipatory forms
of epistemology and ontology, that have the potential to bring new insights to the
‘MSEs in social care’- topic. My reasons for using bricolage are; to research
interdisciplinary local developments, to use multiple data collecting and analysing
methods to collect a rich data from everyday interdisciplinary practices of MSEs
and sociocultural work done in MSEs. | want to use contemporary perspectives of
social, cultural, psychological, and educational research to promote understanding
and communication and to create developmental projects that allow for a better

informal, and more rigorous mode of interdisciplinary work.

1.5 Goals and research questions

The goal of this study is to investigate MSE use in Finnish social care with people

with moderate to profound, and multiple disabilities and in the process use the

findings to inform future development of university course materials and

curriculum development.
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My three research questions are:

1. In what ways can participatory action research (PAR) be applied with
people with moderate to profound and multiple disabilities in the context
of the MSE?

2. What is the nature of sociocultural multisensory work?

3. What are the implications for staff education in regard to develop

MSEs and sociocultural multisensory work?

1.6 Protocol of the doctor of education research projects and portfolio

activities

Preliminary work of the portfolio thesis consists of arranging the projects to

ensure that they are feasible; writing the first literature review, collecting data

from literature, and planning the MusaSauruslI-project.

Confirmation seminar and research approvals:

Doctor of Education confirmation seminar (May 6, 2004),

Permission from James Cook Ethics Committee (October 15, 2004,
Appendix 1),

Ethics Approval from the vocational special school in Finland (April 22,

2004),
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e  Research permission from three social care administrators of three cities
in Southern Finland before the focus group interviews are conducted
(January, 2006),

e Individuals’ consent forms and permission for video recording to be

organized before the beginning of the research project

The Portfolio Thesis will consist of several activities including: one pilot study,
four research projects and numerous other portfolio activities (Appendix 2, p.

224).

The pilot study and four research projects will be arranged in following five ways:

1) The first research project is a literature review of MSE-research published in
English and with a particular focus on people with PMDs, research methods,
recommendations and needs for future research. The research method is literature
analysis of MSE disability research (N=23, published 1991-2006) and MSE
dementia research (N=19, published 1993-2006) with the overall focus on
participation. The aim is to identify which research methods are considered most
suitable for use in MSEs with a focus on the possibility of using PAR for MSE
research. The review is followed by a literature analysis to identify whether or not
any methods currently exist where client participation and empowerment is

employed. The analysis employs Kemmis and McTaggart's (2000) five aspects of
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practice to sort and critically analyse the literature. The first journal article is

based on this literature project (Chapter 2, p. 18).

2) A semi-structured questionnaire is used as a pilot research project to investigate
MSEs in Finland with the aim of identifying the present situation and staff’s ideas
for future educational needs. Answers will be collected at two meetings of ‘The
Finnish Multisensory Net group’ (2004; 2005) or through the internet. This
method and data will be used to involve Finnish experts in my research, by
investigating their opinions on how to continue as a staff educator and what kind
of developmental work and research is needed. The results were used in a
presentation at ISNA’s 2005 World Symposium in Berlin (Sirkkola, 2005d) and
for staff education purposes. The pilot study is an investigation into the
background and current use of MSEs in Finnish social care with the aim of
expanding the repertoire of current approaches through research and development

of those in use through the design of new approaches.

3) The second research project is the MusaSaurusll-project (a multisensory
environmental creative activity project involving adolescents with learning
difficulties) at a vocational special school in Hdmeenlinna, Finland. I want to
investigate ways to improve the quality and range of activities that can be
performed in a MSE using PAR and such visual methods as digital multimedia.
This project is an investigation using applied PAR to research and develop new,

activity enhancing tools for MSEs.
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Participants of MusaSauruslI-project are:

- 12 vocational special school students, who want to participate in music-activities
in MSEs during their leisure time, and learn new multimedia skills.

- Two social service students who plan to work in the area of social care, and want
to improve their skills in sociocultural animation with the 12 vocational students.

- Three leaders from the vocational special school, who wish to improve the
MSEs and the choice of free time activities available at the school.

- A multimedia assistant, Tuomas Ala-Opas, co-editor of articles, books and pdf-

publications.

One article will be based on this research project (Chapter 3, p. 57)

4) The third research project includes focus group interviews of staff members of
three MSEs in Finland. Staff members take care of adults with PMDs. They plan,
build or develop their already existing MSEs and evaluate their work with these
focus group interviews. Focus is on participation and empowerment of clients and
staff members. Focus group interviews (1-1%2 h) will be arranged in three small
staff member groups. Data will consist of videoed focus group interviews and

their thematic analysis. One article will be based on these data (Chapter 4, p. 86)

5) Finally, the fourth research activity is to build up a bricolage of the complex

data. This is a secondary analysis of all data, aimed at preventing reductionism
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and increased the rigour of the results. One article will be based on all previous

data and introduce the theoretical results (Chapter 5, p. 124).

1.7 Ethical Considerations

Ethics approval from the James Cook University Ethics Committee will be
obtained before any data are collected. A high standard of ethics will be followed

in all parts of the research.

The James Cook University Ethics Committee’s final permission starts the main
research work. Permissions from Finland will be obtained according to the

research procedure.

Permission for the production of a DVD-video of the MusaSauruslI-project and
the Music videos has will be signed by the director of Perttula and all the
participants. The DVD-video will be used as teaching material and as an aid to
apply for money for the next projects. No one will be especially pointed out in the

film, the group activities will be in the main role.

1.8 Conclusion

There are hardly any texts about MSEs specifically written for social care.

Pagliano’s (1999, 2001) books focus on education. Research tends to focus on
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school settings (Houghton, Douglas, Brigg, Langsford, Powell, West, Chapman &
Kellner, 1998) or research, done in the area of medical rehabilitation (Kenyon &
Chia, 1998; Chan, Fung, Tong & Thompson, 2005). There is a need to focus on
social care and critically evaluate the research methods, especially qualitative

strategies.

For the development of the Finnish MSEs in social care, it is necessary to
describe the current situation before conducting further research (pilot study). At
the same time it is important to build international connections and conduct
mutual research projects. Furthermore, the improvement of applied and
interdisciplinary  research, which is culturally sensitive and socially
transformative, is needed. This means investigating the Finnish way of using
MSEs in social care and implementing the emerging results into new tools, theory

and staff education materials.

Although information and communication technologies (ICT) are popular and
advanced in Finland, the amount of research in the area of emotions and
accessible multimedia is still very limited. | am interested in investigating whether
the use of digital multimedia can motivate participants to active reflection. I
believe that a combination of PAR, creative actions and MSEs offers people with

disabilities opportunities for participation.

References of this chapter are on pages 190-223.
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Chapter 2

Marja Sirkkola and Paul Pagliano

Increasing the level of participation of individuals with vision impairment
and multiple disabilities: An analysis of the Multisensory Environment

research literature

Journal of South Pacific Education in Vision Impairment (JSPEVI)
(sent 12 of August 2008, revised 20 of August 2008, published January, 2009,

4(1), 15-24)

Abstract

The aim of this literature survey is to identify methods to promote greater levels
of participation of individuals with vision impairment and multiple disabilities in
Multisensory Environment research. The analysis of 42 studies reveals that
participation of individuals with vision impairment and multiple disabilities is not
yet explicitly employed in MSE research. However, MSE staff members express
interest in developing more effective communication strategies and recognise the
need to engage in critical self-reflection to encourage increased levels of
participation. Key strategies to endorse participation identified were trans-

disciplinary teamwork, where the person with a vision impairment and multiple
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disabilities is included as a team member, staff education that focuses on
participatory research know-how, and the application of an ongoing reflexive-

dialectical perspective on practice.

Introduction

Throughout the world Multisensory Environments (MSE) have become popular
places for individuals with vision impairment and multiple disabilities (VI/MD).
MSEs are dedicated spaces "where stimulation is controlled ... to fit the perceived
motivation [and] interests ... of the user” (Pagliano, 1998, p. 107). The controlled
multisensory aspect may make these environments more suitable for individuals
with VI/MD than for other clients with minor disabilities because it allows the

MSE practitioner to take the user's sensory abilities into account.

The MSE practitioner learns how to control stimulation to fit the unique sensory
communication requisites of a particular user by consulting with that client and
including him or her in the decision-making process. Participation is therefore an
important feature of the MSE. ldentifying ways to promote this multisensory pre-
cognitive dialogue can be challenging. This is because users often have profound
communication disorders. To be able to support increased levels of participation
the MSE practitioner must therefore employ a sophisticated repertoire of

specialised techniques.
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Purpose statement

Evidence based practice (EBP) is a problem-based approach through which
learning stems from one’s information needs, particularly those of the practitioner
(Sackett, Rosenberg, Gray, Haynes & Richardson, 1996). EBP, therefore, offers
opportunities to improve the way MSEs are used with clients. Due to a lack of
high quality research, most surveys of the research literature become ‘bogged
down’, focusing more on the need for increased levels of scientific rigour (Cuvo,
May & Post, 2001) rather than examining the research for information that might

inform practice (Biesta, 2007).

One of the difficulties facing MSE researchers is the MSE per se is not a therapy,
nor is it an educational approach, it is a medium of communication where
multisensory stimulation is used to converse at a concrete or pre-cognitive level
through controlled sensory stimulation. This medium is particularly valuable for
individuals who find communication at a more abstract cognitive level (i.e.,
through speech and language) too confusing (Pagliano, 2008a). Once the
individual is able to communicate with the world outside their own body using
multisensory stimulation, this achievement opens up the possibility for the MSE
to be used in particular ways, for example, for leisure, relaxation, therapy and

education.
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The aim of this research literature survey, therefore, is to identify methods used to
promote greater levels of participation of individuals with VI/MD in MSEs. This
survey will focus on the way the MSE practitioner includes the client in practice.
As Frankish (2008) writes: "If we want more evidence-based practice, we need

more practice-based evidence™ (p. 1).

Participation

In their chapter on participatory action research (PAR), Kemmis and McTaggart’s
(2000) caution "To the extent that social research ignores the participant view, or
imposes itself (in process or its findings) on participants, it is likely to be regarded
as illegitimate, fostering alienation or hostility, and thus provoking resistance" (p.
590-591). This warning is acutely relevant for research involving individuals
with VI/MD particularly those with disorders of communication because of the
tendency for others to speak for them. The idea of having someone speak for you,
fails to acknowledge the possibility that the individual concerned may need to

communicate at a more concrete pre-cognitive multisensory level.

In a study by Kitchin (2000), which sought the opinions of 35 people with
disabilities on disability research, "the respondents articulated a need for
inclusive, action-based research strategies, where disabled people are involved as
consultants and partners not just as research subjects” (p. 25). Increasingly it

seems people with disabilities themselves are strongly supporting the idea of
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participatory research, with many now publicly echoing the participation principle

of "nothing about us without us" (Ball, 2005, p. 81).

With this challenge in mind the authors conducted a survey of snoezelen® and
MSE literature to identify possible research strategies that would fit the
requirement of the research being participatory. When choosing research studies
it was decided to be as eclectic as possible, deliberately embracing studies from a

diverse range of methodologies and client groups.

Participatory research

Participatory research is defined as "systematic inquiry, with the collaboration of
those affected by the issue being studied, for purposes of education and taking
action or effecting change™ (Frankish, 2008, p. 1). Three key aspects of
participatory research are people, power and praxis (Finn, 1994). Participatory
research focuses on the needs and experiences of those people who are involved
in the research. These needs and experiences are considered within a context of
power, so participatory research is an examination of how theory and practice are

combined in action.

"Participatory Research seeks to de-elitise and de-mystify research thereby

making it an intellectual tool which people can use for life improvement”

(Tilakaratna, 1990, p. 3). This is in contrast to elitist research where the
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"fundamental underlying assumption is that people are incapable of doing
research - it is a monopoly of the elite who know scientific methodologies” (p. 1).

Brown (2001) elucidates:

Children with disabilities and persons with mental retardation historically
have been viewed as not being able to articulate their concerns.
Researchers must now be sensitive to mechanisms whereby people can
participate meaningfully in research ways not previously thought possible.
While family members are important participants, if persons with
disabilities can participate meaningfully, researchers may want to consider

that a first choice. (p.162)

As Tilakaratna (1990) asserts, professionals who adopt a participatory research
methodology must be "highly sensitised ... willing to dialogue ... on more or less
equal terms” (p. 3). Participatory research involving individuals with VI/MD,
especially when disorders of communication are involved, is therefore a
particularly challenging pursuit where more concrete pre-cognitive multisensory

forms of communication are used.
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Vision impairment and multiple disabilities (V1/MD)

The term vision impairment and multiple disabilities (VI/MD) describes a set of
conditions where the individual has a vision impairment and more than two other
disabilities (McLinden, Douglas, McCall & Arter, 2002, p. 91). These may
include intellectual, physical and sensory disabilities but most often involve
disorders of communication. These individuals may find it challenging to
maintain their awareness of environmental events. Their ways of communication
are therefore likely to be highly idiosyncratic and strongly influenced by context.
This is particularly the case for individuals with vision impairment. In addition to
their disabilities these individuals frequently have medical complications such as
seizure disorders that further exacerbate active participation (Vlaskamp, deGeeter,

Huijsmans & Smit, 2003).

According to Kitchin (2000, p. 25) the concept of those with disabilities becoming
partners in research brings with it the danger of omission of those with the most
severe combinations of disabilities. These individuals may be outside research
efforts because they are perceived as too difficult to include, especially when
vision impairment and disorders of communication are involved. Any form of
participatory research with individuals with VI/MD therefore is highly ambitious

but none the less worthwhile.
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In participatory research, working together is a central component. However, as
Walmsley (2004, p. 66) observes “Remarkably little has been written about what
supporters (or non-disabled researchers) do when supporting people with learning
difficulties in a number of contexts including participatory research”. The authors
stratagem therefore was to try to identify a set of incremental steps employed in
the research literature that demonstrate some movement towards the practice of

more inclusive research.

Two contexts, which seem to have some potential to involve the individual with
VI/MD in the research process are snoezelen® and MSEs. The authors, therefore,
decided to survey this literature to assess how such participatory research might
be happening in these environments and in what arrangements. The authors were
guided by Kemmis and McTaggart's (2000, p. 595) recommendation that: "The
criterion of success is not whether participants have followed the steps faithfully,
but whether they have a strong and authentic sense of development and evolution

in their practices, and the situations in which they practice™.

Snoezelen® and Multisensory Environments (MSESs)

The word snoezelen®, created by combining two Dutch words for 'sniff' and

'doze’, is a term introduced by Hulsegge and Verheul in 1974 (Verheul, 2003).

Working at De Hartenberg in the Netherlands, they used snoezelen® to describe

their purpose built environments for people with disabilities. The emphasis was
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on facilitation of interpersonal relationships through multisensory stimulation

(Hutchinson & Haggar, 1994). As Hulsegge and Verheul (1987, p. 11) explain:

One could give many descriptions of what precisely ‘snoezelen’ is, but
through word and image it is only partly possible to give an exact
representation of what happens. Ultimately, personal experience alone can

provide an overall picture.

The radical feature of snoezelen® was its emphasis on client led leisure choices
and the accompanying notion that it be nondirective, lacking specific educational
or therapeutic aims predetermined by those facilitating access to the multisensory
experiences (Hogg, Cavet, Lambe & Smeddle, 2001). Personal experience has
been closely aligned to leisure and leisure it is argued possesses its own potential
for self-development and self-realization (Hogg et al., 2001). According to
Hulsegge and Verheul (1986/7) Snoezelen® clients were to choose what they
wanted to do. They were invited to participate and be active in ways that were
personally suitable and relevant. Furthermore in the original concept, a session's
duration depended more on the clientele's responses than external limits imposed
by the carer (Lai, 2003). As a leisure approach then, snoezelen® provided a
welcome option to the care environment culture of the time (Burns, Cox & Plant,

2000).
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In response to the word ‘snoezelen®' becoming a registered trademark, a new
term 'Multisensory Environment' (MSE) was coined (Pagliano, 1999). The
original snoezelen® concept was reinterpreted in more complex terms as an open-
minded or multifunctional space (Pagliano, 1998). Pagliano (1998, p. 107)
defined that the MSE "can take a variety of physical, psychological and
sociological forms” including a "dark room™ (Pagliano, 2001, p. 25) for
individuals with vision impairment. For Pagliano (2001) "The MSE is designed
from the ... [individual] out” (p. 63). Such a blueprint works at many levels from
the physical to the emotional. As such the MSE becomes an incubator to support
the very beginnings of exploration of the environment with the individual as

participant action researcher (Pagliano, 2006).

For the remainder of this paper the term MSE is used as an umbrella term to
include both the MSE progenitor the snoezelen® and the MSE itself. This is
because both the snoezelen® and the MSE provide a similar array of lights,
sounds, aromas, vibrations, movements and tactual stimuli within an enclosed and
controlled space. They both promote safe opportunities for individuals to
participate in their own research. The clients’ own needs, or sensory diets
delineate what the snoezelen® or MSE are and how they are experienced

(Messbauer, 2005).

27



Inclusive research goes beyond the either or

For Pagliano (2006):
A common criticism of Multisensory Environments (MSESs) relates to the
lack of available research to validate their use. This criticism often
highlights the point that most published research is of fairly poor quality,
qualitative in nature or employs a case study methodology with little or no
opportunity for generalisation. (p. 23)
He further proposes: "such criticism does not seem to demonstrate an adequate
understanding of the enormous complexities and fine nuances associated with this
emerging area” (p.23), and in particular the idea that the MSE is a purpose built
environment specifically designed to involve the client in research, for the
individual to gain insight into how to increase and develop levels of engagement

with the outside world.

A key concern regarding this quest to increase the legitimacy of social research by
involving people with VI/MD in the research is the interface between subjectivity
and objectivity.
Yet | know, as Elliot Eisner discusses, that it will be difficult to wean
scholars and the ... public from a view that measuring, comparison, and
outcomes are all that matter. ... We've opened a space to ... stimulate more
discussion of working the spaces between subjectivity and objectivity ...

(Ellis & Bochner, 2000 p. 761)
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Inclusive research goes beyond the either or.

MSE literature is diverse in its scope. This is because MSEs are for both children
(Shapiro, Parush, Green & Roth, 1997) and adults with disabilities (Vlaskamp et
al., 2003), for individuals with dementia, of which 70% have a vision impairment
(Staal, Pinkney & Roane, 2003), for people with mental health problems (van
Diepen, Baillon, Redman, Rooke, Spencer & Prettyman, 2002), and those in
palliative care (Schofield, 2003), for leisure, relaxation, interaction, development,
learning and intervention (Messbauer, 2005). MSE research similarly involves
disciplines as varied as education, nursing, psychology, psychiatry, occupational
therapy, physiotherapy, speech language pathology and allied therapies (art,

aroma, music).

Method of analysis

The authors wished to find a way to sort the MSE literature to ascertain what, if
any, research could be described as being participatory, even if only in
rudimentary ways. They searched for an all-encompassing approach, a model that
would allow examination to occur across a broad range of research methodologies
and types. It was, therefore, decided to use Kemmis and McTaggart's (2000, pp.
575-578) five aspects of practice as a basic framework for organising the

literature. The five aspects of practice are:
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1. "Practice as individual behavior, to be studied objectively"”

2. "Practice as group behavior or ritual, to be studied objectively"

3. "Practice as individual action, to be studied from the perspective of the
subjective"

4. "Practice as social action or tradition, to be understood from the
perspective of the subjective™

5. "Practice as reflexive, to be studied dialectically"

The fifth aspect recognises that the study of practice is a political process because
the process of examination involves change.
This view of practice challenges the dichotomies or dualisms that separate
the first four views from one another; the dualisms of the individual versus
the subjective. It attempts to see each of these dimensions not in terms of
polar opposites, but in terms of the mutuality and relationship between

these different aspects of things. (p. 578)

The goal of aspect five is to regard MSE practice as a reflexive process involving
an ongoing procedure of directing one's thinking about the practice back upon
itself. As Lather (1991) explains, a reflexive process "focuses on our too easy use
of taken-for-granted forms" and its use "might lead us towards a science capable
of continually demystifying the realities it serves to create” (Lather, 1991, p. 15).
Studying practice dialectically involves the process in which two apparently

opposed ideas, namely subjective and objective plus individual and group become
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combined into a unified whole. MSE practitioners, therefore, employ an
epistemological perspective, which Kemmis and McTaggart (2000) describe as
"never either, always both" (p. 575). For the MSE the fifth aspect attempts to
understand practice from all four perspectives. They all provide vital information

to inform practice.

Results

The results are reported in two parts. Part one consists of an overall analysis of
the studies and their allocation to the five aspects according to methodology,
discussion and recommendations for future research. Part two provides a more

in-depth analysis of studies located under aspect five.

Overall analysis

Of the 42 MSE studies analysed, 23 focused on disabilities and 19 on dementia or
other health issues. The disability studies covered a range of difficulties but
mostly centred on multiple disabilities. The dementia studies were included
because of similar challenges regarding difficulties with communication, their
relative high quality and their relevance regarding research methodology.
Inclusion of these studies was further justified from the perspective of the high
incidence of vision impairment and the increased risk of people with disabilities

such as Down syndrome developing early onset dementia (Straetmans, van

31



Schrojenstein Lantman-de Valk, Schellevis & Dinant, 2007).

For the first aspect "Practice as individual behavior, to be studied objectively"”

research reporting on "practices seen ‘primarily from the outside™ was identified
(Kemmis & McTaggart, 2000, p. 575), using "quantitative, correlational-
experimental methods™ (p. 581). Research practice is "seen in terms of
performances, events and effects” (p. 576). For example, the Houghton et al.
(1998) empirical evaluation to examine the effects of MSE use on 17 individual
children with severe disability fits this characteristic. Their study used ANOVA
to reveal a statistically significant increase in a number of particular skills
exhibited by the participants from pre- to post use of MSE. Further disability
studies that fit under the first aspect include Thompson and Martin (1994); Ashby
et al. (1995); Shapiro et al. (1997); Slevin and McClelland (1999); Vlaskamp et

al. (2003); Matson et al. (2004); Chan et al. (2005) and Kaplan et al. (2006) (see

Table 2:1, p. 36).

The second aspect "Practice as group behavior or ritual, to be studied
objectively™ similarly "views practice "from the outside" but sees it in terms of the
social group" rather than the individual (Kemmis & McTaggart, 2000, p. 576). A
study by Moffat et al. (1993) was located under both the first and second aspects.
The study, which followed a multiple baseline research design, investigated the
effects of snoezelen® on people with dementia, with several hypotheses written in

terms of the group of 12 patients. For example, hypothesis one was "Patients and
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staff enjoy snoezelen sessions™ (p. 23). Other dementia studies matching both the
first and second categories were Moffat et al. (1993); Pinkney (1997); Hope
(1998); Baker et al. (2001); van Diepen et al. (2002); Baker et al. (2003); Baillon

et al. (2004; 2005) and van Weert et al. (2005; 2006) (see Table 2:1, p. 36).

For the third aspect "Practice as individual action, to be studied from the
perspective of the subjective”, the authors identified research that reported on
"attempts to understand practice ‘from the inside™ (Kemmis & McTaggart, 2000,
p. 576), using "qualitative methods (including autobiographical, idiographic, and
phenomenological methods)" (p. 577). One study that fits this aspect was by
Bakker (2003) who describes her experiences with her father who has Alzheimer's
disease. In the paper she "evaluates the relevance of good environment, including
interesting sights, smells, sounds, tastes, and tactile sensations, in increasing
functional abilities and comfort of older people with dementia” (p. 46). Further
studies that match include Hutchinson and Haggar (1991); De Bunsen (1994);
Hope (1997); Kenyon and Chia (1998); Martin et al. (1998); Pulsford et al.
(2000); Andersson and Johansson (2003); Kwok et al. (2003) and McCormack

(2003) (see Table 2:1, p. 36).

The fourth aspect "Practice as social action or tradition, to be understood from
the perspective of the subjective™ similarly "attempts to understand practice ‘from
the inside™ (Kemmis & McTaggart, 2000, p. 577) and likewise uses qualitative

methods. The difference however is on understanding practice “as part of a social
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structure that contributes to forming the way in which action (practice) is
understood by people in the situation” (p. 577). A fascinating example is by
Pulsford et al. (2000) which was previously included under aspect three. It
appears under aspect four as well as aspect three because of the authors' focus on
a group activity. As the authors state "Most researchers prefer MSEs as a setting
for individual patients to experience either sensory stimulation or relaxation.
Woodlands therapy (WT) builds on this approach. In WT, the multi-sensory
environment becomes an adjunct to small-group recreational activity” (p. 651).
Not withstanding there being no disability research, several other dementia
studies correspond to aspect four: Zinn (2000); Bakker (2003); Staal et al. (2003);
Cox et al. (2004); Hope and Waterman (2004); Hope et al. (2004), van Weert et

al. (2004) and van Weert et al. (2006) (see Table 2:1).

The fifth aspect "Practice as reflexive, to be studied dialectically” (Kemmis &
McTaggart, 2000, p. 578) provides a broader classification that transcends "each
of these two dichotomies individual-social and objective-subjective by seeing
both in dialectical terms for a taxonomy of different approaches to the study of
practice” (p. 575). Aspect five most closely fits participatory research. The
authors were not able to identify any research that could be described as
participatory. It was only possible to distinguish research that contained

rudiments of participatory research, a process described in the following section.
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Rudimentary aspects of participatory research

Sorting literature into the first four aspects was reasonably straightforward.
Sorting literature into aspect five was more difficult. As stated previously the first
sort did not identify any MSE literature that explicitly matched aspect five. It was
therefore decided to conduct a new search for what was called rudimentary
aspects of participatory research. This involved scanning the literature on
participatory and participatory action research, to compile a list of possible
elements that could be described as participatory (Kemmis & McTaggart, 2000).
Those identified included a focus on:

» Clients' preferences or individual needs

* Family members' participation or interaction

» Staff training, participation or interaction

e Values of participatory research in developing environments and

methodology (evaluation, reflection, development or need for change)

Once the list had been compiled the MSE literature was re-examined to see it

these elements were present. Identifying these elements was more complicated

than the original sorting into the first four categories because all details of each
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study including the discussion, recommendations and conclusion needed to be

carefully considered.

Following the new less stringent allocation process using the four elements 25 of
the 42 studies were located under aspect five (see Table 2:1), 13 disability and 12
dementia. The best examples identified were in the dementia area by van Weert
et al. (2004) and van Weert et al. (2006). The studies reported on how the
research "effected a change from task-oriented care to resident-oriented care” (van
Weert, Kerkstra, van Dulmen, Bensing, Peter & Ribbe, 2004, p. 397) or "showed
... [an] increase in 'Positive Person Work' and decrease in ‘Malignant Social

Psychology™ (van Weert, Janssen, van Dulmen, Spreeuwenberg, Bensing &
Ribbe, 2006, p. 656). Furthermore both studies involved attempts at staff
training. The other studies that contained some elements of participation,

particularly with regards to future plans, can be found in Table 2:1.

Table 2:1. Sorting 42 MSE disability, dementia and other health issues

research into Kemmis & McTaggart's (2000) five aspects of practice

Focus: Individual Social Both

Perspective:

Obijective, (1) (2)

Quantitative |1,2,3,4,56,7,8, |26,7,11,13,14,17, |2,6,7,11,14,17, 21

9,10, 11, 12, 13, 14, | 21[8] [7]
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16, 17, 19, 20,

21,22, 23 [21]

24,26,27,30,31, | 24,26,27,30,31, 32,
32,35, 36,39,40, | 35,40, 41 [9/17]

41, 42 [12/33]

Subjective, 3 4)

Qualitative 1, 3,10, 11, 15,16, |[0]

18 [7]

25, 28, 33, 39, 42 28, 29, 33, 34, 36, 37,

[5/12] 38 [7/7]

Both

(5) Participation
1,3,4,6,10, 13, 15,
16, 18, 19, 20, 22, 23

[13]

24,25, 217, 28, 29, 33,
34,36, 37, 38, 39, 42

[12/25]

(1-5) Five aspects of practice (Kemmis & McTaggart 2000, pp. 575-9)
[x/x] Total number of studies: 1st disability (top), 2nd dementia, 3rd both

Listed chronologically with categorisation given after year of publication.
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MSE disability research

1) Hutchinson & Haggar (1991); 1, 3,5

2) Long & Haig (1992); 1, 2

3) De Bunsen (1994): 1, 2,5

4) Thompson & Martin (1994); 1, 5

5) Ashby, Lindsay, Pitcaithly, Broxholme & Geelen (1995); 1

6) Withers & Ensum (1995); 1, 2, 5

7) Lindsay, Pitcaithly, Geelen, Buntin, Broxholme & Ashby (1997);1, 2
8) Shapiro, Parush, Green & Roth (1997); 1

9) Houghton, Douglas, Brigg, Langsford, Powell, West, Chapman & Kellner
(1998); 1

10) Kenyon & Chia (1998); 1, 3,5

11) Martin, Gaffan & Williams (1998); 1, 2, 3

12) Slevin & McClelland (1999); 1

13) Cuvo, May. & Post (2001); 1, 2,5

14) Lindsay, Black, Broxholme, Pitcaithly & Hornsby (2001); 1, 2
15) Andersson & Johansson (2003); 3, 5

16) Kwok, To & Sung (2003); 1, 3,5

17) Leng, Woodward, Stokes, Swan, Wareing & Baker (2003); 1, 2
18) McCormack (2003); 3, 5

19) Vlaskamp, Geeter, Huijsmans & Smit (2003); 1, 5

20) Matson, Bamburg & Smalls (2004); 1, 5

21) Singh, Lancioni, Winton, Molina, Sage, Brown & Groeneweg (2004); 1, 2
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22) Chan, Fung, Tong & Thompson (2005); 1, 5

23) Kalpan, Clopton, Kaplan, Messbauer & McPherson (2006); 1, 5

MSE dementia or other health issues research:

24) Moffat, Parker, Pinkney, Garside & Freeman (1993); 1, 2,5

25) Hope (1997); 3,5

26) Pinkney (1997); 1, 2

27) Hope (1998); 1, 2,5

28) Pulsford, Rushforth & Connor (2000); 3,4, 5

29) Zinn (2000); 4, 5

30) Baker, Bell, Baker, Gibson, Holloway, Pearce, Dowling, Thomas,
Assey & Wareing (2001); 1, 2

31) vanDiepen, Baillon, Redman, Rooke, Spencer & Prettyman (2002);1, 2
32) Baker, Holloway, Holtkamp, Larsson, Hartman, Pearce, Scherman,
Johansson, Thomas, Wareing & Owens (2003); 1, 2

33) Bakker (2003); 3,4, 5

34) Staal, Pinkney & Roane (2003); 4, 5

35) Baillon, vanDiepen, Prettyman, Redman, Rooke & Campbell
(2004);1,2

36) Cox, Burns & Savage (2004); 1, 4,5

37) Hope & Waterman (2004); 4, 5

38) Hope, Easby & Waterman (2004); 4, 5

39) vanWeert, Kerkstra, van Dulmen, Bensing, Peter & Ribbe (2004); 4, 5
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40) Baillon, van Diepen, Prettyman, Rooke, Redman & Campell (2005); 1, 2
41) van Weert, van Dulmen, Spreeuwenberg, Ribbe & Bensing (2005); 1, 2
42) van Weert, Janssen, van Dulmen, Spreeuwenberg, Bensing & Ribbe (2006); 1, 3,5

For full details see references, pp. 47-55

Details outlining why each of the 25 studies were allocated to aspect

five are given in Table 2:2.

Table 2:2. MSE research located under aspect 5 further sorted

according to four rudimentary elements of participatory research

Research focus on:

Clients’ preferences or individual needs:

« Identify preferences, future cooperation with snoezelen staff and other staff (4)t
« Research on participants' favourite activity (13)t

« Future plans for developmental work, evaluation of individual needs and
staff’s working habits (15)t

« Effectiveness of the activity the participants had already chosen, discussion
of individual needs in MSEs (19)t

« Implications of findings, future assessment and treatment discussed in a
developmental way, enjoyment as goal, looking for the most reinforcing
equipment (20)t

* Future plans and questions (patient-led, preferences, sensitive and
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planned application) (27)1
* Developing new assessment of stimulus preferences in MSE (34)t
 Conduct a stimulus preference screening, prepare an "individual snoezel care

plan” (p. 659) (42)1

Family members’ participation or interaction:

* Task "goals were selected by either the family or the residence™ staff (p. 446)
(23)t

* Relative’s mood and stress scales, plans to study carer-patient interaction
more deeply in the future (24)t

* Free choice to participate, attention to family-client relation (29)t

e Improving and maximizing well-being in multisensory environments,
caregivers and visitors

* Opinions are valued, solving a problem in a participatory way (36)

* Individual "lifestyle history interview with family members' (p. 659) (42)t

Staff training, participation or interaction:

« Ideas of developmental work, staff training (10)t

« Staff members participation in reflecting their work, developing a new tradition
3Nt

 Collaborative group development, democratic action research, staff has an
active role in the research changing culture of care (38)f

» Changing care from task oriented to resident-oriented by staff training and
implementing a new intervention (39)t

« Staff ""trained in snoezelen showed a statistically significant increase in the
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total number of verbal utterances ... duration of resident gaze ... affective touch

... and smiling" (p. 665) (42)t

Values of participatory research in developing environments and
methodology (evaluation, reflection, development or need for

change):

» Multiple methods, dialectic way of planning developmental work in future (1,
3T

* Need to develop a new treatment method, need for change (6)

» Multiple methodology, intentions to develop the environments and the method
(16)t

* Developmental idea to bring a treatment method to Canada (18)*

« Evaluative and developmental attitude, values that fit PAR (22)t

 Author engaged in the evaluation process, staff ‘s monthly improving meeting,
change in the culture of care environment (25)t

* Ethnographic analysis, comparison to well-being, person-centred principles in
communication (28)1

« Suggestions for a better multisensory environment (33)1

" ... suggested a reflexive and sensitive approach was considered something that
a positive user of the room should possess" (p. 54) (37)t

» Aim to "effect a change from task-oriented care to person centred care according
to" Kitwood's Dialectical Framework (p. 657) "participant observation” (p. 666)

(42)t

t For key to numbers see Table 2:1.
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Discussion

According to Whyte (1991) the goal of participatory action research (PAR) is to
increase the relevance of research, by placing individuals or groups being studied
at the centre of the decision-making process, in order to empower them (Tewey,
1997). Those involved participate in the conduct of all phases including design,
execution and dissemination of research that affects them (Brown, 2001). PAR
"has emerged from a significant shift of perspective in social and educational
research to research which aims to avoid privileging the perspectives of
professional researchers in favour of the perspectives of the ordinary participants

in social settings™ (Kemmis & McTaggart, 2000, p. 566).

In this research literature survey the authors were not able to identify any MSE
related PAR studies, nor could they find any participatory studies. They,
therefore, decided to delve deeper into research types by subdividing participatory

research into four rudimentary elements. This strategy located 25 studies.

From Table 2:1 it can be seen that the majority of the 42 MSE studies focused on
the individual (aspect 1 objective 33, and aspect 3 subjective 12, shared 7, which
gives a total of 38 or 90% of the studies) and on the objective (aspect 1 individual
33, and aspect 2 group 17, shared 16, total 34 or 81%). Of the 23 disability studies
the majority similarly focused on the individual (aspect 1 objective 21, and aspect

3 subjective 7, shared 5, total 22 or 96%) and on the objective (aspect 1 individual
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21, aspect 2 group 8, shared 7, total 22 or 96%). Greater balance was found in the
19-dementia studies with the focus on the individual (aspect 1 objective 12, and
aspect 3 subjective 5, shared 2, total 15 or 79%), and on the objective (aspect 1
individual 12, and aspect 2 group 9, shared 9, total 12 or 63%). Least overall
attention was given to aspect 4 the subjective-social, with no disability studies and

only seven (37%) dementia studies or 17% of the overall total.

Table 2:2 lists four elements of participatory research and describes why each of
the 25 studies (13 disability and 12 dementia were included, see Table 1 Aspect
5). Decisions regarding the categorisation were informed by research title, stated
aims, research methodology and future plans, some of which merely hinted at a
desire to increase levels of participation of clients, family members or staff in
forthcoming research. Still the results do indicate that at least four elements of

participatory research are currently in practical use in MSE research.

Conclusion and recommendations for future research and practice

Even though the idea of participatory research for people with VI/MD,
particularly those with extreme disorders of communication, might at first seem
preposterous, given the extreme vulnerability of this group, it is even more
important that the issue continue to be explored both in research and in practice.

As Kemmis and McTaggart (2000) argue:
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... participatory research ... emerged more or less deliberately as ... [a
form] of resistance to conventional research practices that were perceived
by particular kinds of participants as acts of colonization—that is, as a means
of normalizing or domesticating people to research and policy agendas
imposed on a local group or community from central agencies often far

removed from local concerns and interests. (p. 572)

In this paper the authors surveyed the MSE literature and identified a number of
studies that reveal that some characteristics of participatory research are being
employed. Figure 1 serves as a summary of the analysis of current MSE research
literature and in the process demonstrates that it is possible to use a range of
elements of participatory research in the MSE involving people with VI/MD
and/or dementia. Key strategies to endorse participation identified were trans-
disciplinary teamwork where the person with VI/MD is included as a team
member, staff education that focuses on participatory research know-how and the

application of an ongoing reflexive-dialectical perspective on practice.

According to Kemmis and McTaggart (2000), practice should be researched in
reflexive-dialectical ways and this may mean the need for more deliberate and
well-coordinated participatory research involving individuals with VI/MD to be
undertaken in co-operation with international research teams. The authors hope

the proposed model (see Figure 2:1, p. 46) will facilitate this process.
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This research survey helps to demonstrate that it is not only possible to conduct
research into MSE practice where individuals with VI/MD are included as
research participants, it also suggests strategies to help make it happen. The MSE
provides an exciting opportunity to connect with individuals with VI/MD using
more concrete, pre-cognitive forms of communication that enable these

individuals to express their likes and interests.

Individuals with PMD:
* Emphasis on personal expression of own
preferences (regarding design, development
use of equipment and activities)

* Partnerships and consultation to promote
empowerment and emancipation

* Emphasis on mutual respect and qualifie
facilitatio

Family members,
friends and
visitors:

* Emphasis on
recognition of
preferences of
family members,
friends and

Staff:
* Emphasis on staff education and

A . visitors, their
development (participation, interaction ongoing
skills, communication, client-oriented work interaction and
trans-disciplinary collaboration and MSE & participation
participatory research know-how) \

Elements of participatory research in
developing environments and methodology:
Emphasis on a need for: change, evaluation,
reflection, development and ongoing revision

MULTISENSORY ENVIRONMENTS

Figure 2:1. Participatory elements used in MSEs with individuals with PMDs to
promote more social and historically constituted, critical and dialectical research
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Accessible Summary

e Twelve adolescent vocational school students with learning disabilities
used music, dance, computers and digital cameras during a Finnish
research project called MusaSaurus 1,

e A community concert was successfully organized for friends, family

members and other students,

e Participation in creative activities increased interaction and empowerment
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Summary

This paper reports on MusaSaurus Il, an innovative, four-month multimedia
music and dance project, conducted at a vocational special school in southern
Finland. Twelve adolescents with moderate to severe learning disabilities
participated in the optional evening course, which culminated in a community
concert. The course was an applied participatory action research which adopted a
sociocultural approach to develop students' use of empowering digital
multimedia. ‘Learning by doing’ methods was used and hence only minimal
assistance was given in learning how to use computers, digital and video cameras,
and special lighting. They composed their own digital music on computers and
prepared an accompanying dance performance. A major focus was on exploring
the way the media itself helped facilitate participation. Particular attention is
given to describing the ways digital media were used, which roles were taken and
the ways group reflection was possible by re-visiting the videos and pictures.
Ordinary residential school environments with special equipment served as
temporary Multisensory Environments, where synchronised lights and pop music
effects greatly enhanced the overall multisensory experience. Throughout the
whole project regular opportunities were provided for collective student
reflection. Participants believed that MusaSaurus Il was successful in offering

roles (taking pictures, being a model, helping others in multimedia techniques and
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reflecting the activities), facilitating and promoting creative involvement and

supporting and expanding social skill and communication development.

From Multisensory Environments to sociocultural multisensory work

Pagliano (1998, p. 107) defines a Multisensory Environment (MSE) as

a dedicated space ... where stimulation can be controlled, manipulated,
intensified, reduced, presented in isolation or combination, packaged for
active or passive interaction, and temporally matched to fit the perceived
motivation, interests, leisure, relaxation, therapeutic and/or educational
needs of the user. It can take a variety of physical, psychological and

sociological forms.

Sociocultural multisensory work is based on Pagliano’s definition of MSE, but it
additionally emphasizes participation, expressive qualities of creative group
activities and the use of empowering digital media for reflection. Ordinary
everyday living environments are preferred to specially built MSEs. Sociocultural
multisensory work can be defined as an application of the MSE to social care.
Sociocultural multisensory work has half of its roots in social pedagogy (Freire,
2001) and aims at preventing marginalisation of vulnerable people by
empowering them through meaningful activities. A tool called sociocultural
animation combined with multisensory environments and creative actions is used

for facilitation of group activities (Ala-Opas & Sirkkola, 2006; Sirkkola, Veikkola

59



& Ala-Opas, 2008). Sociocultural animation means sensitivity in social
interactions, spontaneity, freedom of choice and action. Participants are seen as
active, creative and able to change their environments. It is essential for people to
be connected to other human beings and culture through participating in

empowering activities (Haméléainen & Kurki, 1997; Hamélainen, 1998).

An underlying principle with regard to social care in Finland is the idea that all
people, including those with severe disabilities, have an inalienable right to
participate fully in society. One way for this to happen is through creative
endeavours, particularly of a sociocultural nature. Social participation is thought
to be important as it empowers people and improves their quality of life. Using
creativity to encourage and enhance social participation is an approach that is
particularly valuable, because it enriches the individual experience. The challenge
with this approach though arises when people have severe disabilities that limit

their sense abilities, self-expression and social skills.

Creative activities in MSEs are aimed at offering participants an opportunity to
belong to a group, to have freedom to express oneself and one’s feelings within
that group, and yet experience acceptance of being a unique person. These
experiences are believed to support a more balanced and interesting life for

adolescents with learning difficulties within their communities.
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Development of the Saurus Projects

The authors prepare social care staff to work with people with disabilities in
Multisensory Environments (MSEs). Since 2001, together with their university
students they have been researching the use of creative activities in a
Multisensory Environment (MSE) as a means of promoting participation of
individuals with learning disabilities. Participatory Action Research (PAR) has
been applied to local projects where creating a positive social change is ‘the
predominant driving force’ (Seymour-Rolls & Hughes, 1998, p. 1). In PAR the
goal is for all participants to take part in the design, conduct and dissemination of
the PAR-projects to the best of their abilities (Kemmis & McTaggart, 2000;
Brown 2001). In applied PAR projects, researchers are viewed ‘less as experts,
professionals, and principal investigators, and more as consultants, facilitators,

and coaches’ (White et al., 2004, p. 10).

The authors, together with their six university students, conducted two applied
PAR projects prior to the current study. The participants chose the name Saurus
because they had a fascination with dinosaurs. The first project, DigiSaurus, (digi
for digital) used pedagogical drama as a technique to encourage three 14 to 16
year old boys with Asperger syndrome to explore their creative potential. These
three participants learned how to perform their own small sketches. These became
miniature pantomimes involving gesture and body language choreographed to

express particular emotions. The sketches were videoed by the advisors and then
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extensively reviewed and discussed with the participants to examine what had

happened.

MusaSaurus I, the next project at a vocational special school, involved a group of
students with moderate to severe learning disabilities (moderate to extreme
difficulties with reading, writing and communication). Musa, a Finnish slang
word for music, was chosen by the participants. They imagined themselves as pop
idols and formed a band to lip-sync and mime the songs. These performances
were used to prepare a concert, which was then presented in front of a huge, live

audience.

MusaSaurus I, stage two of the project at the same vocational special school,
combined music, dance, drama activities and multimedia in ordinary MSEs.
Participants were five adolescent females and seven males between 16 to 20 years
all with moderate to severe learning disabilities. It was a functional group in
which 10 of the participants could read and only two participants needed some
help in writing their names. In addition to learning disabilities, the participants
had severe difficulties in social skills and various difficulties in communication.
Three males had a diagnosed Asperger syndrome and two females had Down
syndrome, only one man had a severe intellectual disability. All participants, but
one, were able to walk and dance without support. For two participants

idiosyncratic verbal interaction was possible, and therefore music, dance and
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digital pictures added a particularly welcome option for self-expression and

nonverbal communication.

The 12 participants already knew each other and had chosen this activity as their
evening program. They experimented with using digital media and create their
own music using computers. They then worked together to prepare a disco dance

performance to accompany their music and finally prepared a video of the show.

The contents of the 10 sessions were planned in a cooperative way. Formal ethics
approvals from the local ethics committee and the first author's university were
obtained. All participants and the director of the vocational school signed a

consent form in the name of the legal guardians.

All three projects were designed to enable participants to engage in multisensory
sociocultural creative activities. A crucial feature of these projects was the way
digital photography and video recording were used to facilitate participation,
promote social interaction and make student reflection possible. This tool was
given the name ‘empowering digital media’. The performances were video
recorded by the participants who were then able to view what they had done. The
students’ confidence to communicate their ideas increased and they demonstrated

considerable pride and enjoyment at their work.
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Empowering digital media

New technologies are emerging rapidly in today's world. Digital media is in
everyday use all over the world. It is easy to use and it offers immediate concrete
feedback. For students with learning disabilities (especially those who are visual
learners), videos, simulations, virtual environments, pictures and other
multimedia may be effective teaching tools (Parsons, 2006; Parsons et al., 2006).
Some research using videos has already been conducted in disability research.
For example, Mick et al. (2008) collected ethnographic notes and video
recordings of what actually was going on in the everyday lives of people with
learning disabilities. Videos have been used to teach social skills (Parsons,
2006), model skills like making simple meals like sandwiches (Rehfeldt et al.,

2003) or to recognize emotions and facial expressions (Ekman & Friesen, 1969).

Digital media has been used as an assessment and treatment tool in therapy.
Digital media provides people with opportunities to engage in meaningful,
purposeful tasks that are related to real-life interests and activities (Weiss et al.,
2003). However, little research (if any) has been done to investigate the ways
adolescents with severe learning disabilities use digital media for communication

and self-expression in creative activities within MSEs.
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Empowering digital media differs from photo therapeutic techniques (Weiser,
2001) and empowering photography (Savolainen, 2005) because the process of
picture taking is more important than the photographical skills and quality of the
final products. MusaSaurus Il used digital media as a tool to collect research data,
but also to gather material for reflection and to empower participants to interact
with each other. Social interaction and reflecting on the creative productions are
the main focus. However, the purpose of the pictures in all three methods is to

empower participants and to enrich their lives.

Empowerment is a synonym for internal feeling of power (Siitonen, 1999), and it
refers also to a constant process of enabling individuals and groups to take part in
collective action (Daly & Cobb, 1994). Empowering digital media has two

dimensions: intrapersonal - and interpersonal;

Intrapersonal empowerment focuses on the capability of the participant to pursue
appropriate and complementary social and achievement goals through the
establishment of an agenda. This is possible when someone has a belief in his or
her ability to be empowered. Intrapersonal empowerment exists when the person
perceives that he or she has the capabilities to act, and can be seen as a positive
force. Social skills, interpersonal and group skills are linked to intrapersonal

empowerment (Siitonen, 1999).

65



Interpersonal empowerment occurs when individuals or groups work with each
other to meet their needs. This can be considered as a positive force of power,
because it is about equal power relationships rather than domination.
Interpersonal empowerment is the pursuit of goals by participants who are not in

conflict with peers or advisors (Sullivan, 2002).

Empowering digital media aims to facilitate an accepting atmosphere where
participants can take risks. Succeeding brings self confidence which supports self-
appreciation. This increases self-esteem, which leads to intrapersonal
empowerment. Sensitive facilitation includes welcoming, encouraging and

listening to the participants’ voices.

Multisensory experiences can be tailored to match the unique sense abilities and
self-expression capabilities of the individual as a way of providing more
personally meaningful social opportunities. The process of designing such
experiences generally occurs in a purpose built MSE because it affords the
ongoing control of a much larger repertoire of stimuli; however, this project did
not occur in such an environment. Rather it occurred in a casual gathering area for

the residential students and then transferred to a concert hall.
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Activities and atmosphere

A warm, inviting atmosphere was created in a common living room through the
use of lit candles, tea and biscuits, comfortable chairs and beanbags. At the
beginning of each of the ten sessions a cooperative planning took place. This is
where participants made decisions about the evening’s optional activities
(composing music with computers, dancing rehearsals, taking digital media,
planning marketing, lighting, cafeteria, and clothing for the concert). Participants
also arranged a competition to decide on the name and printed their own T-shirts
for the show. After each session’s creative activities and the group reflection a
small multisensory exercise was conducted using colourful lights, aromatherapy

candles, music, story telling, stretching and relaxation.

Collecting and analysing data of MusaSaurus 11

All participants played an active role in data collection. Together with the authors
they video-taped all the sessions. The authors applied ‘learning by doing’
methods advising the participants only if they had technical problems with the
cameras. In the beginning, participants were shown how to use the equipment, but
some of them ended up teaching each others and the authors the finer points of the
camera and video use. Additional data were collected using participatory
observation and two theme interviews. These were very intensive and required all

participants to join in.
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During the project, reflective discussions were always held before and after each
session with all participants and several times together with the advisors from the
vocational special school. Participatory observation was documented into a
project diary after each session. Two university students and three local advisors
were responsible for the organization of the project and the two authors joined the
activities offering technical assistance. The authors participated fully in all

activities being simultaneously sociocultural animators and positive role models.

A project diary and the 10 two-hour videos were analysed. This involved multiple
viewings and the recording of new data. Information from one personal diary was
combined with video analysis, and the two researchers held reflective discussions
to gain consensus of what occurred. The authors wanted to avoid unnecessary
translations from Finnish to English so instead of quotations from participants, we
looked for small events which represented qualitative experiences. Special
interest in the analysis was, however, on the roles offered by the empowering

digital media
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Results

Results are first discussed in general and thereafter three small cases are offered
to illustrate personal diversity of the participants. Theoretical results are then
organized under three topics: ‘roles offered by empowering digital media’,
‘reflection on creative activities’ and ‘facilitating participation to creative

activities in ordinary MSEs’.

A major aim was to gather information to describe and better understand how
participants used digital media. The participants started by testing the technical
abilities of the cameras through zooming in on the environment and onto
particular objects, and then zooming quickly onto faces, but always very quickly
(as if they were afraid to document the facial expressions). The idea of
interviewing each other while filming seemed to be influenced by popular TV
programs like Finnish Idol. The participants often asked stock Idol questions like:

“How do you feel now?” Most often the answer was “Great, | feel great!”

After the sessions and the final concert, it was estimated that 10 out of 12 students
had had substantial use of the digital cameras. Only two girls refused to use the
digital cameras. All five girls, even those two not interested in taking pictures
seemed to enjoy being photographed. Sometimes ‘being a model” empowered
also the quiet and shy participants sufficiently for them to answer questions, that

is if someone was there to film and interview simultaneously. All five girls and
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two of the seven boys who had other active roles in creating and performing in
MSE’s, but did not actually take pictures or shoot videos, seemed to enjoy re-
visiting the videos and arranging the prints of digital pictures onto the walls of the

Concert Hall.

MusaSaurus Il — three cases

The following cases, all males, were chosen because they help to illustrate the
types of achievements made during the four-month project. These three males

clearly made the greatest progress in developing their technical and social skills.

Case 1

Matti who is 19 years old was particularly enthusiastic at being involved in using
multimedia. He had severe difficulties in verbal communication and sometimes
was too loud and hasty. However, he could participate and concentrate on the
activities when observing the events through the camera lens. The camera lens
provided him with a tool to observe and record the activities. It also seemed to
provide him with a way to temper his own boisterous behaviour. He was very
active in producing music. Also he was the only one who brought his own
instrument (a digital piano) to the final concert and improvised an extra solo for
his performance. His use of digital media developed enormously during the four-
months. Also he had substantial verbal contact with both students and advisors

telling them what to do in front of the camera. This active involvement seemed to
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greatly help him in his social skills. It provided him with someone to talk to and
something to talk about. Beneficial for his interaction was the fact, that the other

participants were not so much annoyed with his behavior when he was filming.

Matti was happy when his digital pictures were re-visited right after they were
taken, and he remembered exactly which pictures he had taken. He found the
whole experience affirming. This feeling became evident later, when some of the
pictures were colour printed and placed on the wall of the Concert Hall. He also
took pictures of himself and posed himself together with his favourite advisor. He
obviously enjoyed the acceptance and physical closeness he gained while taking

the peer-pictures. Matti clearly liked being an active part of this community.

Case 2

In many ways 17 year old Jukka displayed almost the opposite personality to
Matti. His main problem was his shyness; he hardly ever said anything aloud or
asked for attention. He was always polite and quite self-assured in what he did or
what he did not like to. Jukka’s communication and social skills needed support
due to his inability to initiate contact with other participants. Like Matti, he could
be interactive when filming and interviewing others. From the second session
onwards, he was constantly involved in taking pictures or filming and was
talkative when interviewing the other students while filming. When collectively
re-visiting the videos he had filmed, he sat in front of the group and clearly

enjoyed the attention he gained through his clever film products.
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When we talked about the options of creative actions, Jukka always chose to film
and at the end wanted be the one who documented the whole concert process on
film. This was an important personal decision since he did not want to dance or

make music. He was determined to practise the use of the camera.

One of the most memorable moments for everyone was, when Jukka used the
video camera and projected live videos of the audience and concert onto a big
screen during the final event. He was skilful and his skills were admired within
the group and his community. Empowering digital media offered Jukka a new

role to interact with others and to show and enjoy his technical talent.

Case 3

Pentti, a 19 year old male participant was taking part in a MusaSaurus project for
the second time. This year he insisted on re-visiting the previous year’s concert-
video and commented on the happenings with great enthusiasm. His moderate
learning disability seemed to be the reason for the special school placement, but
on the other hand he was one of the most skilful participants, due to his social,
technical and musical skills. The previous year he had helped to open the camera
cases and arrange the cords, the stands, and the multisensory equipment like the
colourful lights. After the sessions Pentti always helped to collect the equipment,
shut the camera cases and carry them to the author’s car. Since he had used digital

cameras already at the previous year’s MusaSaurus, he stated that he wanted to
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create music. He played an important role during the concert, arranging lights and
mixing the music. He enjoyed these new activities more than taking digital
pictures or videos. However, since he was so technically adept, he also enjoyed
helping others in finer techniques of picture taking and filming. Pentti was clearly
empowered by his skills in teaching multimedia to his peers and by his freedom to

arrange the MSE through powerful light and sound equipment.

Roles offered by empowering digital media

Empowering digital media offered three roles on several levels. These three roles
were 1) being a picture taker or 2) being a model for the pictures and/or 3)

helping others in multimedia techniques.

The role of picture taker was either passive or active in interaction. The passive
picture taker did not communicate or interact and simply took pictures of the
physical environment. On the next level, the active picture taker interviewed,
guided, and arranged situations for picture taking. The picture taker could advise
the others in how to perform and act in the creative situations or during the
practising. The art of picture taking developed through levels from passive picture
taking of the physical environment to active interviews of participants and
eventually documenting the creative activities. The last level was digital picture

taking which evolved into documenting the final music and dance performance in

73



an interactive way. This included short real time interviews and recording the

creative activities in the ordinary MSEs and during the final concert.

The other role in empowering digital media is the role of being a model for
picture taking. Since all activities were documented, being a model could mean,
for example, being a creative actor, dancer, assistant for lights and sound or any
other activity. Similarly this role can be passive or active in interaction. In the
passive role the participant did not necessarily want to be in the picture and could
make a choice to move away from the cameras. The next step in passive role
towards activity is when participants allowed picture taking and continued

performing without comments in front of the cameras.

The active side of the model’s role empowered the participant to co-operate with
the picture taker. Jointly, the picture taker and participant could reach the next
level of active role. At this level active participants arranged new creative and
interactive situations which empowered the other participants to join, and thus

quite intensive social interaction occurred.

The third role, helping others in multimedia techniques, was possible for those
who had participated in similar projects and could already use multimedia. This
role was always active and rewarding. Interaction could also happen without
words. It seemed that these small but intense moments enhanced physical

closeness and authentic emotions. Also those, who had just learned the basics of
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using a digital camera were willing to show the next person, for example, how to

zoom or use the flash.

Picture taking, performing as a model and even helping others created exciting
situations for social interaction. Those students, who never talked to each others,
interacted through the camera and seemed to enjoy this new possibility of social
communication. The temporary MSEs with massive colourful lamps, band
decorations and such real equipment as microphones and amplifiers highly

animated participants to take active roles as ‘performing artists’.

Reflection on creative activities

Personal reflection of creative actions took place with digital pictures and videos,
as participants did this as a solitary activity or with the group, and focusing on the
performance as a group or as an individual. Participants made personal choices in
deciding to whom they showed their pictures or videos and what they did with
them. Deleting some technically unsuccessful digital pictures occurred often, but

deleting of videos did not happen at all.

Empowering digital media does not emphasise the importance of critical
reflection of the person’s skills. Instead, it provides an opportunity to observe and
underline the individual’s performance as part of the group activities and creative

performances. This experience of togetherness and being a creative part of the
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performing group seemed to empower the individuals and may strengthen their
self-esteem. Digital pictures, videos and verbal appraisals of the group multiply
this experience. The boys’ capacities to reflect especially improved during the
process from simple re-visiting the pictures to critical comments and ideas how to
improve the performance. In this small experiment, the girls' development was
not so easy to observe, since they were more interactive than the boys throughout
the project. They seemed to enjoy more being models than taking pictures even if

they mastered the digital techniques.

Collective reflection differs from personal reflection since it focuses on the
group’s performance and common success instead of personal skills. Collective
reflection offered participants and the advisors an opportunity to give positive
feedback to each other and an opportunity to plan the next events collectively.
Successful creative group actions aim to offer feelings of sensation and an
experience of being together “The Stars of the Show”. Collective reflection
emphasizes that every single person’s input is important, unique and irreplaceable

for the group.

Moments of sharing the feelings and experiences of the activities were important
for the whole MusaSaurus Il group, which included participants, local advisors,
university students and us as participating team members. Spontaneous peer and

group picture taking sessions activated physical closeness and immediate re-
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visiting of the digital pictures were often intense moments with lot of laughter and

positive empowering emotions.

Facilitating participation to creative activities in ordinary MSEs

The general atmosphere and the environment during the project aimed at being
motivating. Everyone was facilitated to feel free to choose which roles they
wanted to have and where and with whom they wanted to do their activities. The
sociocultural approach allows individuals the choice to not fully participate in all
activities and there were times when some decided they would rather stay on the

couch observing the performances of others than be actively involved themselves.

All creative activities are of course different and need local planning. Based on
our project experiences we propose the following seven options for facilitating
empowerment and participation in creative activities in ordinary MSEs. They are:
1. Arranging accessible and age appropriate creative group activities in
MSEs to provide meaningful opportunities for participants to take part in,

to document and to re-visit or reflect on,
2. Planning all activities together with the participants in a manner, where
systematic collective reflecting on the activities is possible (in the
beginning of sessions, during sessions and after each session to make a

more specific plan for the next time)
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Providing ‘easy to use’ multimedia and MSE equipment (music - and
lighting equipment, computers and software for making music, and
clothing for performances)

. Accepting resistance, non-involvement and different levels of
participation in activities by offering options and providing enough time
for participants to choose

. Arranging opportunities for relaxation in MSEs either before, in-between
and / or after the activities

Using sociocultural animation especially for immediate re-visiting of
digital pictures, for verbal and nonverbal positive feedback during the
actions, and for collective reflections

Believing in ‘learning by doing’ methods and trusting in the participants’
creative abilities, instead of teaching too much and telling how to do

things “correctly’

Concerns

The limitations of this project are as follows: The MusaSaurus Il — project was a

small PAR project applied to the local needs of 12 vocational special school

students with moderate to severe learning difficulties. Such creative activities as

dancing and making digital music were included in the project as creative

activities but the research focused on the use of empowering digital media. For

sociocultural research projects it is not important to know precisely which
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limitations the individual participants have. Instead, it is vital to find and use
potential creativity, talent, and practical abilities of the group and to arrange
possibilities for empowerment for the whole group. For this reason generalisation

of the results to other projects in other cultures may be difficult.

Conclusion

Projects such as MusaSaurus Il can facilitate creative activities, collective
reflections, and create empowering intrapersonal and interpersonal situations.
They offer the possibility of exploring new roles, such as belonging to and being
involved in creative interactions in a group. Individual and group experiences are
important for all students, but especially essential in strengthening self-esteem of

students with severe learning difficulties.

The main focus was to find out how the participants use digital media and which
roles they take during the project. The results of the three cases indicate how
empowering digital media increases participants’ communication and positive
interactions. Empowering digital media is an excellent tool for adolescents to
participate in age appropriate activities, to interact with each other and to learn
how to reflect collectively. Through MusaSaurus 11, advisors and peers animated

each other in their creative performances.
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Creative multisensory environments and the staff attention enriched all
participants; the resultant concert was a product of more than the individual
performances. Exciting ordinary MSEs with inspiring atmospheres can have a
role in stimulating all participants to take novel and popular roles. For best results

it is essential that participants can choose their favourite activities.

The authentic experiences of the project participants and the experiences of the
200 people joining the concert are written into the students’ thesis papers and in
this article. We believe that it is worthwhile to research the possibilities of
empowering digital media and creative activities in ordinary MSES more closely
and to expand such an approach to younger students, adults and elderly people
with moderate to severe learning disabilities. The cultural aspects of the use of
digital media need further research with particular investigation to focus on the

needs of adolescent females.
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MusaSaurys

Picture 3:1 MusaSauruslI-project, photo by Sirkkola & Ala-Opas (2004)
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Empowerment in three Finnish Multisensory Environments: Experiences of
12 interdisciplinary staff members working as service providers for adults

with profound and multiple disabilities

(Submitted to Scandinavian Journal of Disability Research, April 16, 2009, and

reviewed October 2009)

Abstract

This research used focus group interviews to investigate the ways that 12
experienced Finnish practitioners working in three Multisensory Environments
with adults with profound multiple disabilities (PMD) apply sociocultural
animation, a form of Finnish social pedagogy that emphasises human dignity. A
second research focus, therefore, was to examine the ways staff practices might be
influenced by the specifically Finnish sociocultural context. A synthesis of the
interviews underlines the essential roles of clients’ free choices in sensory
activities and the need for high-level communication between interdisciplinary
MSE team members. Results indicate that although much of what the practitioners

do is consistent with non-Finnish ideas, much is also distinctly Finnish.
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Introduction

Morris (1997, p.54) believes it is not possible to have "care and empowerment”
because it is "the practice of caring which has led to the perception of ... people

[with a disability] as powerless”. She explains:

Empowerment means choice and control; it means that someone has the
power to exert choice and therefore maximise control in their lives ... . Care
... has come to mean not caring about someone but caring for in the sense of
taking responsibility for. People who are said to need caring for are assumed

to be unable to exert choice and control. (p.54)

Morris, therefore, rejects the idea of care as a practice where responsibility is
taken for an individual. The provision of "adequate support™ (Morris, 1997, p. 55)
to enable the individual to exercise choice and control, she argues, is a human

rights issue to be promoted whenever and wherever possible.

A deep concern for the incompatibility between caring and empowerment is what

led Hulsegge and Verheul (1987) to develop Snoezelen in the Netherlands in the

1970s.
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Snoezelen

The original Snoezelen consisted of a series of sensory rooms for relaxation and
leisure. When Hulsegge and Verheul (1986) first developed Snoezelen their
emphasis was on the client having free choice and control. Even when the person
had severe difficulties in communication, facilitators were encouraged to carefully
observe the individual so adequate support could be provided to enable that
person to exercise genuine free choice and control. The appropriation of the term
Snoezelen® by the commercial company ROMPA as a trade mark for their
products prompted the emergence of a new term Multisensory Environment

(MSE).

Multisensory Environment (MSE)

The purpose behind both Snoezelen and MSEs is to improve the quality of life of
people with disabling conditions, particularly those who have experienced some
form of sensory deprivation. Snoezelen and MSEs have been constructed in many
countries throughout the world and they are becoming increasingly popular. This
is despite the scant scientific evidence regarding their efficacy (Vlaskamp,
deGeeter, Huijsmans & Smit, 2003; Kaplan, Clopton, Kaplan, Messbauer &
McPherson, 2006; Singh, Lancioni, Winton, Molina, Sage, Brown & Groeneweg,

2004).
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One reason for their popularity is the idea that the MSE is a form of media
through which a person can communicate choice and control rather than a
particular type of therapy (Sirkkola & Pagliano, 2009). According to Pagliano

(1998) a MSE is a space:

... Where stimulation can be controlled, manipulated, intensified, reduced,
presented in isolation or combination, packaged for active or passive
interaction, and temporarily matched to fit the perceived motivation,
interests, leisure, relaxation, therapeutic and/or educational needs of the

user.(p.107)

Pagliano (2008) went on to describe the MSE as a form of media for
communication at a concrete or pre-cognitive level. Controlled multisensory
stimulation becomes "an individualised behaviour scaffold" where successful use
is dependent upon staff being sensitive to "ongoing internal changes in the
individual” (Pagliano, 2007, pp. 4-5). This, therefore, requires "frequent
monitoring, systematic evaluation and both short and long term adjustments of the
external environment coupled with the use of highly specialized pedagogy™

(Pagliano 2007, pp. 4-5).
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The Finnish experience

Sirkkola (2005) has estimated there to be at least 200 MSEs in Finland across the
domains of special education, health and social care. In Finland many MSE
practitioners have had professional MSE education offered as part of the Social
Services Degree Programme at HAMK, University of Applied Sciences (HAMK,

2008).

Pagliano's ideas on the MSE have been largely adopted, although local
adaptations have also been introduced. This is because his ideas are considered to
be congruent with the Finnish cultural aspirations of egalitarianism, participation
and empowerment together with an affinity for the natural environment: forests,
lakes, summer cottages and saunas and its sentiment of melancholy (Lewis, 2005).
One popular Finnish adaptation to the MSE is the social pedagogical approach

called 'sociocultural animation'.

Sociocultural Animation

Sociocultural animation is used in special schools and social care units that have

chosen social pedagogy as their main framework for action. Social pedagogy first

emerged in Brazil (Freire, 1973; 2001), but was later adopted in other countries,

often in modified ways to suit local conditions. In Finland, Hdmélainen and Kurki
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(1997) combined Freire’s ideology with ideas taken from German and Spanish
social pedagogy and reinterpreted them to fit important Finnish social values like
egalitarianism and cultural democracy (Koivunen & Marsio, 2008). The result is
Finnish sociocultural animation, an approach to working with people who are
vulnerable, that focuses on preventing marginalization through participation and
empowerment. This approach therefore fits neatly with the idea of the MSE as a

form of sensory media for communication of choice and control.

The aim of empowerment is to increase the social strength of individuals and their
communities. Siitonen (1999) describes empowerment as an internal feeling of
power, which enables the empowered person to develop confidence in his or her
own capacities and thereby find joy and pleasure in day to day activities. Ryan
and Deci (2001) argue that empowerment links to self-determination and emerges
through essential elements, such as autonomy, self-regulation, initiation, self-
realization and responding to events (Wehmeyer & Schalock, 2001). According to
Ryan and Deci (2001), if people have a good feeling about their own self-

determination they are curious, vital, and self-motivated.

Empowerment gained through participation in community activities is such a
highly regarded value in Finnish society (Siitonen, 1999) that any focus on
promoting client empowerment will also be extended to strengthen staff
empowerment. Empowerment therefore is not viewed in isolation. It is thought to

apply simultaneously to both client and practitioner.
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Sociocultural animation involves staff working to better understand each client,
by being more aware of their particular chronological and sociocultural context
(Vygotsky, 1978; Bronfenbrenner, 1979; Bronfenbrenner, McCelland,
Wethington, Moen & Ceci, 1996). It further involves staff dealing forthrightly
with any human dignity difficulties by involving both clients and staff in activities
that promote mutual feelings of togetherness and belongingness (Hamaldinen,

1999; 2003).

The concepts behind sociocultural animation resonate with the principles of
normalisation (Nirje, 1985) and social role valorization (Wolfensberger, 1985) in
that they each emphasise the importance of ensuring that people not only live in,
but also become active members of their respective communities. The adaptation
of sociocultural animation has therefore necessitated an expansion of Pagliano's
idea of the MSE to take it out of the confines of a particular room and move it into
the individual’s everyday life space. Sirkkola (2008) calls this adaptation

'sociocultural multisensory work'.

Sociocultural Multisensory Work

Sociocultural multisensory work goes beyond the unfettered offer of multisensory

activities within MSE prototypes (Pagliano, 1999), to promote meaningful

everyday life events. The Finnish MSE experience therefore incorporates

elements such as sauna and bathing facilities, kitchens and ordinary everyday
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living areas with open fireplaces. Everyday activities like baking, gardening and
the pursuit of creative endeavours such as music, visual art and handicrafts are all

linked to the sociocultural animation process.

Combining the theoretical and practical elements of sociocultural animation, with
MSE theory and practice is both novel and challenging. This is because
individuals with profound and multiple disabilities have exigent disorders of
communication that make conventional participation and empowerment especially
problematic. Since MSE practitioners come from a diverse range of different
disciplines, communication between staff needs to be interdisciplinary, where
members use a shared conceptual framework and draw together disciplinary-
specific theories, concepts and approaches to address a common problem

(Rosenfield, 1992; Frattali, 1993).

Research aim

The aim of this research was to use focus group interviews with 12 experienced
Finnish practitioners (social workers, nurses or therapists) working in three
communal day centres with adults with profound multiple disabilities (PMD) to
investigate how they collectively apply sociocultural animation in the MSE. A
second research focus is to examine how their practices are specifically influenced

by the Finnish sociocultural context.
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Focus group interviews

According to Eskola and Suoranta (1998), the interview is one of the most
common research methods for gathering qualitative information in education and
sociology in Finland. A group interview is essentially a qualitative data gathering
technique that finds the interviewer directing the interaction and inquiry.
Depending on the purpose of the interview this process can be either structured or
unstructured (Denzin & Lincoln, 2000). Some authors make a distinction between
group interview and focus group interview: group interview can be applied to
collect and create information of specialized professional areas broadly, whereas
focus groups typically emphasize a specific theme or topic in depth (Bryman,

2001).

The focus group data collecting method is relatively time consuming, but easy to
modify to match the researcher’s purposes. In Finland, the focus group interview
is often used for gathering evidence-based knowledge of evolving practices. In

this research, the focus group interviews are used for four important reasons:

1) social interaction in the group produces freer and more complex responses than
in other types of interviews, 2) the researcher can probe for clarification and
solicit greater detail during the interview, and 3) responses have high face validity

due to the clarity of the context and detail of the discussion (Cohen, Manion &
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Morrison, 2000; Bryman, 2001; ISUE-Focus Group, 2007). A fourth local reason
relates to diversity of language and culture and the need to translate ideas from
Finnish and/or Swedish to English and back. This is because even if the focus
group was held in Finnish and/or Swedish (the languages used in the MSEs under

investigation) the research report is being prepared in English.

Due to the complexities of language and culture it was felt that the best research
method would be to use the one with which participants would be the most
familiar and which was relatively easy to conduct across the three languages and
cultures. It was more important to collect data about how members of the
multisensory team discussed the focus areas (participation and empowerment)
than what their opinions as individuals were (Bryman, 2001, p. 336). Furthermore
the opportunity to form collective meanings was considered to be particularly

important and relevant for interdisciplinary team members.

The three worksites

All three worksites have both indoor and outdoor MSEs and use ordinary living
areas for everyday multisensory activities. The largest work site is located in the
middle of a small forest and has a new sensory garden with outdoor equipment,
such as a wheelchair swing and a carousel. The other two sites have access to

gardens and arrange various outdoor activities, including sensory walks,
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celebrations and picnics for multisensory purposes. All sites have specific plans to

develop their outdoor MSEs in the future.

Indoor areas include multisensory rooms, sensory walls and corners or small tents
with multisensory mobiles and related equipment. The main room for all settings
is the ‘White Room’ (Pagliano, 1999, pp. 43-44), which is used at least weekly.
Considerable emphasis is placed on ensuring that the MSEs and their equipment
are as natural as possible; this means, for example, that no plastic trees or flowers
or kitsch-style decorations are used. Instead, recently developed Finnish high tech
equivalent is included, such as the physio-acoustic chair (Karkkéinen & Mitsui,
2006; Lehikoinen, 1994). A computer attached to a physioacoustic chair creates
low frequency sounds (below 60 Hz) through six amplifiers. These sound
vibrations resonate to relax muscles and other body tissue. In other words, the
body starts to vibrate with the low frequency sound. At all three work sites
physio-acoustic chairs are used for clients’ multisensory relaxation and wellness,
but at one of the sites they are offered also for the staff members’ wellbeing
aiming to prevent stress and treat high blood pressure (Sirkkola & Nieminen,

2007).

The focus group interviewees

During the year 2006, 12 experienced MSE practitioners were interviewed in

three groups comprising (three, four and five members respectively). They had
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various professional backgrounds: five social instructors (Bachelor’s degree from
a university of applied sciences), six practical nurses (Occupational degree from a
vocational institute) and one music therapist. The interviewees had an average of
six years experience working with individuals with PMD. Finally, 11/12 of the

participants had undertaken staff education courses at HAMK.

The research process

The three focus group interviews were held at the staff members’ work settings.
They were conducted in Finnish and Swedish as required and held during working
hours. Throughout the study a high ethical standard was maintained: permission
forms were signed by all interviewees and their administrative heads and approval

obtained from the ethics committee at each work site.

The focus group topics were sent via e-mail to the three work sites a week before
the interview took place. All three interviews lasted from 80 to 95 minutes and
were video recorded. Each interview began with a ‘warm up’ consisting of
discussions about each team member's job description, prior professional studies

or special interests relating to MSE use.

The Finnish author conducted the interviews and facilitated the group interaction.

She kept the discussion on track by asking two open-ended questions formulated
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to stimulate discussion and to motivate the group into providing innovative and

practice-based answers.

The two open ended questions were:

1) In what way is sociocultural animation used to strengthen client and staff
empowerment at Finnish MSES?

2) In what ways are creative activities and everyday experiences used in Finnish

MSEs?

The interviewer assisted the group discussions by inviting interviewees to
precisely define all relevant terms and themes and to share stories from their daily
work in the MSEs to illustrate practices. If the explanations were not sufficiently

clear, additional examples were requested.

The process of data collection and analysis

The process of data collection and analysis followed eight distinct steps applied

from Cohen, Manion and Morrison’s (2000) advice in the following way:

1. At the completion of each interview, the researcher took time to prepare her

own personal field notes in which she identified the main ideas raised during the

interview and recorded her own thoughts.
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2. The researcher then viewed the video and reflected on its contents adding
further comments and observations to her field notes. This review and reflection
process occurred on the same day as the original focus group interview.

3. On the day after the interview the researcher reviewed the video again and
added further commentary to her field notes and started to prepare a transcript of
the most relevant parts of the discussions.

4. Once steps one to three had been completed for all three focus group interviews
the researcher collated her notes from the interview transcripts and organised them
by main ideas. The most informative ideas were then translated from Finnish /
Swedish into an English script.

5. Next the English script was forwarded to interviewees by email with an
invitation for them to comment on its accuracy, to provide clarification if
necessary, to rewrite parts or even to add new ideas. Even though all interviewees
were proficient in English, they were given the option to reply in Finnish,
Swedish or English.

6. Although feedback provided by the interviewees confirmed the accuracy of the
researcher's interpretations, a number of respondents did provide additional
information and examples.

7. Revised transcripts were then analysed and further characterization applied to
form six categories of the main ideas, collective meanings and key issues of the

focus group topics.
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Results

Results are organised under six categories. Direct translations of interviewees’
narratives are stated in italics. Points not in italics were synthesised from multiple

statements made during the focus group interviews.

1) Enabling free choices of activities

An ideal MSE for adults with PMD is easy to change to suit particular purposes,
the most important of these being relaxation and choice; something that begins
with the client deciding whether he or she wishes to enter the room or start an
activity. This continues by providing opportunities for individual clients to
practice free choice by either selecting a particular activity or choosing to do
‘nothing but be together’ in the room. Time is available ‘to do nothing' if that is

the client's preference.

The opportunity for relaxation was thought to be important for both clients and
staff. Both require demand free moments, especially in work environments where
the strident vocalisations of restless individuals and the pressure of daily routines
can cause serious sensory stress to both clients and staff. In line with the need for
a calming and relaxing ambience, staff cautioned against offering too many

boisterous activities or exaggerated forms of stimulation: *‘Sometimes just closing
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sliding doors and working in smaller groups can help to reduce unwanted and

stressful noise sensations.’

Empowering participation in creative activities means, that it is not the adviser
who tells the client what to do, instead the adviser offers options. Listening

sensitively is crucial.

Many clients are able to express that they don’t like something. They turn
away or vocalize something or, for example, simply spit the food away if
they dislike it. If someone is afraid of a new experience they can try it or

leave it or do something else.

Mime and gesture, but also breathing, pulse, sweat, stiffness, or anxiety, help staff

understand what is occurring without verbal indications.

You can also tell the difference if someone does not like, for example, the
music or massage; client cannot verbalize a dislike, and may also show no
signs, but may be very relieved, when taken away from the situation.
Sometimes clients can be too dependent on acceptance and just be polite; or
they may simply be unable to show their hesitation. They do not show their
dislikes immediately, but show their happiness afterwards, when the

unwanted situation is over.
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Sometimes the ability to listen sensitively and accurately may be reached only

after several years of work with the client.

2) Connections to learning and pleasure

Learning and getting used to new environments may take time:

. eventually you get empowered. If a client does not take part at the
beginning of activities in a MSE it may take even half a year or more until
that person wants to come in or try something. However, finally it may even
turn out to be his most favourite activity like hand massage, relaxation on a

physio-acoustic chair or sleeping under a ball blanket

(weighted blanket with plastic balls inside, used for deep touch pressure and

relaxation).

Empowerment means learning new social competencies, for example, being in a

group:

... one young man has improved his social abilities in our MSE. Two years
ago he could not stand classical music and only wanted to listen to rock.

Today he has learned to accept other kinds of music and he knows that if he
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waits long enough, his turn will come and he then has a possibility to

choose his favourite music.

Altering the MSE by moving some pieces of furniture or equipment may lead to
positive surprises, but they are also essential for the clients to experience novelty.
However, changes of environment engender extreme anxiety causing the client to
leave the room or refuse to participate. Therefore, staff members must know their
clients’ habits and personalities well. On the other hand clients need to trust their
caregivers, since mutual reliance is a prerequisite for enjoyment. Promises like
‘nothing dangerous will happen’ or ‘if you dislike something you can stop the

activity’ may be sufficient.

Maybe some kind of a trade, an extra cup of coffee or some similar offers,
have to be done when negotiating about trying new things. Also the promise
to stop, for example, the massage or music, if the activity is not liked, may

help.

Even though minor surprises and changes in MSEs are beneficial for learning, it is
essential to have a steady plan. Repetition of routines helps the clients to
understand and remember what is going on. Enough time to react to the offers and

for choosing one’s favourite activity animates learning.
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The morning sessions, where everyone has their own role to do something special,
are created to animate the clients towards active participation. There are routines
like singing songs, asking and answering ‘who is here?” and roles of telling about

the weather or today’s activities.

Pleasure and reward were felt when *something goes smoothly with the clients” or
when the clients were happy and pleased. ‘Empowerment is a feeling, when you
have had success with some new thing in a MSE, and you get excited about that. It
is joy of success when you have offered a moment of good feeling to another

person.’

3) Ergonomics, practical ideas and backup from administrators

When hoists and furniture in a MSE are functioning well and are ergonomic, then
both the clients and staff members are able to enjoy ‘physical empowerment’. This

enables them to concentrate on the other positive aspects of being in the MSE.

Empowerment also translates into increased opportunities for members to build
and develop MSE’s equipment and physical surroundings according to the team’s
ideas. If someone gets an idea for improvement, most often there is a desire to try
the idea immediately. Administrators should back up the MSE team appropriately,
because it can be very disempowering to wait for months for financial support or

for technical assistance. Some innovations may even be economical: A narrative
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concerning staff’s creative interventions focused on a visit to an ice skating hall.
One person’s wheel chair was impossible to lift into the ice ring and therefore the
staff used an old orange, plastic chair with twisted legs instead. This client, who
was very restless and repeatedly swinging her upper body, now sat still and
enjoyed the fast ride on the plastic chair smiling and concentrating on this novel
experience. It is of note though that the same chair, when used as an ice-sledge,
did not appeal to the other clients at all. Many empowering multisensory
experiences are client centred and therefore provide unique sensations that

somehow tap into individual needs.

Every individual have their own pace and own variations for how, when and for
how long time to use multisensory equipment and arrangements, as illustrated in

following example:

One person, normally sitting in a wheel chair, can also roll and crawl on
the floor. It took her almost two years to figure out and communicate that
she enjoys rolling into a multisensory tent. She makes noises with the
mobiles and scratches the walls. One of the advisers then scratches the

tent’s walls from outside and this make the person giggle.
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4) Success in creative and sensory activities

Wheelchair dancing and sensory theatre were mentioned as examples of activities
performed by advisers together with their clients. Examples of activities where
clients could more fully participate, were other creative art and music events using
technical aids like Sound Beam (device which uses sensor technology to translate
body movement into digitally generated sound or image), microphones and

special music instruments specifically designed to promote client participation.

During a sensory theatre performance and during its practice period a
woman resident experienced moments of empowerment, when she was
performing a poem and used a microphone. Her voice was originally quiet
and shy, but was then transformed by the microphone. She gained great
enjoyment from experiencing her loud and clear voice through the

microphone.

Everyday activities like baking and cooking inspire a person’s sensory attention.
Empowerment can be seen as gaining satisfaction from success in these daily
activities. Also handicraft activities such as ceramics, making candles, finger
painting during art sessions, kneading dough, and beauty treatments like sugar
massage or a cucumber mask were named as examples of empowering sensory

activities for clients. Similarly, common early childhood games based on rhythm,
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surprise, ‘hide and seek’ and repetition of gestures and voices were used to
enhance creativity and communication with clients. Sometimes the lack of lifts or
other technical aids made it difficult to arrange activities involving physical
movement. Simple activities involving movement were jumping and bouncing on
a trampoline together with a helper. Singing and rhythmical clapping were easy to
carry out with adults with severe physical disabilities. Activities such as playing

in the ball pool, lying in a waterbed or hammock were also used.

Even though horseback riding and swimming often demand extra personnel and
special environments, these activities were used as part of personal multisensory
programs. Clients may benefit from these demanding special sport activities in
several ways, as their sensory and movement systems are activated. Additionally,
the rare feelings of independence and excitement may animate empowerment.
This happens, for example, when a person is safely floating in a warm pool or
riding on a horse experiencing the rhythmical movements, sounds, smells and
warmth of the horse. ‘Clients feel happier and appreciate themselves more; they

have a chance to improve their self-esteem’.

5) Multisensory signs, reminiscence and multimedia

Multisensory signs are nonverbal or verbal signals that inform the individual

about the next activity. They facilitate understanding in the individual with

sensory problems regarding what is going to happen. Multisensory signs may
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have same sensory elements as the new activity, for example, a sniff of a

particular spice introduces a baking session.

Another tool to increase sensory awareness is digital media. Large colourful
digital pictures projected to the wall or ceiling provide an inspiring tool that can
capture special personal multisensory moments. It is particularly valuable for
sighted clients to revisit an enjoyable activity afterwards through a visual
reminiscence moment. Voices, sounds and movement, like walking and swinging,
are easier to capture on video than in still pictures. Staff started to think, how

videos could be used with a client who was blind:

A blind person was horse back riding for the first time and was advised to
pay attention as to how the horse turns to that side where she balances and
looks, and how the horse then starts walking in to that direction. It was very
empowering for her to notice that she herself was the leader of that big

animal.

On many occasions staff put in a tremendous amount of preparation in order to be
able to offer a special sensory activity, for example, a sensory walk in a forest.
‘Then the activity is over in a few minutes!” To prevent frustration of this type
revisiting the activity on video or looking through still pictures of the activities

might be experienced as pleasurable and empowering. Both clients and staff could
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benefit from these virtual experiences and could enjoy the success of previous

happenings.

All three places used every day massage and music selected by the clients
themselves. Staff members offered several options and waited for a sign as to
which CD or aromatic oil for massage was preferred, as indicated by a smile,
gesture or any verbal signs of acceptance. Sometimes these responses appear very
slowly and the staff member waits patiently, not hurrying or even deciding on
behalf of the client. In music groups each song has a simple picture as a symbol so

that sighted participants can choose their favourite songs by looking.

A music therapist told a story about one tiny person and her personal signs; He
was able to hold her in his arms and swing, or dance with her according to the
music. When he stopped moving, the person had to give a sign; for example, some
verbal sound or movement, if she wanted this interaction to continue. Some days
she wanted this ‘dancing’ to continue for a longer time and some days she could
stand it just for a couple of minutes. This narrative raised questions concerning the
first time, when some kind of a sign is invented or noticed. “When and how did

this sign start? How are these sensitive nonverbal signs noticed and memorized?’
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6) Empowerment through communication

‘It is important, that staff members know each other well and have a good
relationship with each other.” Even if people use different work methods and
theoretical frameworks, they feel free to ask another team member about their

opinions and even criticize each other without hesitation or umbrage.

Since most people with PMD are not able to talk, it is very important that the staff
members communicate a lot with each other and with their clients. They want to
find out what their clients’ intentions and meanings are, what their likes and
dislikes are, and how the other staff members interpret the clients’ personal signs.
Finding solutions to these problems as a team, empowers the staff members but is
simultaneously also a part of the client empowerment. ‘It is essential to find out

what the clients’ free choices for multisensory activities are.’

In difficult situations the morals and ethics of what to do next are to be discussed
with all staff members and a suitable action plan needs to be developed. For
example, if a person starts to engage in self-injurious behaviour when in the MSE,
the activity should be stopped and the client gently removed from the space.
Sometimes advisers need to be strict without any further conversations. This may
happen, for example, if the clients get too confused, irritated or loud. Clear

instructions what to do and for how long may be needed. This is interpreted as
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understanding of the needs of the client, not as neglecting their wishes and

choices.

Discussion

The discussion is divided into three parts: 1) Use of sociocultural animation in
Finnish MSEs, 2) Congruence of staff comments with Pagliano's MSE
description, and 3) The pertinence and value of the focus group interview as a

research method into client and staff empowerment in MSEs.

Use of sociocultural animation in Finnish MSEs

According to the focus group interviews, clients were ‘dealt with human dignity’
(Hamaélainen, 1999) while they visited MSEs or during the everyday multisensory
situations. The sociocultural animation helped to create reciprocity of
empowerment, which is the basis for ‘experiences of togetherness’. Other forms
of sociocultural animation were identified in the attitudes towards the clients, for
example, not just motivating the client, but sensitively listening to what the
client’s own choices were and in the appreciating attitude towards colleagues’
knowledge of the clients. Therefore also continuous dialogues among staff
members were highly valued and critical comments appreciated in order to
develop multisensory practices. During the focus group discussions many

questions were raised and collective answers were negotiated. Knowledge about
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each client was more precise if team-members shared their experiences and
understandings, but emerging questions showed that there are still many

unanswered practical questions.

The assumption that sociocultural animation’s important element, client
empowerment, links to self-determination (Wehmeyer & Schalock, 2001), gained
some credence in the practitioners’ examples on how they work and how their
clients respond in various situations of everyday life. According to their
experiences: sociocultural animation 1) increases clients autonomy, whether it be
active or passive, 2) allows clients to self-regulate by choosing for how long
activities last, how many sensory inputs are taken at one time and with what kind
of volume or speed these inputs are arranged, 3) facilitates client initiation and

response to events, and 4) facilitates self-realisation.

Besides activities in MSEs, everyday situations and creative activities were used
at all three work sites to increase the amount of multisensory experiences.
Creative multisensory activities were most often practiced in ordinary living
environments. This may sometimes not be the optimal solution, for example, for
adults with visual impairments, who might benefit more from activities under
black light with fluorescent materials. An everyday living environment and being
together in a group seemed to be more common than individualized therapy
sessions in Finnish MSEs. Besides sociocultural aims, there might be economical

and practical reasons for this, since most of the day activities in Finland are
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arranged as group initiatives and only some forms of music, speech or
physiotherapy are provided for one client at a time. It is obvious that more focus

group discussions and specific research about this matter are needed.

Perceived congruence of staff comments with Pagliano's MSE description

The 12 interviewed staff members underlined that empowering work in the MSE
is a demanding ‘process which needs highly specialized pedagogy’ (Pagliano
2007, p. 5). In this case social pedagogy is used and as Pagliano explains, ‘it can
take a variety of physical, psychological and sociological forms (Pagliano 1998,

p. 107).

No single person alone can work with this challenging task with each client being
so different. Therefore the value of interdisciplinary teamwork, where staff

members develop a shared local conceptual framework, cannot be overestimated.

The observation that ‘Successful use of the Multisensory Environment must be
sensitive to ongoing internal changes in the individual’ (Pagliano, 2007, p. 5) was
discussed during the focus groups. Staff members underlined the importance of
recognizing unique learning processes demanding individual scaffolds and
freedom of choice. It was particularly interesting to note how Pagliano's (2007, p.
5) description of the “Multisensory Environment as a process ... [becoming] an

individualized behaviour scaffold” was repeated in interviewees’ own words:
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gaining more self confidence, looking happier, giggling and as clients' successful

participation in activities leading to feelings of empowerment.

It was felt that when working together as a team, staff members of the three
Finnish MSEs were competent to arrange activities to ‘fit the unstable sense
abilities’ (Pagliano, 2007, p. 5) due to their previous staff education in MSEs and
due to their long experience of using this medium creatively. These MSEs are
well equipped with spaces and utensils, allowing the presentation of 'simulation in
isolation or in combination, intensified or reduced and shaped for passive or

active interaction’ (Pagliano, 2007, p. 4).

Additionally these MSEs offer opportunities for natural out-door experiences and
group activities, and expand on the idea of the MSE being a "dedicated space"”
(Pagliano, 2001, p. 8). This dedication allows also national and sociocultural

differences accepting, for example, the idea of a Finnish sauna being a MSE.

Staff members believe that Pagliano’s descriptions of MSEs were useful when
they were combined with Finnish social pedagogy. However, one important
difference was observed; Finnish social pedagogy and its tool sociocultural
animation underlines the meaning of communities (people living or working
together), and values empowering togetherness in addition to individual’s

learning, therapy and leisure processes.
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The pertinence and value of the focus group interview as a research method

into client and staff empowerment in MSEs

Focus group interview was chosen, because it was thought to be a suitable way to
gather authentic, detailed information about a particular topic. It was particularly
valuable for the reason that the 12 staff members were familiar with this interview
technique and it enabled them to comfortably and confidently share their
understanding of how Finnish social pedagogy theory and praxis could come
together for clients with PMD in the MSE. Familiarity was necessary because this
report required communication across three different languages and cultural

contexts.

Collecting data by videoed focus group interviews and using them to identify
practical knowledge was an interesting, but a slow process. Videos enabled
appreciation of nonverbal responses, for example, where participants nodded,
smiled or made some other gestures for approval or denial to someone else’s
suggestion. Analyzing data involved a careful advancing of translations from
Finnish and Swedish to English using ongoing iterations. This occurred because
the interviewees could read and then comment on the English text before the final
version became ready for publishing. The process enabled us to uncover important
cultural assumptions previously taken for granted, the most significant of these

being the idea that sociocultural animation is indeed possible with adults with
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PMD even those with the type of exigent disorders of communication that make

empowerment especially problematic.

A third positive feature of the focus group interview was that it gave the Finnish
researcher a chance to join the three discussions in real time and elicit explicit
examples from everyday practice that would clearly demonstrate how theory
could be put into practice. This required the interviewer to be ever vigilant not to
personally over estimate the possibilities of sociocultural animation while subtly

keeping the dialogue squarely focused on everyday practice.

Finally there were two aspects concerning the quality of the method that need to
be considered, namely data collection and analysis. There is the danger that the 12
staff members possibly wanted to please the interviewer during the focus group
dialogues because she was personally familiar to them. This phenomenon is
always a challenge in interviews particularly when interviewees are trying to be
polite. In order to minimise this problem the interviewer tried to focus the
dialogue onto how to overcome difficulties staff might experience when working
with their clients in the MSE. The second aspect concerning the quality of the
research is the authenticity of the translated results. This was an enormous
challenge, but it was greatly helped by the Finnish researcher who is personally
fluent in all three languages describing the interview process in considerable
detail, iterating the translated texts among participants and retranslating ongoing

discussions.
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The concept of rigor in qualitative research is construed as confidence in the
findings representing the meanings presented by the participants (Creswell, 1998).
Since the participants of the focus group interviews all were content with the

description of the results, it is believed this method served the research aims.

Conclusions

The goal of this research was to describe the ways that the Finnish social
pedagogical approach 'sociocultural animation’ is used within a practical context
in the MSE. Special focus was on client and staff empowerment, creative
activities and everyday multisensory experiences. Four interlinking conclusions
can be drawn:

1) Finnish social pedagogy integrates well into MSE practices. Evidence for this
can be found in the productive use of sociocultural animation in everyday
practices when empowering adult clients with PMD. The influence of social
pedagogy can be observed in staff members’ interest in developing their own
professional abilities for the benefit of their clients” wellbeing in MSEs.

2) Sociocultural animation combined with knowledge of use of MSEs is a
meaningful blend. It is applicable especially in social care and special education,
where clients actively participate in the MSE in groups where the emphasis is on
social interaction and empowerment rather than simply engage in individualized

therapy sessions.
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3) Sociocultural animation was described as a flexible and practical approach,
which can benefit both MSE’s accent on individual’s needs and social pedagogy’s
emphasis on empowering togetherness. Social pedagogy’s and MSE’s aims are to
increase self—-determination, togetherness, emotional balance, communication and
appreciation of other people.

4) Empowerment, as a result of sociocultural animation in MSEs, is seen as a
developing process of obtaining basic opportunities (self-determination and self-
support) for people with PMD. This is achieved by communication with staff
members, use of creative multimedia and MSEs, that offer sensory experiences,

joy and pleasure for both clients and staff members.
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Chapter 5

Bricolage of “MSEs in social care’

Introduction

Bricolage is a complex, multimethodological, and a multilogical form of inquiry
used especially in social, cultural, political, psychological and educational
domains (Kincheloe, 2005, p. 323). In this article | apply bricolage as a secondary
analysis method to be able to provide a more personal view of my portfolio thesis’
project results than those potential results presented in co-edited scientific journal
articles and peer reviewed conference presentations. | use Berry’s (2004) advice
to use a bricolage map and discuss my secondary results under four ‘combined’
topics. However, this article begins with a brief description of those of my
professional and cultural backgrounds which may have affected my studies in
general. This bricolage explores and clarifies those epistemological and
ontological decisions | made during my research process. Cultural differences in
language, practical work in MSEs and academic expectations between my
studying place in Australia and working environment in Finland were so different
that some further analysis was needed. | realised that my international audience at
world conferences and readers of scientific articles valued not only the research

results, but that some cultural information was also beneficial for them. To
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increase rigor of my investigations | used multiple research methods and made
several international portfolio activities together with my colleagues and co-
writers (Appendix 2, p. 225). With this article | aim to introduce who | am, what |

think and what | have achieved during my thesis work.

Personal background and professional positions

My first connections to Multisensory Environments (MSE) were through books
(Hulsegge & Verheul, 1986; Pagliano, 1999), through excursions to European
snoezelen/MSEs, and through connections to the International Snoezelen
Association (ISNA). In my workplace | experienced challenging tasks to develop
theoretical and practical contents of Finnish MSEs within social care. For these
purposes | also had to build an international research network. My part time
studies could be integrated to my work which included: curriculum development,

teaching, project work and research co-operation with MSE-professionals.

In this article ‘my story’ begins from the first Finnish Snoezelen-Network
meeting, which was held in Helsinki in 2001. The popularity of the topic
‘snoezelen’ was so great, that the organizers had to limit the amount of people
who could join in. Every participant was eagerly telling about their snoezelen-
rooms, how many of them there were and which equipment they had. Hardly
anyone talked about the background theories of the work or what actually

happened with clients in those environments and for what reasons.
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This network procedure was repeated annually and since | was at that time
working as a principal lecturer of HAMK (University of Applied Sciences,
Finland), | began thinking about the possibilities of staff education to increase

practitioners’ critical awareness and pragmatic knowledge of snoezelen.

On reflection of those past experiences the questions | would now ask are: What
were the orders of reality in snoezelen/MSEs? What were the ontological,
epistemological and ethical paradigms in use? Without knowing it then, | had

found the seed for my future research questions.

My interest in snoezelen and other multisensory methods developed at HAMK
where | first worked as a senior lecturer at the Vocational Teacher Education
College and later as a principal lecturer of the Degree Program in Social Services.
I organized multisensory relaxation and social interaction environments for
students and staff to have their own multisensory experience. Students’
developmental projects took place at HAMK’s MSEs, but the authentic MSEs at
co-operators locations (with real clients) were, however, the actual learning

environments for ‘learning by doing’.

HAMK offered basic courses on snoezelen for its own students but also at the

Open University of Hame, so that actually, staff education on snoezelen started in

2000. Eventually, after reading and applying the ideas of two books by Dr Paul
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Pagliano (1999; 2001) I started to use the term MSE with the term snoezelen. The
snoezelen/MSE-method was and still is a big topic, a “hot potato’, in Finland. In
order to be able to teach these topics at university level, it became necessary for
me to learn more. Therefore | applied for studies at James Cook University,
School of Education in Townsville, Australia with Paul Pagliano as my ‘overseas’

supervisor.

My international academic background, my current position at HAMK, and our
team’s shared interest on sociocultural work plus my reliance in socio-
constructivism (Vygotsky, 1978) literally forced me to search for multiple
realities of “MSEs in social care’. Social pedagogy emphasises authentic traditions
of each cultural group or minority and helps people to keep their personal
traditions. For example, immigrants with their families, various age groups and
people with spiritual or religious backgrounds have their own kind of culture. For
staff members at MSEs it is, therefore, important to be aware of various cultural

traditions.

Due to my cultural background with four active languages (Finnish, Swedish,
German and English) in everyday use, | became a cultural bricoleur before even
knowing that the word. Bricoleur is French and the word’s original meaning is
‘the construction or creation of a resourceful use of whatever materials are to
hand’. However, interpretive bricoleurs are more than simply *‘jacks-of-all-trades’;

they are interventors in the best sense of the word (Denzin & Lincoln, 2000, p.
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1061). Bricolage employs a range of interpretative strategies that emerge from a
detailed awareness of the field of hermeneutics and ability to use the hermeneutic
circle (Berry, 2004, p .125). In this context | will discuss my own perspectives,
backgrounds, and positions in the web of reality. This way the complexity and

multidimensionality of the interpretive process is comprehended by the bricolage.

According to my EdD-research plan I first needed to know “What was going on in
the Finnish MSEs?” and “What kind of research had already been completed?’ |
was especially interested if and how people with disabilities were involved in
research, and ‘How could client participation be increased?’” Perhaps my
educational background from Germany and living six years close to the School of
Frankfurt’s hegemony in critical hermeneutics combined with the social pedagogy
by Freire (2001) affected me unconsciously: | wanted to be critical and find
authentic answers from real life. Therefore, | decided to use multiple research
methods with participatory observation and investigate the use of applied
Participatory Action Research. | had to find a flexible research design for my
complex portfolio thesis and a suitable strategy for my ever-changing research
field. In ‘personal epistemological crises’ | have always relied on good seminal
books and this time | found two works: the ‘Handbook of disability research’
(Albrecht, Seelman & Bury, 2001) and the ‘Handbook of Qualitative Research’

(Lincoln & Denzin, 2000).
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Lincoln and Denzin (2000) paraphrase Thomas Berry, who had explained that:
... we are between stories. The Old Story will no longer do, and we know
that it is inadequate. But the New Story is not yet in place. And so we look
for the pieces of the Story, the way of telling it, and the elements that will
make it whole, but it hasn’t come to us yet. So we are now the ultimate
bricoleurs, trying to cobble together a story that we are beginning to suspect
will never enjoy the unity, the smoothness, the wholeness that the Old Story
had. As we assemble different pieces of the Story, our bricolage begins to

take not one, but many shapes.(p.1060)

Additionally, Denzin and Lincoln (2000, p.1060) explain that we are in a new age
where multivoiced texts, cultural criticism, and post-experimental works will
become more common, as will more reflexive forms of fieldwork, analysis and
intertextual representation. | think that they, almost a decade ago, predicted the
future of qualitative research accurately. At least | decided to use interpretive
research bricolage as my overall research strategy and eventually as a method for
a secondary analysis of my diverse results. | wanted to increase rigour (‘true
reality’) for my EdD Portfolio Thesis’ potential results. This time the book by
Kincheloe and Berry (2004) 'Rigour and complexity in Educational Research’

finally convinced me to start learning how to use this novel method.

129



Methodological bricolage became personally important since my results derive
from a collection of various data: one literature analysis, three research projects,
four peer reviewed scientific articles, and 27 national and international portfolio
activities (see Appendix 2, p. 225). Complex data of this nature are almost
impossible to introduce briefly in any typically conventional way. On the other
hand summarising and essentialisation are not appreciated in bricolage and,
therefore, some special tools (introduced later in this chapter) are used (Kincheloe
& Berry, 2004). According to Kincheloe and Berry (2004, p. 1) the French term
bricolage is used in educational research to “signify the use of a variety of
research tools and ways of seeing”. The particular emphasis here is the idea that
bricolage provides "a new conception of rigour in research that is culturally
sensitive and socially transformative”. Much other research is "reductionist and
ultimately misleading™ (back cover of the book) because it does not provide
sufficient opportunity for the research to explain the chronological, sociocultural
context. I want to be ‘culturally sensitive’ by being critical and reflective in my
‘socially transformative’ research and in my everyday work at HAMK. Bricolage

could neatly serve my purposes.

Furthermore, to make the research process even more complex and exciting, my
six year research project follows an emergent design described by Cavallo (2000).
Therefore, my research plan became apparent only through ongoing interaction
with clients (people with disabilities), practitioners, researchers, MSE-specialists

and university students, and by sensitively listening to their needs and wishes. My
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guiding research questions emerged into their final form during this process,
which culminated in an important time in Finnish MSE development and
international multisensory research and disability networks (ISNA®, IMRF*, and

IASSID®).

What happened before the secondary bricolage?

At first, | focused on participatory multisensory approaches involving people with
profound, and multiple disabilities, but as my own understanding grew, | also
started to investigate interdisciplinary team members’ participation and
empowerment, as well as their staff education. | offered basic courses on
snoezelen/MSE, and according to the national system, planned and conducted also
so called “Professional Specialization Studies’ on MSE/Multisensory work. This
was my challenge to develop the curriculum to an international level (Sirkkola,
Veikkola & Ala-Opas, 2008b). Towards the end of the research process it became
apparent, while working together with my co-researcher Tuomas Ala-Opas, that
we needed to start defining the emerging concept of sociocultural multisensory

work in greater detail (Sirkkola, Ala-Opas & Pagliano, 2009).

® ISNA= International Snoezelen Association
*1ASSID = International Association for the Scientific Study of Intellectual Disabilities
® IMRF= International Multisensory Research Forum
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My three final research questions are:
1. In what ways can Participatory Action Research be applied with
people with moderate or profound and multiple disabilities in the context
of the MSE?
2. What is the nature of sociocultural multisensory work?
3. What are the implications for staff education in regard to develop

MSEs and sociocultural multisensory work?

The first research question started my theoretical bricolage and was followed by
investigations on a novel combination of social pedagogy with MSEs, which is
called sociocultural multisensory work. These first two research questions led me
to a more practical question concerning the emerging results’ implications for
staff education. The first question and its potential answers are presented and
discussed in my articles (Chapters 2, 3, and 4), furthermore the results were the
evidence presented in my conference paper (Sirkkola, 2008b). The second
question’s data were collected from two participatory research projects
(MusaSaurus 1l - project and a focus group interview) and the results are
discussed in Chapters 3 and 4 However, this Bricolage-chapter’s aim is not to
discuss the research questions one by one or to summarize the overall results, but
to increase the all over rigour of the thesis ‘MSEs in social care’. Researcher’s
personal history, professional background and positions are introduced (Chapter 1
and Chapter 5). These narratives highlight personal assumptions, cultural

traditions, epistemology, ontology and values of sociocultural multisensory work
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and their possible power relations’ effects to the topics of the work. In the
secondary bricolage the potential theoretical and practical results are revisited and
discussed from multiple new angles with an additional aim to find new important
topics for future investigations. However, the third original research question
concerning the implications of previous results to staff education of MSE and
sociocultural multisensory work, gets most of the attention and critical reflection,

since no other article has yet been written on this topic.

Lack of knowledge on Multisensory Environments in social care

Awareness of the existence of snoezelen/MSEs had arrived in Finland during the
late 1980s and early 1990s. However, the results of my pilot project, in which data
were collected with a semi-structured interview questionnaire (N=23) showed that
practitioners and educators were not substantially aware of the aims and
possibilities of these approaches. Practitioners used several background theories
and methods (e.g., Sensory Integration, Basic Stimulation, Humanistic approach
by Rosemarie Parse) in combination with snoezelen/MSE and they wanted to

learn more about applied research methodologies (Sirkkola, 2005c¢).

To my knowledge, there were/are no books or texts in Finnish about MSEs, and
nothing specifically written for social care. Pagliano’s (1999; 2001) books, written
in English, focused mostly on education. The rest of the English research also

tended to focus on school settings (Houghton et al., 1998) or they focused on the
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area of medical rehabilitation and therapeutic effects (e.g., Long & Haig; 1992;
Ashby, Lindsay, Pitcaithly, Broxholme & Geelen, 1995; Shapiro, 1995; Shapiro, Parush,

Green & Roth, 1997; Lai, 2003). To be able to find the essence of “MSEs in social
care’ there was a need to focus on social matters. My plan was not only to use, but
also to develop qualitative research methods and tools for ‘easy to apply and

access’ data collecting methods.

Through research literature and critical-reflective discourses at international
conferences, | realised that there is a growing global popularity of the topics of
participation and empowerment among the social sciences and education.
However, relatively little had been written about these topics in connection with
profound, and multiple disabilities and even less (if anything?) about sociocultural
aspects within MSEs (Sirkkola & Pagliano, 2009). The combination of social
pedagogy and multisensory methods seemed to need a theoretical frame,
supportive evidence and new accessible and motivating tools for sociocultural

animation.

My colleague Tuomas Ala-Opas (my co-researcher, master of theology, rock
musician, multimedia enthusiast and a member of our multisensory team) and |
were interested in investigating how the use of accessible multimedia could
motivate and facilitate participants to engage in active individual or group
reflections. Our proposal (based on own previous projects) was that the

combination of applied PAR and the use of creative actions within the MSE
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would offer increased opportunities for active involvement to all participants. One
of the research projects called MusaSaurusll-project focused on the use of visual
methods with multimedia. We developed a tool called ‘empowering digital
media’, which can also be used as an accessible participatory data collecting

method (see Chapter 3; Sirkkola & Ala-Opas, 2009).

Later when our colleague Péivi Veikkola (body psychotherapist and psychologist)
joined our multisensory team at HAMK we added the important aspect of body-
awareness to our research topics and started offering international summer courses
on ‘Space Experience and Body Expressions’ (Sirkkola & Veikkola, 2007; 2008).
To avoid one-sided reductionism, we invited our workshop participants in
Germany and Canada to produce international data on empowerment and
participation in the context of MSEs (ISNA’s Workshops 2006; 2007). This topic
continues as a workshop ‘Cultural Aspects of MSEs’ at ISNA’s Symposium in

Denmark, November 2009.

Beginning of the research process

To start fulfilling the Finnish practitioners’ need and requirements to learn more
about theories and working methods suitable for MSEs in social care, | decided to
start searching for local definitions of an ontology, epistemology and pragmatic
paradigms concerning snoezelen/MSE. | thought that the best way to organize this

was together with the most advanced Finnish practitioners who already used
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social pedagogy in MSEs, with their clients and my students and colleagues from
HAMK. To create authentic possibilities for critical-reflective interactions |
conducted four research projects, and wrote articles that all dealt with topics of

participation and empowerment in MSEs (Chapters 2, 3, and 4).

My research process was complex and did not follow a ‘safe linear logic’; instead
it used a ‘fuzzy logic’ and was in this perspective similar to my everyday
professional work at HAMK. The research focuses on applied studies with
pragmatic multisensory topics and was immediately accepted among my
colleagues at HAMK. This ‘approval’ provided me sufficient collegial support
during the research years. Almost all projects and many of the portfolio activities
were time wise emerging on top of each other. At the same time as | started to
investigate the developments of the Finnish MSEs and listened to the needs of
clients and their caregivers, it became important to build international connections
and start conducting mutual research projects with members of ISNA.
Simultaneously the need for arranging international courses in English and long-
lasting staff education for MSE practitioners became evident. | think that instead
of bricolage | could have used ethnography and grounded theory as well: | was
working in the middle of MSEs and their development. However, | choose
bricolage, since it suited the interdisciplinary, complex and ever-changing
research field and offered the possibility to use multiple and applied methods plus
it finally led to critical evaluation and reflection of various potential results as

their secondary analysis.
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My professional history and current needs to develop MSEs in social care, led me
to become a methodological and interpretive bricoleur, being a cultural and
linguistic bricoleur even before starting my thesis process. Collecting a rich data

with multiple methods was my goal, but what exactly is bricolage?

‘Point of Entry Text’ and the tools used in my bricolage process

The teacher bricoleur views research methods actively rather than
passively, meaning that the researchers actively construct their methods
from the tool available rather than passively receiving “‘correct, universally

applicable’ methodologies. (Kincheloe, 2003, p. 249)

Research bricolage uses a variety of tools (Kincheloe & Berry, 2004). Four tools

have been applied to my research and their use is introduced next:

1. The first tool is called ‘Point of Entry Text” (POET), and it serves as an
introduction to the research topic. Most often a text, for example, a small story, a
note book or official paper, is used as a POET. However, also pictures or even old
drawings can be offered as a POET. | used a simple diagram to introduce the
focus of my complex research area. My theoretical frame (drawn as overlapping
circles) and my first research question are used for this purpose in Figure 5:1, p.

139. My theoretical frame consists of three areas: 1) Multisensory environments
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(MSEs) including the members of staff and the physical environments, 2) social
care influenced by social pedagogy, and sociocultural animation, and 3) people
with moderate to profound and multiple disabilities (PMDs). The focus of my
research, locates in the overlapping area of the three circles (participation,
empowerment and applied PAR) with the first research question: *In what ways
can PAR be applied with people with moderate or profound and multiple

disabilities in the context of the MSE?

These specific decisions concerning the ‘POET’ are explainable due to my
primary theory, which generates from social pedagogy’s sociocultural animation
(Freire 2001; Hamaél&inen & Kurki, 1997) combined with theories of participation
(Hall, 1981), empowerment (Siitonen, 1999) and applied Participatory Action
Research (PAR) (e.g., Kemmis & McTaggart, 1997; Tewey, 1997). Figure 5:1
(see following page) introduces my POET with the first final research question

above the figure.

138



The first final research questions:

1. In what ways can PAR be applied with people with moderate or
profound and multiple disabilities in the context of the MSE?

Participation,
Empowerment,
Applied PAR?\

‘ People with
| moderate to
PMDs

N
N
\\

Figure 5:1. Point of entry text (POET) of ‘“MSEs in social care’ is a diagram
consisting of MSEs (including staff members and the physical multisensory
environments), social care and social pedagogy (including sociocultural animation)
and people with moderate to profound and multiple disabilities (PMDs). The focus of
this thesis is on participation, empowerment and applied Participatory Action
Research (PAR), which can shortly be described as ‘investigating together with
people with disabilities’. The first final research question is placed on top of the

figure (the two other research questions are presented on p. 12).




2. Another tool of bricolage is the ‘Layers of transparency’ meaning the
different levels, episodes and history of the research and its activities. In this
thesis | use narrative style, e.g. the introductions of the Chapter 1 and this Chapter
5, to illustrate the way that the past decisions and actions along my career have
influenced un/consciously my later research bricolage. The style of writing in ‘I’
form is most often the case in bricoleurs’ texts. My four co-written articles
demonstrate other types of scientific writing which are more formal (Chapters 2,
3, and 4) and so provide layers of transparency, particularly when the same issue

is revisited from different perspectives.

My articles and other presentations reveal something of the recent history of
snoezelen/MSE development. Some expressions, research topics and research
methods start cumulating (e.g., interdisciplinarity and evidence based practices)
and give information about the latest interests in the MSE-field. Denzin and
Lincoln (2000, p. 1058) explain “...we care less about our ‘objectivity’ as
scientists than we do about providing our readers with some powerful
propositional, tacit, intuitive, emotional, historical, poetic, and emphatic

experience of the ‘Other’ via the texts we write.”

3. Feedback looping is a tool for reflexivity. Berry (2004, pp. 128-146) suggests

re-visiting the POET regularly to reflect upon the research process. Throughout

the studies | reflected on my process in my learning diary and conducted critical-
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reflective discourses with my co-researchers and other snoezelen/MSE/disability

experts.

4. A bricolage map is the main tool in my research (Figure 5:2, p. 143). It is first
used when planning a research, but also throughout the research process for
reflecting. Kincheloe and Berry (2004) call this reflecting as ‘threading through
the bricolage map’. The map starts with the POET and offers possibilities to
‘thread through’ relevant areas from 2-24 different, non-linear, complex and
sometimes overlapping points. Basically, the map helps to recognise own
ambitions, discoveries and breakthroughs by the levels of engagement at a certain
point of the research. According to Berry (2004) one can visit the areas once or
not at all, or as many times as needed. | use this map to make my research more
rigorous through considering each point and by discussing and critically reflecting
on the most important points. Chapter 5, therefore, offers a rich and thick research
narrative with the help of a secondary bricolage of the previous research. On the
other hand, it would be difficult to evaluate this portfolio thesis’ potential results
with more typical (old fashioned) measures of such qualitative studies as
trustworthiness, truth values, applicability, consistency and neutrality (Lincoln &

Cuba, 1985, p. 290).

Berry (2004) underlines that it is important to notice, that those areas of the

bricolage map, which are not included in one’s own research, could also hide

valuable meanings and opportunities that must be useful for the specific research
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area. Critical bricoleurs should at least be aware of those areas, which are left
outside considerations. A novice bricoleur like me “is able only to skim their [the
areas’] surface meanings’ as Berry (2004, p. 114) notes. However, | intend to
discuss some details of my research projects and portfolio activities in different

ways and examine other levels than was possible in the journal articles.

The Figure 5:2, A frame for a bricolage map suggested by Berry (2004, pp. 108-

127), is illustrated on the next page. The figure forms my bricolage frame for

‘MSEs in social care’.
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2. Multiple critical social-theoretical

3. Theoretical and

discourses contemporary research genres
4. Cultural / social 5. Disciplinary / interdisciplinary
positionalities

6. Philosophical domains r

8. Narratological strategies h

7. Modes of Power L

10. Contexts of Human Activity

9. Western Grand Narratives

11. Sources 1. POINT OF 12. Levels of
ENTRY TEXT Engagement
(POET)
13. Archaelogical Genealogy © | 14. Axiology
15. Semiotic Readings .
18. Methodological
bricolage
16. Levels of Privilege / Opression
17. Encyclopedic Structure of
Bricolage 20. Interpretative bricolage

19. Theoretical bricolage

|

e

e

22. Narrative bricolage

21. Political bricolage

23. Othering

24. Identity / Essentializing /
Normalizing

topics.

Figure 5:2. A frame for a bricolage map suggested by Berry (2004, pp. 108-
127). Points shadowed and printed in bold letters are the most meaningful in
my research and are therefore discussed in more details under four combined
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| used some of the 24 bricolage map topics more than others and explain how I
considered, evaluated or used the chosen area’s topics in my secondary analysis
process. Even the use of a bricolage map does not necessarily prevent the
reduction of knowledge and values. To avoid essentializing, bricoleurs use cross-
examination, meaning critiquing the knowledge of a text / world/ experience and
so also critique what they have produced as knowledge. Additionally I explain
why | did not use all points and discuss their possible meaning and values for
future MSE research. The bricolage map (Figure 5:2, p. 143) is applied to fit my
research and helps me present and discuss my secondary results under the
following four ‘combined’ topics:

I) Multiple critical social-theoretical discourses and philosophical domains

I1) Disciplinary and interdisciplinary knowledge in multisensory work

I11) Interpretative bricolage as narratives

IV) Political bricolage and modes of power

Multiple critical social-theoretical discourses and philosophical domains

The purpose of research conducted within the critical paradigm is not just

to describe or understand social phenomena, but also to change them.

(Grogan & Simmons, 2007, p. 37)

The main aim of bricolage is ‘the promise to support basic democracy (Kincheloe

& Berry, 2004, p. 137). The main theoretical result of this thesis; the emerging
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concept ‘Levels of Happiness Capital’ (Sirkkola, Ala-Opas & Pagliano, 2009)
introduces possibilities for active citizenship and aims towards the cultural
democracy of all people at various levels (individual, community and
society).Figure 5:3 below presents the levels of happiness capital in sociocultural

multisensory work.

Levels of happiness capital in sociocultural
multisensory work

Society: active citizenship, cultures,
| subculture, laws
(goal of action: cultural democrazy)

Extended Community: local services, media,
associations
(goal of action: local active citizenship)

Community: feelings of success, togetherness)
uniqueness, reciprocity

(goal of action: interaction, reflection)
Empowerment,

Participation,
Skills of active
citizenship

Individual: identity, emotions,
experiences, interaction and sensations
(goal of action: animation)

S

Chrono system) past present future

Figure 5:3. Levels of happiness capital in sociocultural multisensory work, based
on: Vygotsky (1978), Bronfenbrenner (1979), Bourdieu (1984), Sirkkola,

Veikkola & Pagliano (2007), and Sirkkola, Veikkola & Ala-Opas (2008).
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In preparation of this concept we used critical discourses: the main paradigm is
Finnish social pedagogy, which tries to integrate all individuals into the society. It
deals with processes of human growth that tie people to the systems, institutions
and communities that are important to their well-being and life-management
(Hamaélainen, 2003). Finnish social pedagogy has three main elements: 1)
activities 2) community, and 3) experiences (Hamaldinen, 1999). It animates
people to pedagogical self-help, to strengthen their feeling of togetherness in
community (people who live or work together), and it tries to prevent problems

with pedagogical interventions. .

Furthermore, we combined the Ecological system theory of Bronfenbrenner
(1979) with the aims of social pedagogy and MSE. Ecological systems theory
describes the patterns of environmental events as interaction between the
developing person at Micro- (family, peers, classroom etc.), Meso- (two
Microsystems in interaction), Exo- (external environments which indirectly
influence development; parental workplace, parks, libraries) and Macro— (larger
sociocultural context, national economy, political culture, subculture, global
events) levels and as a Chronosystem (evolution of the external systems over
time). Each system contains roles, norms and rules that can powerfully shape

development in sociocultural multisensory work.
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The media of snoezelen (Hulsegge & Verheul, 1986/1987) / MSE (Pagliano,
1999; 2001) are not introduced here, since they are already described in the
Chapters 2, 3, and 4. However, it may be worth mentioning, that the aim of my
four research projects was not only to prove these media’s efficacy or to be
critical of them, but also to apply ‘the best parts of each tool’ (Kincheloe, 2004, p.
144) and make a bricolage of multisensory methods suitable for Finnish
practitioners. Sociocultural multisensory work became possible by applying old
methods and adding novel tools to them, for example, sociocultural animation and

empowering digital media (Chapters 3 and 4).

Furthermore, to increase multiplicity of discourses and add a flavour of hope, joy
and happiness to the novel concept, we borrowed the word capital for our use.
Putnam (1993), Coleman (1988) and Bourdieu (1984) offered theories of social
and cultural capital, that gave us the idea and critical support in constructing our
concept. The term capital officially refers to a set of usable recourses and power
relations, and capitalism may refer even to cheap labour (children, women, people
with disabilities etc.). In our case, in Happiness Capital, positive emotions are
arranged without money; smile, giggle, tickle and hugs are valuable, but in MSEs
they can be created with no extra currency (Sirkkola, Veikkola & Ala-Opas,

2008).

Since my main focus group were people with moderate to profound, and multiple

disabilities, it seemed necessary to consider developmental psychology and
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theories of socio-constructivism (Vygotsky, 1978). The theory of ‘Zone of
proximal development® and socio-constructivist ideas were therefore applied in
practical sociocultural animation situations. These experiences were then applied
in constructing the concept of sociocultural multisensory work and the tool of

empowering digital media.

Since my research focuses on “Finnish social pedagogy in action’, | am interested
in all pragmatic solutions related to the use of these theories in practice (Dewey,
1933; Kolb, 1984; and Lewin, 1946) to increase participation and empowerment

in MSEs.

In addition I applied several philosophical domains “...produces ideas about how
and why the world is or should be, such as; how we come to know/be/act, what is
knowledge (epistemology), being (ontology), axiology (the disputational contours

of morality and value)...” (Berry, 2004, p. 117).

| apply the following philosophical domains in my studies and teaching:
Heidegger’s hermeneutic phenomenology (1996) and Husserl’s reflective
phenomenology (1995), pragmatism as described above, and humanistic ideas of
egalitarianism (Finnish constitution, 1999) and democracy combined with social
pedagogy. My epistemological ideas for knowledge-building include the ideas of
multiple, free, complex, developing, ever changing realities and creating

interdisciplinary knowledge as a group process. I, therefore, base my ontology on
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the following ideas: everyone being unique and creative and needing togetherness
in a supportive and accessible community. Due to my personal background my
axiology is based on western civilization’s moral and values, democracy, and
egalitarianism. Finally, the values of sociocultural multisensory work are: social
justice (equality, inclusivity, access, self-determination and democratic
participation) which lead to empowerment, bringing possibilities of accessible

creative activities and experiences to increase happiness capital.

The emerging concept of sociocultural multisensory work derives from
multisensory methods, but more importantly, it is based on the above mentioned
philosophical domains. We (teachers, practitioners, students and clients) try to
evaluate and develop empowering tools for the use of sociocultural animation
with the support of these philosophical domains. Sociocultural multisensory
work’s applied philosophy is, that all MSEs, tools used in MSEs, methods of
interaction, and arranged cultural experiences are individually accessible (in
MSEs) and adapted to all people (in everyday life at community and society
levels). Therefore, it is crucial that the clients co-research their local

environments.

Philosophical domains help considering ontological questions on ‘being — not

doing’- axis and ‘What is multisensory perception? Is it being or doing?

(Heidegger, 1996). This type of question is already included in the multisensory
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work curriculum development, but definitely needs more attention in the future

(Sirkkola, Veikkola & Ala-Opas, 2008b).

Limitations of my research concerning the chosen theories are the following:
social pedagogy and its tool sociocultural animation were chosen to present
Finnish theories, even if there were some other background theories in use. This
was because social pedagogy is the chosen theory at HAMK and the influence and
effect of the method in MSEs was of interest to me. Furthermore, the focus of my
work is on the concept of sociocultural multisensory work within social care and
only thereafter, attention is given to interdisciplinary research and
interdisciplinary team work. The core of the whole thesis is based on HAMK’s
teaching environment and its possibilities to offer staff education. How should the
results be used in other universities? What happens if only part (or no-one) of the

multisensory team wants to use social pedagogy and sociocultural animation?

Disciplinary and interdisciplinary knowledge in multisensory work

Noticing the importance of well-functioning interdisciplinary team work is
another important result of my research and influences especially the curriculum
planning of basic studies and staff education of sociocultural multisensory work.
Due to prejudice, jealousy and possible fear of the unknown, interdisciplinary
work is also one of the most difficult areas of development in many ways. ‘One

has to know one’s self, before understanding the others’ (an old Finnish proverb)
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includes the wisdom of critical self reflection. Besides interdisciplinarity group
reflection subjective reflection is essential for well functioning multisensory work.
| practiced self reflection during my studying process and wrote the following in

my reflective diary (30.09.2007):

Paul [Pagliano] was talking [in Jyvaskyld, Finland] about neuroplasticity
and the two pleasure systems in the brain. He thinks there is a pedagogy of
hope and proposes that the brain is always developing and changing
according to the demands placed on the individual by their environment,
the sensory input they receive and their level of interaction. Every
individual with autism or PMDs must find their own ‘brain pathways’, not
only the highways. This means an evolution of human beings, not only the
personal history of an individual. Finding own pathways might result in the
discovery of other sensory pathways or other combinations of sensory
input. The whole idea of MSEs is very complex and these ideas are not easy
to apply in the real world. There is a profound need for interdisciplinary
teams and staff education. The importance of neuroplasticity starts to

makes sense ... .

| started my EdD- process to make sure that | know what “MSEs in social care’
means within one discipline, but interdisciplinary teamwork quickly became one
of my main research focuses and influences the organization of staff education at

HAMK. The importance of interdisciplinary communication was underlined many
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times during critical discourses as the most important feature of successful team
work. The focus group interviews, literature analysis and many critical-reflective
discourses at conferences repeated the same tune ‘communication between staff
members is important’. Therefore, the two Professional Specialization Studies and
all basic studies in Multisensory Work at HAMK were purposefully arranged as
multidisciplinary courses, since they offered the possibility of communication for
various disciplines but also possibilities to mix novice and expert practitioners to

learn together and later develop as an interdisciplinary team.

Interpretative bricolage as narratives

My cultural and social positionalities as a bricoleur can be listed as follows:
female, white, middle aged, non-disabled, western, upper middle class, married
with an academic husband, three adult children, principal lecturer at the Degree
Program in Social Care at HAMK (University of Applied Sciences) with
professional background as an art therapist, special teacher and vocational teacher
educator with special interest in MSEs, social pedagogy and international
perspectives. My cultural background offers me the opportunity to speak fluently
Finnish, Swedish, German and English (which is typical for most Finns). My first
academic degree in Germany was a way to learn German language and culture.
My interest in languages caused me to study the Spanish, Estonian and Russian
languages. The second academic degrees, Masters in Special Education,

Licentiate in Vocational Education and Teachers diploma are from Finland and
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the EAD will be from Australia. I live in a small town with enough cultural events,

own house and a summer cottage with Finnish saunas.

| wrote a relatively long introduction to the first and this chapter on purpose. |
wanted to explain my professional interests and historical backgrounds to give a
change for readers to critically evaluate my background theories influence on
thesis results. These may hide cultural and personal assumptions even if my

intention is to provide neutral and rigorous results.

My co-writers, co-researchers and colleagues are all white, well educated, non-
disabled professionals. Most are educators at university level and interested in
MSEs, social pedagogy and international perspectives. One is from Australia, the
rest are Finns, or from the UK, Germany or the USA. All travel a lot and have

multiprofessional experiences and qualifications.

Most staff members working in Finnish MSE are Finnish and possess a vocational
education. Today some immigrants and refugees who have studied Finnish or
Swedish and work in social care, have other racial and cultural backgrounds
(many of them are from African and Asian countries, but also from Estonia and
Russia). Some of the clients with disabilities belong to these cultural groups.

Therefore, it is essential to include cultural know-how to staff education.

At the international associations’ conferences | met several specialists and

practitioners from all over the world. Most of them have been white Europeans
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with only a few exceptions. During my life, | have had only one black African
teacher, my drumming teacher. Of course | have met and become friends with
several people from other countries, but have only minimal professional
experience of different races. Therefore, I am happy that we started to arrange
annual international Summer Schools at HAMK and got a possibility to invite
Snoezelen teachers from other countries. We arranged a course ‘Space experience
and body expressions’ (Sirkkola & Veikkola, 2007; 2008) twice as part of the
Professional Specialisation Studies we have arranged an excursion to visit

Swedish MSEs.

Various cultural experiences are important in vocational education and staff
education, since they prepare the staff members to attend international
conferences (Sirkkola, Veikkola & Ala-Opas, 2008a). The cultural aspects and
local developments, case studies and technical interventions and preparing
presentations for conferences are important modules in curriculum planning at all

staff education levels.

Since bricoleurs are aware of what is missing from their own work, I now
consider what Grand Western narratives | might have used: It might have been
possible for me to have included such discourses as: capitalism (not only
happiness and cultural capital), socialism, Christianity, Neo-Marxism, or
patriarchy and heterosexuality to my writing, but I leave this possibility for others.

Democracy and liberal humanism (ruling assumptions, values and meanings of
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the modern epoch; a commitment to ‘man, whose essence is freedom’, where the
human being seeks a political system, which guarantees freedom of choice) are
the ideological Western Grand Narratives, that probably influenced my writing
and were assumptions behind the texts describing good life and happiness in
multisensory work. Social Pedagogy (Freire,1973) may not yet be a Grand
Narrative, but it influenced my choices and guided my research process

enormously

Three years ago | started to write the thesis report in a traditional way, using
passive past tense-style trying to be objective and strictly academic. Then the idea
of bricolage was introduced to me. This method changed the whole system of my
writing and thinking about qualitative research methodology. My thesis writing
became more personal as the academic style could be changed to various types of
narratives. It is a pity though, that I cannot write in my own language, Finnish.
Writing in English reduces my ability to use creative and interesting expressions. |
have to rely on my Basic English vocabulary and those expressions | have learned
during my annual conference visits abroad. In preparation of my texts | had to use
editorial support and proof-readers. This was interesting, helpful and | learned a
lot, but sometimes these procedures may have changed my texts to be more

‘average’ and | am afraid, not very critical nor surprising.

Another concern about the narrative style is that | had to use many translations. In

two of my projects | used videos for data collection (MusaSaurusll-project and
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focus group interviews) and | wrote scripts of the most important discussions in
Finnish. It was often impossible to translate participants’ narratives and
idiosyncratic expressions to English. This is the price one has to pay, when using
several languages and paddling between cultures. In addition, you often
experience feelings of disempowerment and otherness, and being a stranger. In
my case, such cultural traditions as Finnish sauna, ice dipping and vodka helped
in most desperate situations, but most of the times | (also) reflected on my

learning diary.

The questions | posed myself in the diary are like these: Am I doing the right
things? Should I add something or leave something out? Am | able to answer my
research questions with the data | am collecting? How can | add the experiences
gathered to my results in the way they emerge? Have | taken care of all aspects |

have planned to do? Should I add or leave something away? Am | critical enough?

These were typical questions noted in my reflective learning diary, that I first
wrote in Finnish and then, without planning, started to write in English
(30.09.2007). Writing in English started after the ISNA conference in Montreal,
where we presented a keynote (Pagliano & Sirkkola, 2007) and some further
lectures at Jyvéskyld and Vaasa Universities. | translated Pagliano’s lectures from
English to Finnish or Swedish and then the emerging questions from the audience

back to English.
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| wrote about theoretical and practical matters in my reflective learning diary. As
an example of this, | translated some thoughts about Musa Saurus Il-project first

written in Finnish (17.01.05) to English (24.04.09):

Tutkimuksellisia ajatuksia projektista; Ennen kuin kehitysvammaisia nuoria
voi osallistaa, ohjaajat on osallistettava tutkijoiksi. On niin helppoa puhua
PAR:sta, mutta toiminta onkin jo paljon vaikeampaa! Miten tdman voisi
muuttaa?... Reflektoinnissa muutamat ohjaajista ovat jo tajunneet kuinka
vaikeaa sosiokulttuurinen animointi on todellisuudessa.... Oppivan
organisaation teoriat ovat tdssa varmaankin taustalla. Tutkijat ovat keskella

muuttuvaa ongelmakenttaa koko ajan...

Ideas about the research project; before you are able to include the
adolescents with disabilities you have to engage the advisors to participate

in being co-researchers. It is so easy to talk about PAR, but much more
difficult to act accordingly! How could | change this? ... In reflection, at
least some advisors have already understood how difficult sociocultural
animation is in practice. Theories of ‘a learning organization’ are close what
we do. Researchers are in the middle of ever changing fields of

problematic...

The Finnish text demonstrates, not only the contents of my diary, but also the

difficulty of multilingual research where many things have to be translated to
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English. Later, when my British, American and Australian proof readers helped
me with my English texts, | learned that there are also several traditions of
sophisticated English. Some further restrictions to my writing occurred due the
advice from journal editors and from James Cook University. These regulations
have a connection to power relations, addressing the question: ‘Whose advice is

valid?’

Political bricolage and modes of power

Young (2000) identifies five faces of everyday life’s oppressive power as:
exploitation, marginalization, powerlessness, cultural imperialism and violence.
All these powers are still present in civilized western countries, especially when
the focus is on disabilities and social care. These oppressive powers are easy to
demonstrate by opening any local or international program from TV or radio or
reading headlines of a newspaper. | want to reflect the way these power relations

function in MSEs.

| had at least five different groups of people connected to my research whom |
could observe and whom to ask about the matter of power relations: people with
PMDs, their carers (interdisciplinary teams), my own students and colleagues at

HAMK and the international experts (specialists) group snoezelen/MSEs.
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People with profound and multiple disabilities form a minority (about 0.13 % of
Finnish population) and are a marginalized group needing everyday help from
others. They most often have limits in communication and additional limitations
in senses. My main contact to people with disabilities comes from MusaSaurus
projects and from a four week working placement in the UK. | was fortunate to
work in the UK for four weeks and be part of and closely observe everyday life of
a boarding school for adolescent students with profound, and multiple disabilities.
Many of the students had severe vision impairments and | saw the way the
specialists worked with them in the MSEs. They called their working method
‘developing choices’, which gets very close to the ideas of Finnish sociocultural
animation at personal level. I was lucky to participate in the early phase of
interdisciplinary team work and to observe the use of videoed data of a special
student’s week’s main interactions with the members of interdisciplinary
multisensory team. My result about good communication and free atmosphere

being core values of well functioning teams, was evident from the British practice.

Often when | meet people with disabilities, my focus is on the student, advisor of
the activity or on the physical environment and technical equipment. Staff
members were working at health and social care sector (majority of them being
females with low incomes) and often described as *hardworking and stressed
group of professionals’ fighting against organizational disesmpowerment. In many

cases they were or became HAMK’s students.

159



Teacher - student relationships at any level of education involve power and
hierarchy combinations, which may create problems of power. The tensions
between professionals (social and health care) are recognisable and produced due
to the scare of either medicalisation or socialization depending whose point of
view it is. This power related situation actually made my colleagues and I start to
define what sociocultural multisensory work means within social care, but | am
pleased that organizational arrangement towards interdisciplinarity is made at
HAMK. The creation of the Research and Development Centre for Wellbeing,
which is a multidisciplinary combination of crafts and recreation, social services
and health care, offers a possibility to share curriculum especially at the

Professional Specialisation Studies and basic course-levels.

Interdisciplinary teams work (sometimes) well, but need ‘time and space to grow’;
willingness to co-operate and to work with each other as a team is essential. It can
happen if there is good will and sensitive understanding of other disciplines’ aims
and goals. I underline the importance of a curriculum, which is planned to mix
adult and younger students of various disciplines. It is much easier to work later in
interdisciplinary teams, if there has been an early experience of interdisciplinary

working gained at the basic studies level.

| co-operated with international experts and specialists, a group of people with a

high standard of prestige and knowledge. Between the nationalities and research

groups where there may exist hierarchies and power relations. This becomes more
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evident when considering whose point of view is the most authentic, correct or
most reliable. Conferences are great venues for open discussions and forums to
present personal points of view. My experience is that (similarly as in team work
with interdisciplinary staff members) there should be more time at conferences for
reflecting groups and small discussions providing opportunities for critical

opinions (which are not necessarily negative).

As an example of power issues within snoezelen/MSE; The value and existence of
local and applied views versus global and original concepts is an important
question. On the other hand, originality demands definitions of one’s own
methods and critical exclusion of ‘strange applications’. Commercial companies
sometimes want also to ‘own’ theories and apply for trademarks (e.g. Snoezelen®,
Basale Stimulation®, and Ayres Sensory Integration®). MSE was created to offer

a trademark-free scientific multisensory field for objective research.

My results are based upon local projects’ results, may be difficult to universalize
due to the cultural and political differences between countries. Knowing these
differences, | tried to create rigour in my scientific articles by telling precisely
what, where, why and how the results were gathered. | created practical
knowledge together with the practitioners and colleagues from those data we
managed to collect locally. Our aim was to develop MSESs’ everyday practices and

ordinary living areas according to the clients’ needs and wishes.
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My portfolio activities culminated in arranging the 16 international students of the
Professional Specialization Studies in Multisensory Work (2008) to focus on
creating local definitions of own work and descriptions of developmental projects
and later travel to Germany, to introduce those to global audience at ISNA’s
conference in Neuwied. The point of participation to conferences is that local —
global — dimensions offer possibilities to learn from others and maybe even

consider new perspectives to own snoezelen/MSE/multisensory work.

Othering

How to end a bricolage chapter without summarizing or essentializing the results?

I think the topic of “‘Othering’ is a good way to end up thesis;

How does the bricoleur ensure that the worlds inhabited by human beings
are reported in a manner that keeps intact the dignity, freedom, and agency
of the Other(ness)? Bricolage realizes that all studies are about othering

even when autobiographical or naming positionality. (Berry, 2004, p. 126)

Within social care and especially when talking about people with profound, and
multiple disabilities the question of Othering is present all the time. Perhaps care
givers, family members and friends are the closest interpreters of these people, but
unfortunately | had to focus out this important group from my work. As a

participatory researcher, | tried to get as close as possible to the original personal
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meanings, but sometimes there are really no ways of confirming the authenticity
of preferred opinions or creative ideas. Trust in a relationship and humour should

be discussed more in future research.

| started this portfolio thesis with a short story about a tiny girl, Lynn, in the USA.
It concerned her trust for me and my facilitation experience in the swimming pool
with her. Now | want to end this work with a small narrative from UK. It was a
small nonverbal moment, a hilarious interaction with David, a youngster with

profound, and multiple disabilities and many respiratory health problems:

I was assessing David in a drama class, but he was half asleep most of the
time. At the end of the class we were supposed to quietly read children’s
books and | read a story about an African village. | tried to pronounce the
difficult African names and David just kept on dozing. | got to a page where
a boy gets a drum and starts playing it ZUMBA-ZUMBA-
ZUMBA...David awaken and stared at me with awe. | repeated quite
silently zumba-zumba-zumba. He smiled and looked me in the eyes. | said
once more ‘yes, he got a drum ...ZUMBA-ZUMBA-ZUMBA...” and we
both giggled loudly. The drama teacher wisely joined our episode and
hissed: ‘Shhhhhhhhh...you should be quiet while reading!” David and |
gazed each other and without even saying a word we just continued our

reciprocal hysteric laughing. We could not stop...
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Chapter 6

An overview of the portfolio thesis process

Definition of terminology

The Multisensory Environment (MSE) is a complex yet flexible medium where
targeted sensory stimulation (visual, aural, tactile, kinaesthetic, olfactory and/or
gustatory) is presented to the user. Pagliano (1998, p. 107) defined the MSE in

the following way:

The ...MSE is a dedicated space or room for relaxation and/or work, where
stimulation can be controlled, manipulated, intensified, reduced, presented
in isolation or combination, packaged for active or passive interaction, and
temporally matched to fit the perceived motivation, interests, leisure,
relaxation, therapeutic and/or educational needs of the user. It can take a

variety of physical, psychological and sociological forms.

All participants in my research who were users of the MSE had some form of
disability. There are several ways to define disability. My preferred social model
defines disability as "a limit or loss of opportunities to take part in community life
because of physical or social barriers” (Altman, 2001, p. 103). This social model

contends that everyone is equal and demonstrates that it is society, which causes
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barriers preventing people with disabilities from participating in the activities of
local community. It is society that restricts their opportunities to be a part of that
community. Therefore the social model focuses on changes required in society to
help break down those barriers including addressing attitudes, social support,

information, and physical structures.

Social care is the practical expression of this definition of disability. In Finland,
social care provides support services to enhance and promote the participation and
empowerment of people who are vulnerable to being marginalised. At my
institution, HAMK (University for Applied Sciences) in Finland, we have set up a
Research and Development Centre for Wellbeing, a multidisciplinary combination
of crafts and recreation, social services and health care. The MSE is a part of the
service delivery. Fundamental to social care at HAMK is social pedagogy and

therefore this is the main theory driving my doctorate.

In Australia, the United Kingdom and the United States of America, social
pedagogy is a relatively unfamiliar term. This is very different in a number of
non-English speaking European countries where social pedagogy has a high
profile (Germany, France, Spain, Sweden, Denmark and Norway). In Finland,
social pedagogy plays an important role in services that relate to social care or

education. Hamal&inen (2005, p. 1) explains that:
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In theory and practice it [social pedagogy] deals with processes and
problems of human development and education in terms of citizenship,
social identity, life capacity, participation, and inclusion. It covers all the
areas of social education having a foothold in all the fields and forms of

early, youth and adult education.

Hé&maldinen and Kurki (1997) are two authorities on Finnish social pedagogy.
The main practical method is called “sociocultural animation’, a tool that can be
understood as ‘... working with people and groups so that they participate in and
manage the communities in which they live’ (Smith, 1999, p. 1). Kurki (2008)
has written about sociocultural animation in care for elderly explaining how
important personal perspectives are without forgetting the importance of

togetherness. In addition, ENOA (2006, p. 1) defines animation:

...as a tool of empowerment. It is based on the following idea: through
active participation people undertake responsibility for and take control
over their own life. This can lead to mobilization of own strength, which
will make gain of more self-control and self-confidence possible. In this
way there can be activation of resources (skills, decisions) and of

participation in social life.
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In other words sociocultural animation is connected with participation and
empowerment. These themes of participation and empowerment are crucial to my

doctorate.

My professional practice in relationship to the MSE

I have been an academic at HAMK for more than a decade. I am currently
principal lecturer in the Degree Program in Social Services. | teach and advise a
variety of students from a range of disciplines and practitioners from diverse
occupations. | have a long-standing interest in MSEs. | completed a Degree in
Special Education, from Justus Liebig University, West Germany in 1982, and my
Finnish licentiate thesis was in the area of using action research in the MSE
(Sirkkola, 1998). Over the years | have worked in and visited many MSEs

throughout Europe.

At HAMK, we have MSEs for practical experiences, for special projects and for

research. | coordinate courses that prepare staff in the use of MSEs in social care.

I have taught multisensory approaches and social pedagogy for many years.

Why the research was undertaken

The goal of this study was to investigate and develop MSE use in Finnish social

care with people with moderate to profound, and multiple disabilities and in the
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process use the results to inform future development of university course

materials.

When the Research and Development Centre for Wellbeing was in the process of
being established, the ramifications of social pedagogy in this special social
context needed to be explored. My colleagues and myself felt compelled to start
defining our own discipline and associated core competencies. Meditating on the
theoretical underpinning of practical multisensory approaches was my challenging

task.

Many of the people we work with in the MSE have profound and multiple
disabilities (PMD). We had used the terms ‘participation’ and ‘empowerment’ in
relation to power and marginalisation for many years at HAMK, but were there
extra dimensions to these terms in a MSE context? How could the MSE be
usefully researched? Was applied participant action research (PAR) an

appropriate approach?

I included all these questions in my confirmation seminar research plan, presented
in 2004. 1 wrote a literature review on my topics. This review was expanded later
to become journal article I, a critical analysis of the MSE literature, which was
published in the Journal of the South Pacific Educators in Vision Impairment, 4,

1, pp.15-24 (Sirkkola & Pagliano, 2009a).
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As my research journey progressed, my research questions became more refined.
My concerns also addressed staff issues. | published papers (in Finnish and
English) on “sociocultural multisensory work’, a term that refers to the application

of social pedagogy when using MSEs. The three final research questions became:

1. In What ways can participatory action research (PAR) be applied with people
with moderate to profound and multiple disabilities in the context of the MSE?

2. What is the nature of sociocultural multisensory work?

3. What are the implications for staff education in regard to develop MSEs and

sociocultural multisensory work?

| believed this study would address issues relevant to both users and staff,
germane to service delivery, within a compassionate and socially just social

pedagogy context.

The structure of my dissertation

To find answers to these questions, | conducted, in addition to the already
mentioned critical literature analysis, three other research projects involving
people with disabilities or staff members working in MSEs. My four research
projects all used different research methods and were designed to spotlight

different aspects of the MSE in social care.
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The first project was a critical literature analysis of MSE disability research
(N=23, published 1991-2006) and MSE dementia research (N=19, published
1993-2006) with an overall focus on participation and the possibility of using
PAR for my MSE research. (Dementia was included because it is a rapidly
growing part of social care and because the area of dementia is increasingly
overlapping with that of disability. The research methodologies used were also

relevant.)

The second project was a pilot study that employed a qualitative methodology. A
semi-structured questionnaire was conducted with MSE practitioners in order to
investigate the nature of MSEs in Finland. Questionnaires were collected at two
meetings of ‘The Finnish Multisensory Network’ (2004; 2005). There were 23
respondents and the questions encompassed the following areas: foundation year
of the MSE, multisensory rooms and equipment in use, background theories in
practical use, visions and needs for future work, possible threads and
opportunities of running the MSE, plus lot of free space for additional comments
and questions or small narratives to explain the use and gathered evidence of good
practices in MSEs. The aims were to describe the present operation of MSEs in
Finland and to collect ideas from Finnish MSE specialists for ongoing staff
education for my research. The results were not translated into English, but were
used for a presentation at the ISNA 2005 World Symposium in Berlin (Sirkkola,
2005d) and for HAMK’s staff education purposes. The results of the questionnaire

helped to refine my third research question in relation to staff education.
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The third project was ‘MusaSaurusll-project’ (a MSE creative activity project
involving adolescents with moderate to severe learning disabilities) at a vocational
special school in Hadmeenlinna. It involved the application of participatory action
research (applied PAR), the use of digital media to record the creative activity and
the use of that media to develop and promote visual group reflection. The revised

journal article Il (Chapter 3, Sirkkola & Ala-Opas, 2009) is based on this project.

The fourth project was an investigation using focus group interviews of 12 staff
members at three MSEs in Finland. These experienced practitioners were taking
care of people with PMDs in institutions located in Southern Finland. They
commented on the planning, building and development of their MSEs. The focus
was on participation and empowerment of clients and staff members. Data
consisted of videoed focus group interviews (3 x 1%2h) followed by a thematic
analysis. The submitted journal article 111 (Chapter 5, Sirkkola & Pagliano, 2009b)

is based on this research project.

In addition to the above research projects I also presented a poster entitled: What
is sociocultural multisensory work? at the IASSID (International Association for
the Scientific Study of Intellectual Disabilities) 2008 Congress in Cape Town,
South Africa (Sirkkola, 2008). A journal article on this topic will be presented at
the Come to Your Senses — Conference, October, 2009, in Toronto, (Sirkkola,
Ala-Opas & Pagliano, 2009). I consider this poster presentation and conference

presentation as the culmination of my research work and therefore it was included
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in my pre-completion seminar. It explores the concept of levels of happiness
capital in sociocultural multisensory work. ‘Happiness capital’ (see Chapter 5,
Figure 5:3, p. 145) is derived from theories of ‘social capital’ and ‘cultural
capital’ (Bourdieu, 1984; Coleman, 1988; Putman, 1993). It facilitates the
possibilities of creating positive emotions, and to increase state of well-being and
feelings of togetherness by using creative activities in MSEs at individual,

community and society’s levels (Bronfenbrenner, 1979).

Results and analysis of the four research projects

The first study consisted of a survey of the MSE research literature to identify
whether any methods currently exist where client participation and empowerment
is employed. The analysis of 42 studies employed Kemmis and McTaggart's
(2000) five aspects of practice to sort and critically analyse the literature. The
second study was a small semi-structured interview (N=23) which was analysed
statistically and by themes. The third study used applied participatory action
research and participatory observation and multimedia as data collecting methods.
These visual data were analysed thematically. The fourth study used focus group
interviews to investigate the ways 12 experienced Finnish practitioners working in
three MSEs with adults with moderate to profound, and multiple disabilities apply
sociocultural animation. These data formed a synthesis of the interviews’

discussions.
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Portfolio

As well as conducting these research projects, | also assembled a research
portfolio of related information and activities. | presented 11 times at international
symposia, conferences or congresses, and worked four weeks at a British Special
School for adolescents with PMDs. | believe that the most important professional
activity for me was to develop the curriculum for ‘Professional specialisation
studies in multisensory work’. This one-year study was first organised in Finnish
with 15 students (2004-2005) and then in English for 16 international students
(2008). We have an interdisciplinary multisensory team at HAMK. My
colleagues, Tuomas Ala-Opas and Paivi Veikkola, were my co-teachers, co-
presenters and co-editors in many of my presentations and publications. My
supervisor, Associate Professor Paul Pagliano, was my main international co-
operator and we presented one keynote lecture and a workshop (ISNA 2007,
Montreal; Pagliano & Sirkkola, 2007), which was published in both English and
French plus we wrote three further journal articles together. I kept a professional

diary of MSE reflections throughout the study period as well as field notes.

In addition to the primary analysis of each research project, | also subjected the

four research projects and the portfolio to a secondary analysis using bricolage.
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Bricolage

A concern from the primary analysis of the results was that valuable nuances of
the information were being lost through reductionism. Bricolage provides another

way of sifting information to knowledge.

According to Kincheloe and Berry (2004, back cover of the book) the term
bricolage is used in educational research “to signify the use of a variety of
research tools and ways of seeing”. The particular emphasis here is the idea that
bricolage provides "a new conception of rigour in research that is culturally
sensitive and socially transformative”. Much other research is "reductionist and
ultimately misleading” (back cover) because it does not provide sufficient

opportunity for the research to explain the chronological, sociocultural context.

Bricolage was important because my research journey spanned several different
languages, cultures and multiple research methods, not to mention the added
challenge of working with research participants who themselves had disorders of
communication. As Kincheloe (2004) explained "Bricoleurs account for the
influence of 'being in the world' both for themselves, other researchers, and the

phenomena they set out to study" (p. xi).

I reviewed my research projects and portfolio and arranged all practical and

theoretical results under themes that directly related to my three research
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questions. Instead of ‘tinkering’ (Kincheloe, 2004, p.3), my learning and research
processes were more like weaving and strengthening a net. Potential answers and
new questions were emerging with an accelerating speed. During these past six
months, when | was analysing the data | had to struggle to keep my mind and
actions focused on my final research questions, and to be extremely patient. | had
to be able to build up my skills of doing bricolage, knowing that critical bricoleurs
do not value essentializing and summarizing and are astutely aware of the power
relations and of all that is left out due to the narrowing of the focus to the research

questions.

Bricolage addressing the three research questions

I now offer a brief theoretical and practical reflection on my three research

questions using bricolage.

1. In what ways can participatory action research be applied with people
with moderate to profound and multiple disabilities in the context of the

Multisensory Environment?

During the first literature analysis I not only identified a lack of peer reviewed
research that related to MSEs, PAR and people with PMDs. | also discovered that
staff members were interested in developing their abilities in participatory

activities and methodological knowledge. ‘The rudimentary elements of
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participation research’ are described in journal article I. These results imply that
there is a need to continue participatory projects and to develop methodological
applications to help inform practice. This research is significant because in the
past the idea of including people with PMDs in the research process, especially
those with severe disorders of communication was regarded as being not possible,
or too difficult or worse still, not worth the effort (an implication of a process of

intellectual devaluation and discrimination).

In my journal articles I describe the core of PAR as a process of finding the most
empowering creative activities for each individual and group of clients. This type
of sensitive scaffolding of the participant’s self-determination is an example of
sociocultural animation. Empowerment refers to a constant process of enabling

individuals and groups to take part in collective action.

The MusaSaurusll-project convinced me that the adolescent participants enjoy
involvement with digital multimedia in MSEs enriched with colourful theatre
lamps, microphones and amplifiers (used in their chosen ways). Each participant
had a preferred role, be that performer, video maker, taking still pictures or
arranging light and sound checking. | observed the ways that pleasure was
expressed by increasing levels of communication and through nonverbal
emotional expressions. Revisiting the videos of previous activities with the
participants created strong feelings of togetherness and group success. This

project implied that multimedia in the MSE has the potential to create and
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promote social happiness, arrange possibilities for visual group reflection (an
exciting breakthrough that demonstrates that it is possible to find ways to include
people with PMD in an action research spiral) and provide feelings of

togetherness.

My personal observations provided more evidence of possibilities regarding how
to use applied PAR and create and promote social happiness in MSEs. Wellness
technologies other than multimedia, such as interactive sound rooms and light
games, offered novel options for creative activities for those participants who
have difficulties in expressing themselves through language or difficulties in their

sensomotoric systems (Sirkkola, Veikkola & Ala-Opas, 2008b).

Discussions during the focus group interviews concerned the daily events of client
and staff empowerment. This research project showed me the connection between
empowering participation and reflective discussions. Both appeared to increase
communication and feelings of togetherness in a community. Furthermore,
reflective discussions between staff members and in interdisciplinary team
meetings seemed to increase both staff and client empowerment (Sirkkola &
Pagliano, 2009b). “Intrapersonal empowerment’ (Siitonen, 1999) is possible when
someone has a belief in his or her ability to be empowered. This belief exists
when persons perceive that they have capabilities to act, and can be seen as a
positive force. ‘Interpersonal empowerment’ occurs when individuals or groups

work with each other to meet their needs. Internal empowerment can be
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considered as a positive force of power, because it is about equal power

relationships rather than domination.

My own experiences of reflective discussions took place with ‘MusaSaurusll’-
participants, HAMK students and my co-researcher Tuomas Ala-Opas. We
discovered that the best time for these group reflections was right after the
project-session. This helped us to include all participants in the reflection and to
tie the practical events back to the theory of sociocultural animation (Sirkkola &

Ala-Opas, 2009) so the process directly relates to praxis.

2. What is the nature of sociocultural multisensory work?

I consider the emerging concept of sociocultural multisensory work as my main
result. Its theoretical tool is the 'level of happiness capital’. This tool supports
practitioners in planning more options for their clients with PMDs to visit
interesting local environments. For example, attending outdoor jazz concerts,
building snow castles and sculptures in the city park or joining cultural
ceremonies like celebrating the beginning of summer season (first of May) or
wondering the burning of big fires at the midnight summer festival, may offer
exiting multisensory experiences, but especially feelings of togetherness in joyful
multisensory communal events. This tool is used for teaching, understanding,

planning and researching sociocultural multisensory work. The complex everyday
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practices in the MSE can be described at four levels (micro, meso, extended meso

and macro) within the perspective of time.

I am convinced that sociocultural multisensory work requires active citizenship in
the development of local and national social politics. Empowering participation is
an internationally interesting topic, already familiar at the individual level, but
less addressed at the community and at the broader social levels. In Finland, and
in many other countries, there is a lack of accessible communal MSEs, indicating

the need for better “design for all” (DfA) planning.

3. What are the implications for staff education for developing MSEs and

sociocultural multisensory work?

Staff education seemed to be the key for solving all challenges in the development
of applied PAR in MSEs: how to apply research methodologies, new practical
tools and technologies. The most important result for me was to recognise the
need and importance for an ongoing, long-term staff education for

interdisciplinary MSE and sociocultural multisensory work teams.

I noticed that not only practical tools associated with sociocultural animation and
group reflection, but also professional, linguistic tools are needed. Defining
terminology in interdisciplinary groups helped to widen the perspectives of

various professionals to include people with PMDs. The idea of an
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interdisciplinary team is not only to share the visions, the aims and the goals, but

also to act accordingly (Sirkkola, Ala-Opas & Pagliano, 2009).

| learned that professional group reflection leads to collective knowledge
production, for example, regarding the best practices on how to involve people
with disabilities in an applied PAR process. Advising students in their projects
and supervising their thesis writing helped me to build up a multilayered insight

into the possibilities and challenges of MSE and sociocultural multisensory work.

The main theoretical result was the construction of a new international
curriculum, Professional Specialisation Studies in Multisensory Work. Its
practical result was arranging the studies as a one-year part time study, first time

in Finnish (2004-2005) and then for the first time in English in 2008, at HAMK.

Conclusion and significance of this study

Local developmental work and applied PAR on sociocultural multisensory work

continues to be an ongoing process in Finland.

Results of “MSEs in social care’ dissertation:

¢ Introduces theoretical and practical opportunities in the ways to

involve people with disabilities in developing their multisensory
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environments and everyday practices together with staff members
(e.g., empowering multimedia and group reflection)

Helps future planning and running of MSEs at micro, meso and
macro levels with the help of a new tool ‘levels of happiness
capital’

Informs practitioners various options how to develop their MSE
and inspires them to use evidence based research knowledge in
their everyday practices

Indicates that bricolage is an interesting research tool to extract an

extra layer of descriptive richness from the multiple data.
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Portfolio activities of “MSEs in social care’

The portfolio activities consist of; 1) writing scientific articles and, 2) editing a
book and a pdf-publication, 3) attending and presenting at international
specialist’s meetings and conferences plus a working placement in UK, and 4)
attending and presenting at Finnish seminars and meetings 5) arranging and

developing staff education for Finnish and international staff members.

1) Co-edited scientific journal articles:

Sirkkola, M., & Pagliano, P. (2009a). Increasing the level of participation of
individuals with vision impairment and multiple disabilities: An analysis
of the Multisensory Environment literature, Journal of the South Pacific
Educators in Vision Impairment (JSPEVI), 4,(1), 15-24.

Sirkkola, M., & Ala-Opas, T. (2009), (manuscript submitted and revised, April
2009, British Journal of Learning Disabilities),MusaSaurus II: A
multisensory environment creative activity project involving adolescents
with learning difficulties.

Sirkkola, M., & Pagliano, P. (2009b), (manuscript submitted March 2009 and
reviewed October 2009, Scandinavian Journal of Disability Research).
Empowerment in three Finnish Multisensory Environments: Experiences
of 12 interdisciplinary staff members working as service providers for

adults with profound and multiple disabilities.
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Sirkkola, M., Ala-Opas, T., & Pagliano, P. (2009).Multisensory Environments:
Challenges and possibilities of sociocultural multisensory work for
people with profound and multiple disabilities, paper at Come to Your

Senses — Conference, Toronto, October 21.-25,20009.

2) Co-edited MSE publications:

Ala-Opas, T., & Sirkkola, M. (Eds.), (2006). Sosiokulttuurinen multisensorinen
tyd — kokemuksia vammaistyOsta. [Sociocultural multisensory work—
Experiences from work with people with disabilities]. Hameen
Ammattikorkeakoulu, University of Applied Sciences. HAMKIn
julkaisuja 7/2005. Finland, Saarijarvi: Saarijarven Offset Oy.

Sirkkola, M., Veikkola, P., & Ala-Opas, T. (Eds.), (2008). Multisensory work:
Interdisciplinary approach to multisensory work. Local definitions,
specialisations studies and developmental projects. Article collection
written together with international students of Professional specialisation
studies in multisensory work. HAMK, University of Applied Sciences.
Pdf-publications 7/2008.

Sirkkola, M., & Ala-Opas, T. (2008). Introduction to multisensory work. In M.
Sirkkola, P. Veikkola, & T. Ala-Opas (Eds.), Multisensory work:
Interdisciplinary approach to multisensory work (pp. 8-11). HAMK,

University of Applied Sciences. Pdf-publications 7/2008.

225



Appendix 2
Portfolio Activities

Sirkkola, M., Veikkola, P., & Ala-Opas, T. (2008). Professional Specialisation

Studies in Multisensory Work.. In M. Sirkkola, P. Veikkola, & T. Ala-
Opas (Eds.), Multisensory work: Interdisciplinary approach to
multisensory work (pp. 12-14). HAMK, University of Applied Sciences.

Pdf-publications 7/2008.

3) International portfolio activities:

Vi.

Attended the 5™ Annual Meeting of the International Multisensory

Research Forum (IMRF), Barcelona, Spain, June 2-5, 2004

. Attended the MSE Conference, Lancaster, England, June 8-10, 2004

3)Attended the 12" Congress of International Association for the
Scientific Study of Intellectual Disability, (IASSID), Montpellier, France,
June 14-19, 2004

Attended the International Association’s (ISNA’s) meeting for experts in
Stockholm and Orebro, Sweden, August 30-September 3, 2004.

Presented three papers (Sirkkola, 2005a; 2005b; 2005c) and a workshop
(Sirkkola & Ala-Opas, 2005) at the 3™ Symposium of International
Association (ISNA), The world discovers snoezelen, Berlin, Germany,
September 29—October 1, 2005.

Attended the World Wide 1* Conference, Heel, Netherlands, October 3-4,

2005.
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Presented a workshop (Sirkkola & Veikkola, 2006) and wrote an article
(Sirkkola, 2006) to ISNA’s 4™ Symposium Snoezelen: Support concepts
and projects, Mitterteich, Germany, September 28—-October 2, 2006

Worked at Meldreth Manor School in Cambridge, UK, October 3-31,

2006

. Attended IMRF’s 3 day conference Making sense of art: Making art of

senses at Oxford Universiy, October 27-29, 2006

Presented a poster (Sirkkola & Nieminen, 2007) at IMRF’s 8" Annual
Meeting, University of Sydney, July 5-7, 2007

Presented a key note lecture (Pagliano & Sirkkola, 2007) and a workshop
(Sirkkola, Veikkola, & Pagliano, 2007) at ISNA’s 5" Symposium
Discovering a new world, Montreal, October 20-21, 2007

Presented a poster (Sirkkola, 2008) at IASSID’s 13" Congress, People
with intellectual disabilities: Citizens in the world, Cape Town, South
Africa, August, 25-30, 2008

Presented a workshop (Sirkkola, Veikkola, & Ala-Opas, 2008) together
with 16 international MSW-students, and wrote a paper (Sirkkola & Ala-
Opas, 2008) to ISNA’s 6th Symposium, Snoezelen: linsights into national

and international practical work, Neuwied, Germany, October, 2-5, 2008,
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4) National portfolio activities:

Lectured at HYVe-conference (Wellness technology conference), Summer
University of Hameenlinna, Finland, Multisensoriset ymparistot ja uudet
innovaatiot (Multisensory Environments and new innovations), (Sirkkola,

2004), October 5-6, 2004.

. Attended the meeting, collected data and presented at the Finnish

Multisensory Network group(Seingjoki, 2004; Paimio, 2005)

Lectured at a seminar of FDUV, Association for Autism and Asperger’s
Syndrome, Jaatinen & A Change for the child, Multiprofessional
Multisensory Work (unpublished PowerPoint presentation in Finnish),
November 10, 2006.

Lectured at the Universities of Applied Sciences’ Seminar for pre school
education, Multisensorinen ty6 varhaiskasvatuksessa [Multisensory work
at pre school education], (Sirkkola, 2007a), (PowerPoint presentation sent
to audience), Tampere, Finland, February 26, 2007.

Presented a key note lecture Vaikeimmin vammaisen henkilén
osallistaminen ja voimaannuttaminen multisensorisen tyon avulla
[Facilitating participation and empowerment of people with PMDs in
MSEs], (Sirkkola, 2007b), at the Finnish Association on Intellectual and
Developmental Disabilities Menossa mukana- seminar, Lahti, Finland,

November 15, 2007.
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Lectured for staff members of Helsinki City Adult Services for Social
Department, Osallisuus, voimaantuminen ja onnellisuuden péadoma
[Participation, empowerment and happiness capital], (Sirkkola, 2007c),
(PowerPoint presentation sent to audience), Kirkkonummi, Finland,
November 3, 2007,

Presented a key note lecture Monimuotoinen multisensorinen toiminta
[Multiple multisensory activities], (Sirkkola, 2007d, at Sesam-seminar in
Helsinki, November 29-30, 2007. Retrieved May 20, 2008, from

http://groups.yahoo.com/Jaatistietoisku/message/1312

Lectured at University of Abo, in Vasa (Sirkkola, 2008), Studia generalia,
Happiness Capital.

Lectured at University of Jyvéskyld’s symposium for special teachers,
Osallistava multisensorinen oppimisymparistd [Multisensory Environment
facilitating participation], (Sirkkola, 2008), Jyvéskyl&, Finland, August 4-
5, 2008.

Presented Kokemuksia multisensorisen tyon opettamisesta [Experiences of
teaching multisensory work] at the Finnish Multisensory Network meeting
in Helsinki, February 2, 2009.

Final portfolio activity; wrote an essay, and described the relationship
between the thesis and the work portfolio as An overview of the portfolio

thesis process (Chapter 6)
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5) Curriculum development and teaching at Professional specialisation studies

in multisensory work and at HAMK’s International Summer Schools:

Sirkkola, M., & Ala-Opas, T. (Autumn 2004 - Spring 2005). First
interdisciplinary Professional specialisation studies in multisensory work,

30 ECTS (15 Finnish students)

. Sirkkola, M., & Veikkola, P. (May 2007 and May 2008) HAMK’s

International Summer School; Space experience and body expressions, 1v2
ECTS (16 and 39 Finnish and international students),

Sirkkola, M., Veikkola, P., & Ala-Opas, T. (2008). First international
interdisciplinary Professional specialisation studies in multisensory work,

30 ECTS (16 international students)

230



Appendix 3

Article published in JSPEVI

Increasing the Level of Participation of Individuals with
Vision Impairment and Multiple Disabilities:
An Analysis of the Multisensory Environment Literature

MARJA SIREKOLA
Serior Lecteen, Hime Palytechnic, University ol Applied Sciences, Fnlard

ASSOC, PROF. PAUL PAGLIANG
Agseciaty Prafossern, School of Education, James Cook Universicy

ABSTRACT

The alm of this survey of the Iceracure is oo idereify mathads ta pramees grober vk ol partispaes ol adisduik wich sision impaiment
and mukiple ciszblides in Muldsensory Ervironmest sessarch The amboi of £3 sbofan rieiali paticigation of individeals with vison
fmpairment and mubiple dsabilies & ot yer explccly emploped o MSF messarch, Hoveven, MEE siall members di aapress inberest in
developing more efecive communiczzion sracsgies and recagnise the need to angage in critl self-reflpction te encaurage incrisesd lval
of partcipation. Key strareghts to endarse parid paton idenatfied were trams-disd phrary cramark whise tha pecsan with vidos impacsent
and miufple diabfites is incleded i a e membar, saff educacdan thar focuses on parcklparary resmrch knowdodgn and the spplicatas of
an sopang reflexim-ckalecticl parpecve an practioe.

Haywrords: wsion imgairment ool muitipde Vi, ¥ envroemant [MEE), wreosmeledl, partcipatory research,
participatory action research {PAR), vans-discipbnary teamwark.

Thrcughear the warld Miltisensory Envizonmenes (RESE) Mgy & Post, 2000 macher chan examining tle mescanch Jue
live oo popular pleces foe individaals with vision miurmarion that miyht icforn practioe (Biesta, 2007),
bgadnmen and anluple disdbilive (VUMD MSES ame e of the dilficuldes facing MSE researchers is the MSE

dedicated apaces "wlu;n stlrnlation & conieodled L o S the perse b5 nee o therapy, nor is it an educational approsch, itisa
perceived mntlvacian jand| interesta . of the user” (Faghinne, medivm of communication where maultsensory stimmulatson
L&, p. 107, The conarellsd multisensory aspect may make iz used o conwerse it a concrete arpre-cognitive kel This is
these eaviconments maoee suitable for individuals with VI particalardy valuable for individuals whe Sed conumuanicstion
ML bz it allows the MSE prissisioner eo uake the user's at a mace absiact cogritive lewel fie., tuough speecls and
sense ahilities ino aoooums. Tangange} too conhasing [Pagliana, 2008], Cace the individis)
The MEE practitioner loarns baw to control stimulatios i able ta commmmicate with thewarld carsids their awn bady
w e the uniue sensory communication mequisies of a urirg riltisesenry ssimnlicion this opens wp the possibding
particular wser by consulting with that client and incloding for the MSE o e wsed in particalar wers suchs g for lelsuze,
kim or ber in the decisicn-making process. Participation & relaxation, theapy aird edication,
thersdnre an importane feanares of the MSE. Tdentifying ways ‘The aim of this wureey of the neseanch Hemtuns themelone
w promote this muobhsensory pre-cogrddve dialogue can is to tdentify methods used to promote greater bevels of
he challenging. Thia is hecmase nsers often have profoand perticipotion of individieals with VIO in MSEs This
dizarders of communicatien, T b ahle o suppor inoreessd servey will forus oo the woy the MEDR practitiomer inclodes
krvelg of participation the MSE practiesaner therefore mest the client in practice. As Frankish [2008) argoes: "1 we want
crnploy & somhisticated seperbnies of spesialised rehniques, mare evudence-based prociice, we need mars practics-based
evidence” [p. L].

Purpose Statemaont

Evidence based practior (EPP) ie a problem-bagsd appooach Participation

whers learning stems fom one’s infoemuiion needs, o thefr chapter oo pacticipaory sotion rssearch (BAR],
particulazly those of the practiioner |Sackey, Resenberg Bernsitis and MeTgan's |2000] esution *Th the exrent tha
Cray, Flayeess & Richardson, 1996), EBP therefore offers socia] research ipnoves che pamiclpane vievw, or imposes isslf
AppOTHARIHCE £ Hopaewe the way FSEs ane used wich clienus. {in process or its fndings) on pariclpanes, ic is Hkely to be
D o a lack of high qualicy yegearch though, most sumesys mpamded s Ulegitmace, [ostering alienation or hossilicy,
af the rsearch lieiarure becomse boggesd down, focusing more and thus provoking sesistance” [p. SP0-581]. This warsicg
an the need for increased lewels of scentdfio dguur (Cuv, # avutgly rulevant lor mesarch involving individizals with

WOLUME 4. MUHEBER 1. 2009
15
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IOLMMAL OF THE SGUTH FACIFIC ECUCATORS IM VISION IMPAIRMENT

VLD panticularly thess with disoaders of com tinn
becsuse of the wodaney for othies o gpedk for them. The
Idea of heving sometme speak bor you, fails o acknpwledge
the passibilicy that the imlividual oocered oy need
CREMITUNICabe a4 more copcoehy pre-copmitive nulisensney
lewel.

In a soudy by Kiwhin (2000], that sought the oplnisns
of 3% peaple with disabilices an disabality mesasch, “the
meapilents amlenlared a need far inclusive, gcton-based
megcarch atpales, wheee disshled people are imvmived as
comsuHants and partiens et je 3 rseinch suhjeos” (p. 25]
Increasingly it seema peaple with disshilities themaches are
sxpomply suppoming che tdea af participatory reseanch, witly
magy sow pablicly echoing the perocpacion principle of
“mothing about us without us” [Hall, 2005, p 81].

With this challenge in rmand the suthos canducted a surney
o ezl and MEE livzvanme: v identify possshle research
strategics that would i te requirement of the pseanch belng
participatary. When choosing research stadies it wis desided
i b s eelbecsic as possible, deliberacely embracinp, studics
froen a diweese rangs of methodologes and client groups.

Participatory Research

Participaroey research ds defned as “systematic Geepeicg,
with the eollabororinn of those affected by dbo sssuc hiing
sudisd, lor purposes of edvotion and taking action ac
effecting chanpe” (Franklsh, 2008, p. 1) Thmee koy aspects
of participatocy rescanch are peopks, power and praas [Fioo,
1994). Pamicipatory mescosch (eevses oo the nesds omd
axperienoes of thosy people wha ans igvaeleed in the research.
These pends nowl expesienes are comsidered within o caotext
af power, o participatory seseach is an examinadon of how
theory amd practice are cambined in action,

“Participatesy Research seoks o deslitise and de-mystify
pesnarch, thencky making it an iorellecnanl wol that pesph:
can use for Libs impeovemene” [Tilakacina, 1990, po 3L
“This is in contras: 1o litist rssmh where the “lundemenal
umelertying assampaion is that peoplo ane insapeble of daing
research = it is & monopaly of the elive whe know sciensific
methodokagies” [p, 1] Brown 20001, p 162) slusidabes:

Children with diszbilities ansl posons with mental
recardarion hisearicaliy beve been viewsd as oo being
able w amculars cheir concerns, Besearchers seust
e b senaitive o mechinisms wherdhy people can
participase meaningfully in resanch ways nos previoasly
thomghit possthle. While family mummbers an: iponant
patticigrnts, i persons with disobilities can partivipate
meanivghally, reacancles may want o consider that a
firse chaice.

As Tilgkaratea (1990} assens, professionals wha adept 2
paroapacory reseanch metbadobogy mues be highly sensicised
v willing te dialogue ... un more o less equal teooms” [ 3
Tarticipatary mescarch invalwing individuals with WE®AD,
eapietially when disseders of commuanicaden are invodved,
is theeelore a particulacly elallenging possult where more
cancrere pre-cagnicve multissnsacy brmes of camomanication
are wiilised.

Vision Impairment and Multiple
Drsabilities [VI/MIY]
The temn vizbon impairment acl moliple disabilides (VY

M) describes 2 set of comdigans where the individual
has wision impairment aml mese than  owo  ozher

disabilitien, Tless ray include intelleciual, physicel ol
sensary disabilities byt mose often invshe diesders al
communication. These dividusls may Gnd i challenging
1o maintaim cheic awarcness of eovizonmental events. Their
ways of commuuication an: therelore liesly o b highly
idsnsynimatic and strenply influenesd by cootext This ig
particolasdy the eese for individuals with vision lmpaimment.
In addision 1o wheir disshilities thess indidduals equenthy
have medical complications soch as sermare disarders ehar
farther exacerhore active participation (Viaskamp, Seoten
Huijsmans & Smic, 2003

sceprding @ Kitchin (2000, p25t the concept of those
with digabilities becoming partners in neseasch heings with
it the danper of smisslon of chom with the mmdse sovere
combanations of disabilities. Thess indnnduals mey be outsicds
yesearch effores hecauss they am pereelved as too dufficult to
inebade, especially when viston imgpainmene and disorders
of commumisison ae invalved. Any facon of participatory
research with mdividuals with VUMD therefene 0 highly
anshiioms hut none the Jess wosthwhile

I participatory wsearch, working togecher is a corteal
compeaent. However, a8 Walmsley (2064, p. 66] obsanes
“Nernaskshly liile has been writteny about what sapparers
|or minsi-tigabkled rescarchers] do when supporting pzaple
wirh learping dilfiealises in 2 number of conbesxts incleding
pasticipatory rescarch”. The authars stracngem thevefoee was
e try o klentify a set af incseenental steps employed in the
research lieranere that deniosrage S0as movement bowards
the peaetios of more Inchasive research.

“Two comtexts, which scom b luwee same patential
irwalve the individual with VIO s the research process
are snoszelents and MSEs, The sudioss duesebore decid il
w sarvey this liemtwes woassess bow such pamicipotacy
research might be happening in thess efrironmenes and in
wlat amangements. The muhem wess guided by Eemmis
and MeTeggam's 2000, po 595 mecomecodlation that
“The eriterion of sixccess Is nos whether participants b
forllowed the siops ithfully, et whether they hase 3 sieog
and auchentic stae of development and svolution in theic
practices, and the sitantions in whicl they praceice.”

Snoezelen® and Multisensory
Environments [MSEs}

Theword snoezelend, creatid by comblning owa Duatch warda
Far "endll” and *doze’, is a term imtreduced by Hulsegge ad
Virlweul in 1974 [Verhenl, 2003]. Working at Do Harwmberg
in the Metherbands, they nsed sacezelend? w describe thelr
urpese ikt epvircnmends for peapls with disabdites. The
emphseia was on facilitstion of interpemsanal relaticnships

multisensory stimylatan [Hutchinsan & Haggar,
14954} As Hulssgee aod Vecheul (1987, p.11 | explain:

Ome could pive many deserdptions of what precisely
‘spoemelen’ is, hut through wird acd image itis ondy pandy
posilile w give an exact represenratiem af what happeoe.
Uiiracely, persenal sxperlencs alone can provide an oveall
omTe.

Theradia) e ol snoepslendwas itsemplssia on client
led luisure ehoies and the sccompanying notion that it be
nondireciive, lacking specifie sdicational or therspeuiss 29ms
prederermined hy those facilitating access o the multisensary
gaperienees (Hogg, Caver, Lambe & Smanddle, 2001]. peﬁ'-'!“f‘l
expurises bas besn closely alagned to leisare and beisurs 10 =
acgued possesss ik own potencal foc selfdevalipment and
welfreatization [Hegg eval, 2001], Accenting 1o Hulseggs and

WOLIHE 4. MUMBER |, 2009

232



Appendix 3

Article published in JSPEVI

ARTICLES

Varheul |IUH?:I Snoexcleny® climnes wine b chioss what they
warited todo. Theywere invived to panicipice and bz acelve in
ways Lhat were personally sugiahle and relevam. Funbermeor
in the criginal comcepe, a sesaion's dumation degeended mome
om the elientele’s responses chan external limits imposed by
th gaurer (Lad, 200E], As g Jebsure sppooach then, snoezelim®
pocerided 4 wiylonis ogainn to the care environmens cultues of
the time |Barng, Co S Ploa, 2000].

To responss bo the wopd * Lenis’ hecoming a megistecnd
rradematk, @ mew e Cmalisenscey envireoment” (MSE
wascnined (Pagliang, 1999), The origina spoczelend concept
was remterpneted i mees oo plix ceens 45 an opeormindod
or multibmetional sgods [Paghians, 1998) Paghine |L99E,
. 107} amroed 2hat the MSE “can cibe o vareny of physical,
pevebodogical amd ilegical fnrms® inchoding a “dark
roorm® {Baglizno, 2001, p. 25| I ndividnels with wision
inpairmens. Fur Pagliane [2001] “The MSE is desymed from.
the _. |individnal] out® |p. 43| Such a blueprint works ot
manr bevals from the physicad 1 the cmotioral. As such the
MEE becames an ineobatar 40 support the wery begmnings
of mplocation of the envirssunent with e individual 2
particinant action pessarcher |Paglissn, HHGL

For the remaleder af thas paper the wond MSE s used as
an umhaells term to include both the MSE puegenisor the
snoezelen® ared the MSE jtself This B becauge boch the
spoczchen® and the MSE prowide 4 similay smoy of Hghs,
sousds, aramas, vibations, movements and tacne stimmli
within an enciossd and eontrodled spece. They both pmomote
safe oppartunitiss fer mdividuals o pamicpate m cheir own
memearch, This chienss’ owm nesds, or sensocy dicts delingane
wehiat tlie sepekn® or MEE are and bow thury are experind
IMfissshanes, 2HIG)

Inclusive Research Goes Beyond the
Eithes/O¢

For Pagliano [2006) A commos ceiticlsn of Multlsensory
Ervcbronmenis (M5Es| relates 1 the bick of avallabl: research
w validete jis wse. This criticisen alien highlights the
point that most published research is of falely poor quality,
qualitative in natuze of coploys & case svmly mhodolugy
with lictle or 10 apgrvanioy for geoecalisacion. (po 23]

He further agpees: ®nuich criticism does nof secom o
demenszraes an adequaty undestanding of the evormous
F lexdries and fne wanelgisd wich this emergmy,
arez”, and in particular the ides thar che MEE is 2 pumpass
Faxilt ernizonmens speciteally designed oo iormhee the chist in
Tesearch, Sor the individusal b gain insight toio how o inwzeass
and develop levels of cugapenent wich the cutside workd.

A Joy concen cegarding chis quest 1o juciese the
Jepitirnacy of socizl resssrch by imvolving poopls with V1Y
MI in e peseaech is the interface betwoen subjectiviey and
iljmetving

wer | knmw s Gllice Egsner discusses, ther it will be
diffieult 1o wenn echolans amd the .. public [fom 4 view chat
mneasuring, comparssom, and onieomess ane 2l thet mares
.. Welve opened 8 space g0 -, stmvolste meee discassion
of working e spetes bepween subjeciviny and ohjoctiviny
.. |[Bls & Bochmes, 2000 po Fil). Iochisoro rescarch goes
beyond the cithes, ox

MISE licezetume s divesse in Js scope. This s becauss
2B g for both childmen [Shapirs, Pansh, Geeen 8, Rl
L3¥) amdd adulis with disgbilities [Viaskamp 4t al, 2003),
for individials with dementia, of which 70% have a visleo
impairment (Ssal, Fiokney & Beang, 2003 far pecple

with menzed health problenss [van Diepen, Bailkon, Baduman,
Tooks, Spencer & Pretiyman, 20068, and e in palligive
came [Schofleld, 2003), for bedware, reloation, interetion,
developmeent, Jrarning 4od intervemmicn [Messbaveg, 2005).
MiSE research similacly favcives disciplines as waral as
eiacmion, marsmg, peeladogy, pevchisry, ostupational
thenapy, physictherapy, spoech langrage pathology and allied
cheraples {art, arome, musich.

Method of Analysis

The quthars wished to Bml a way 0 sart the M3E lieerarues
1o ascenam whar, §f amy, mesearch ooekd be dascnbed as
lieing pasticipasnry, even iF anly in rudimensasy wiys, They
ssarcded for an allencompassing approach, a maodel that
would alkre cramindeing W coour across o brosd cage of
reseamch methodubogics and crpes. 1owas chemelon: decidid w0
s Hemmmis end MeTapgeare's | 2HE pp. 575378 e aepesss
of praceice s a basic ramewoek: fioe organising the Heerarure,
Tha five spaces of practioe
1. “Fractice ns individual behavion o be shedied obyecively™
2 Peacrce as group befavior or el co be sudied

obectivedy™
3. “Proctiza gz individual aceion, o be stadisd fone the

paripectiva of e sulfeceive”
&, “Pracyics ag soclad acifon or radition, g0 he andarstocd

Ve ahe perspeciive of e suleden ™
8. “Proctics oy reflexive, np be soadisd dinlachivay™

The &fth ospece recogmises thit b snudy of praccice = o
pelizical prooess becauss che presess of esamination invahoes
change. This new of practice chalkenges the dachooomies oo
dnalizme that sepasate tie first four viows fmm ooe ansthies;
f the dualism of the indsvideal versas cthe subjectes. [3
arwempes in see each of these disnensions nocm womms of peler
apposiies, but in terme of the mumaliey and relatonship
betwren these different aspeocs of things. (p. 57E|

The poal of aspect fve 6 o cegasd MSE precte:s 45 &
peflizdie: proeess imvolbving an oogaing prossdune of diescing
(e's thinkieg abot the practics back upom isself 15 Lacher
{15 |imgplaing & reflenve poocess “foomscs on GUF 0 GAEY L5E
of takes-lor-grarted fooms” acd i use “might Jeed vs cowinds
a sienc capable of comummually demystihing the raliie i
serves to create” [Lather, 1991, po L3) Studying practise
alecteally invobrs e pocess o which twe apparently
cpposed ideas, namely subjective end chisctive phas lividual
ared group become combived G 4 anifed whale, MEE
actitioners therefore employ i episernobogicsl perapectve,
wisich Kempnds and hc Tigrart {2000} descaibs as vever either,
abwaya both® (o 575). For the MSE thy HRh agpect atiempis
o undezstand practize fmm &ll four perspectines, They all
mrovide vital infemmation to Inform practice.

Results

The resalis aro nepochéd i ow parrs. Part oo consiss of
sn owerall anedyeis of the spedice and chedr allocadon o
the five aspeas peconding v nwsthodology, discussion and
peppmmendaticos for fedum b, Fart two poovides a
e in-depth acalysis of studies Jossed ander erpert fve

Crverall Analysis

10 thea 47 PSE sincfics anikpsed, 22 fnowsed o disabilities aw
1% oo dermertin ar ethir healeh tsroes. The disabality stodics

WOLLHE &, MUREEY |, 2039

T
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covezad d rarge of dillicalties but mostly Centesd on mirlipls
disahilrists, The demiakia sbadics wees naluded Bioauss of
strmilar challemges repirding diEAzaltics with s atin,
their melacten high quality and cheir ol " i

sitgtlon” ip, 577 A fascinaueng exomple b by Pulstord ¢ al,
(2000 whioh was prodoisaly ncluded undse aspact three, [t
appeazs wder asgecs i i3 well a5 aspecs taree becauss of
che i Eacim an a gmaep acenvrte s cthie sathoo ssbe

pesearch merhadalogy Tnclusion of chese soolles was tarther
justied from the pempecive of the high incidenee of vissn

“riost researchers preder MISES o5 a4 sevting dor individual
AT r her sy lacian arral o

imparrment and the meressed sk of poople wich disab
guch as Down syediome developing early comet din
[Sémmetmaae, van Schacensrein Lanvmarsde Wilk, Ecliellevia
£ Drigmaent, 2007
Far che first aspoct “Praciiss a2 irdividand behovioar to e
mimdied cifecivelp™ soseagch Cepoming On Cpriclicns Seen
‘pricnacily # the cumile™ was idencified |Remmis B
MoTaggem, & . 5PE) wsicg “guantisstne, correlatinnal-
axpurimenral llll.l:llm.lb“ Ip. &8L} Research procelos D5 “seen
in lezme o padonne, comes and effeces” (p, 5761 Foc
ewaimple, e Hisggluon e al [1993) enspiciea] evaluatica
o mamine tho ofieis of MESE uss om 17 individiial cliildeen
with severe dismkbility S this chemmensde. Thesr swudy
el ARROAVR, ro reveal a stolistically sErifcene inTee moa
number af particular ekille exhibived byt paeticipints om
pocs Lo poal-MMEE. Fustlher disabilaby sendics that fiv under che
Ares smpect include Thompeon and Marein (1904], Ashby
wt ad. |[1295]; Shapica et ol |L997] Slevin and MoClelland
T1295] Vigkamp o ad. (2003 Matwow et af. (2004, Chamae
el [240015) amd Baplan ar o, [2006) |see Table L
The seoond aspect “Moctice ax group behonnr or sanel
e s srmubind lfocovaly sipnliarly “vieves praciice o e
crubaisfc’ bt soes it 1o cerms of tha social groap® racher chan
the indivichual |Kemmis & MeTaggers, 200, p. §76]. A sanly
by Modfae e al, | 1993 wae |ocaced under bach che fiose aod
ez papecrs, T ke SI:I."MI; which ilbosred a ||1'|||.l:|p\'!tluﬁ|:|l|n".'

Wood s el e WD builds an el sppeoach. 1e WT, the
mubit-sensory eovironmen:s becomes an adponce 1o smalk
sreap spcrsacicnal scivee g G648, Mat withetaauling chere
being no disabilivy ressapch, severs] otbey denssaibe stodies
correspond to aspect foun Zinn (2000 Baldkar (2003 Saal
. [0S oo . |2001), Hope and Wasrrman [201],
Hope of Al |2004), van Weest of A6 (2008 ] dhed Wi Wedi o
al |200E) |eae Teble 1)

The fikh aspect “Prociice ar mefoave, 4o be sodied
elholee plevle® |Bemme S MeThgart, 2004, p. B¥8) poovidie
& hroader clossHicadion that wanscends “soch of these swn
dichoromies individual-social and oblectve-subfemive by
aeeing kol an dialacical bermme for a bacanmy of difeoene
ipproachies o the smudy of peactios” (p. G75). Aspest G
meee clowly fice parsciparary research, The suthore were
nik shle b idendly any reseasch ot eauld be diesearibed
pamicipamTy. fC was only possible o distingnish sessicch
that cancaired rudimenss of parccipanary meoarch, a proosss
degcribed in the Rowing sectian

Rudimentary Aspocts of Pardclpatory Besearch

Sarung lceraruse ioto the firse four ampeme was mepsonablby
straiphtforwarl, Sorting litsalure iabs aspest ve wes mon:
difficile. As scamed previcosly che frer somr did not sdencify
asy MGE lisratie that saplcitly motched spoct five. 1t we

I alessigm, i 3 the sffects o snoezelend® on
peopie with dementin, with ssvenl hypotheses wristten in
eeenan af the groop al 12 pacimnes, Tor sxample, kypochesis
ome wis “Fatients and sl cnjuy snsczelen sesiin (235
Crber dementia soudies matching boch chie fese gnd secosd
ctegouies wene Moflet el ol [LPRE] Pinkney | L9075 Heps
Crusg) Maker ol (2001); ven Depen ar al {20023, Daker et
all. [2003] BaTlan e al, {2004, Daillon e o, (2005 and van
Wpern ¢ af. (2005, 2006} (s Table 1]

Fuar she thinl aspess “Frovtice as ama’maa.l ncarrm.. [
b sewdied fooen the puos af the sl . the
anchars idenaificd seseasch that mepocked gs “attempis b
undizstaml praceic: from the inside™ |Eemmis & o Taggar,
DMID, po SPE) usizmg “gazliosies mothode  (including
angnkicgraphical, Ilbogaphibe,  and  phesomenaloges]
oicthmled® (p, 57%) COne svody chao fes chis aspect wis
by Bakker |2003) wius discribes her exporionces with her
father who kas Alzheimer's disesse In the paper ahe
“evaluatex che mlovarcs of pood enviromment, ineluding
Inperesting  sigbin, amedl, seands, @eses, oand  mile
mngarons, o ncreasing fanctional abilities and spenbor
of lder prophe with damenifa” (p, 265 Further sosdiss i
match inclirde Hutchirman aml Haggar [19%91); De Dunsen
[1eRaE]; hope [1997); Kenyon anl Hueg (1896 Martin o
al. [1¥dl Palefard ar o (2000); Andersson and fohenseon
130035 Kwok el wl (RN and MeGormack {3603 (zez
Takla [},

The foarth saprcn ~Fracoics as social scoinn or pradinice. 1o
[hclun&muﬂd’f{umtJI:pu:rJl'unr.tlranrhsmﬁfngm'l.1m||.'\.r|5.'
Yaztamgns 1o understand practce dnone the inside™ (Kemmin
& MoTaggast, 2000, p, 577) and Hkmeise uses gualitasive
mgthefs, The dillepemce bivvever s undemsianding practics
“aa g of o social grroemere chan concribues o foeralng che
e bnowhich @ekon (praciice] s usdsssined by peopls in cthe

w 2 mw arareh furv-i'lu i vml.l.ed

1i aspects af g , This
&:ﬂnrﬂm: thi lin.l:nwe o partklpatory snd participetcay
At [IECT =T chas

ekl be Ill.-.Iu.lﬂ:-\.‘wl e penlcipavory [Femumbs & heTigga,
A0, These sdentified nchuled x lpaas ea:

= Cliemis’ peeferences of individial aeeds

= Family members® paricipation of inteniction

v Sl erAning, participacion at inweraciion

+ Wi i 1 develizping com

and mr:muunl.ow |m|u1tlw|.. oal'letln:-n deveiigpriend

npad for changn)

e the 13t had been il the DASE L wan
reemanyined pn e il these elenmsnls wene poesent. Blentilying
theseelements was more complicaned than che original soning
intis the Rt fioar categaries bocauss. all dosails of sach wiady
liweluadioeg alwe & Mk, 1@ Lalitanes sl
nesdad o be carehiulby comsidaned

Follranimy the new less simngant allocacion poocess usng
the frur Slements 25 of the 41 andics wwre neated ander
papeck fve |see Tahle L1, 03 disahiliy and LT demeneia, The
hest examples identified wore in che demencia erea by van
Wrrt b al, [2004] and v Weere e ol (250 The sodies
eegarted aib T the seseinch Yefioeied & cliasge feom task-
orienged care o realdans-oreneed care® fvan Wearr, Earetra,
o Uhzlimen, Benaing, B rex + II.Il:ll:l:,\I ALK,

docreasn i Chlafignanc Soclal  Peychology'™  [wan T,
Janzsen, van Dulmen, Sprecuwenbery, Benaing & Rdbhe,
200G, p GhE)L Farthonmnose both sudes i ancuEpls
ac af cemicing. The ather aonles that moiamed semc
eleiments of partipatiog, pasticulacly with pegards s futune
plane, can ba found o Tabds 8,

WLLAHE 4. FMUMBER 12008
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Table |
MEE research sorted into Kemmis & MeTaggart’s (2000) fre aspects of practce
Froous
Parmpmothem ncllwicliaal Sacial Both -
Ciljurtive, Iy (i |
Cuanciashee L2345 ETET NI, | ZET L1514, 17,20 [8] LT L4 1720
13, 14, 16, 17, %20, 7]
-I:::I.E?.I'H?l] i
| 24, 6,27, 36,31, 14,726,277, 30,31, L 354041 [ D4 263730,31,32,
31,35, 35, 3940, 41, 42 [1233) | (W17 25, 40,41, [3 5]
Subjective, i i)
Chmitatien 1.3, 19, 11,15, 1§ 18 [7] [ [
5,28, 33, 39,42 [5112] 28, 2%, 33 34, 36, 27, 08 7] 28,33 [212] i il
Bath 2 d 45} Parziipatian
1,310 1, 16 [5] M LA b 10,13, 15, 16,18, 19,
; B TLEIL I 1Y)
39,42 24,25, 17,20, 2%, 33,34, 35,37,
5 ; ] L AR, 59,42 [ 2028]

{1-5} Five aspeess of practica (Mammis & MeTuggaet 2000, pp 5759
[rte] Tonal rurnber of soudies: | st disabibcy {oop), dnd demenci, 3rd bath
Listed chronalagieally with capsperiziton givers afver piae of putlication,

MEE disshilicy resparch

1y Hutshiroenn & Haggar (1991 1,25

3 Long B Hap (1FFL; 1,2

3) D Bormes {1594): 1,2, 5

4] Thormpean & Fargn (1841, 5

) Ay, Lindsyy Procalisdy, Brashoime & Geslen {19955 |
£1Wichors & Ermcoen (1995); 1,15

71 Lindsay, Fircaichly, Seslan, Bunein, Drosdalme & Ay (19971, 2
0} Shapire Parush, Grenn & Reth {19573 1

9} Heughean, Douglis. Brigg. Langsford, Powed, Vet Chapman & Kollver (19987 1
1) Benpon & Hong (195 3,5

11} Bhartin, Gaffan &Wlams (1998123

12} Elewin B McCladland {19995 |

15} v, May & gt (200013 1,2,5

14} Linadsary, Btack, Brosbvolme, Piocaicey & Horrsfop (30011,
15hAndarssan & jomaniien 2003 3,5

16} Kok, T & Sung (20033 1,3,5

1) Leng,WWoodward, Suokes, Swanameing & Baler (20033 1,2
10} MrCremack (2003):3,5

19y Wlkthmmip, Goenen Hajsmares & S (20055 1.5

204 Mazson, Damiburg & Salk (20045 1,5

21 Sinph, Langderi,Winan, Mofing, Sige, Broven B Groeneweg (901, 2
23} Clhiary, Fureg, Torg B Thompson (208): 1.5

23} Kalpan, Clopton, Kaplan, Merstaunr & McFhersan (2005): 1.5

MSE dementla or other health issues rosaarch:

24 ralfas, Parker, Finkney, Garside B Freeran (19933 1.2,5

5] Hepa 155713, 5

5) Finkney {19900 1.2

1) Fope {1958 1,2,5

18) Fulsford, Rushtorth & Conror (2 14,5

2% Zinn (KL 4.5

I Bakar, Ball, Baker, Gitsan, Hollovway, Pearcn, Diowding, Thorms, Assey & Wargng (20015 1.3
1) wan Dilepen, Baflon, Redman, Reods, Sponmor & Prosgyman 20023 1,2

21 Bk, Halloway, Hellamp, Larsson, Huruman, Fearce, Scherman, joharssam, Thomman Warsng & O (2003 1,2

33) Babier (20030 3.4 5
14) Sepal, Plricrwgy & Renne (200354, 5
35) Badlen, van Didpen, Presnrman, Kedman, Rooks & Cargpled] (2004); 1,2
Ay Cone, Bagrrre & Savags (20040 1,45
POLUME 4. MUMBER |, 200%
19
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37 Hope &Wakarman [2004); 4, 5

3B Hopa. Basbee & WWanarimmam Q00-1) 4. 5
395w Weorr, Kerfomra, van Dlmen, Bensieg, Pecer & Ribbe (20049 4, 5
A4y Baillan, van Oinpen, Preymman, Rackn, Redran B Camrgesl] (2005]0 1.2
A1 wi Wi twan Db 1, Spr barg, Bibbe & Lansi
AT wn W R L Jangacn, v Duu W, E;r\luumuhnr_[_ﬂuu

For full detalis ses Ruforanca il

A0 1,3
g & Fubba (2008 1,3, 5

Digiails cuchndog why eech of thee 25 sosdles were allocared
un apecr, fee are prosenced In Toble 2.
Tabie 2

MEE research lomred under aspect 5 further sorted ascesding Lo fous rudirmantary slermeac of partzipatory
research

Research fodus ont

Cllencs” preferenoss oF indvidual needs:

= kdencity preferonces, JUTUns CooReration Wit seoczelen stall and ether stafl (€4

+ Haamarch on pﬂrﬂqln.lnp:' fvmaurice activity {1357

= Futurn phna for deemb ek, luaticn af individual needs and sl working habics {1577

= Efectivencss of Uue m.lJ"L-r thw participants bad already choaen, HIsWun aof Indridual neccs im FSEs (1951

* Inpdlcadors of Srdings, Tubans assekena wed rratmune disonsed noad 7 g, @ oy ax geal, lacking for the micat
relnfarcing couipmaent (M4

= Futurs planc arvd-qu-rdnm I'pﬂximlqd predforoncn s, seraighos @nd planned applcationd @7t

- Dby prufsrences In MEE (3458

+ Condeita 1I:I|'||rul'.|u wmuuct Ftruesing, prepars an “indbidual sroscel cars plan fp 2590 4215

Familly mermibars' paricpation or moercEon:

= Tazi “paals wora selsctad by akhor tha Tarmdly oF the residenoe” saalf {p$46) (230

+ Ruzlitrou’s meod amd seraoz seales, plans o vudy carsr-pationt s raction means desphy i the Amees (3457

« Frae chaice 10 partipabe. atentan ee family-client relatian |

= iemprerang and mascrmreg well-Eaing in mubiEENESrE aNERGnMenTE CARERIVErs and visiters

= Opiniens are vabued, sabdng & prablesn ina paridpstary way {385+

* Bresivicip] 1T Ranoey i‘tww i O Takrwily ﬂmmb'?.l?" {p €590 (423

Saff tﬂdnhx. Fartistpation or htel'utloﬂl

= Mebwicn F viad e, whal tralning { |

« Frall members’ pas u..yul.-uu in 1, their work_ dmmloping 3 new madiien (3744
* Cellak & grow o p democratic nttion resemrch, stafl has mn sctive rolu n the research whuryging culeurs of cars
El ki

= Changay care frem mik cricneed oo realdnnr-grinnnad fry st maining and implementing 4 new inersension {19
= SLall wrained in snoreckon shesad & alpre i tha col numkar of warkal urtsrances ... demton af redldone
FADE 1t alrb:l:--t wouich .. @eed sl g fp. 66 5] {41‘“-

‘l’llunm‘pﬂ-rﬂﬂpnmrr research in dewcloping enviconments and methodobogy {evabuatlan, roflaction, dmﬂnplmm or
nesd for changsj

+ Mhilisie he=dz, dial way af planning d T weark in fucors (1,301
= Mg D0 dieelop & fie & had, peed for chung
© Phuiiphe peethodologe. rientons v devekos the eyl and tha | (141t

= Pevelopmantal Idez 1o bring a reaument methed o Ceeada {183
= Baaluzzive ared develapmenml armcude, values tha fic PAR (225
*Authar snpaged nche svslustion process, seafls montrdy Impreseg mectng changs in the Cultdrs of care enviconiment (2511

= Bthnographic anslyss, campariacn 1o welkbeieg, persenecenared principles in communication {2811
+ Supgestiors for a beter mukisemary erdranmen {3351

= sggestied & refkedve and sansHive spprooch wa furnd g chas 3 prsines upne of th roam chesdd pareen fm 541
a7

= Alm oo "mHECT 3 change Trom mek-crkeneed fire b persen cenbred tare accerding o B f2 Cind I F K (= E57)

__parusipant characion’ (p 646 (421 . —————

I'ﬂ'kﬁ;!ﬂfu.ll'l'lb\'.lf‘i s Tighde |

Discussion

Acvarding vo Whyes [19%1] the goal of paricipatsry ackion
research [FAR] s w iecrease the colovance of meseanch, by
Plecing individaals or groups being studzed ac the cinerg
o e decisian-malting procei, an aoder en empowcr thom
[Tewey, L997]. These inwobaxl participase in the conifuct of

all phases inchuding design, execarien and disscminadon of
mseamh :Iu-r affects them [Broem, Q000 ]. PATC L emeged
Tevan a sigeid shife af perspactive in secial and educitional
research 5o rescarch 'n-hl.ch alms wo avosd privilegng e
purpectives of professienal researchors in lovoar o chee
pecspectived af Uue cedinary panicipants in sosel seing”
|Kemmis & pMoTaggam, 2000, p. 360,

WIZLUME 4, MIUMBER 1. 390
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[n this swrvey af the liserarase the auchors were noc able
idenafy any MEE relaged PAR stadies, norcould they End any
particparary soudies, They thersiome declded o debre decper
Inw pesesrel: cypes by pubdividing pardelpatory resesrch inrg
fcear rudimseneary eberments, Tlhis seeavegy locaeed 25 snsdics.

From Table | iccan be seen thac the majority af the 42 MSE
snxdies focised on the indivmdoe] |aspece | objectwe 34, and
acpect & subjective 12, shaned 7, which gives & wneal nf 28 ar
W af the smdies) and on the objeccve (aspeer §imdimds]
23, and aspece 2 gavap 17, shared 15, ioal 34 ar R1%),
cher 23 disability arodics the majoricy similacly [oeosed on
el imlivkleal (aspext 1 objective 21, and aspect & subjecting
T, sharedd 5, total 22 or 26%)] and oo the objectdve (aspect 1
individual 11, aspect I group 8, shared T, toral 2% or S8%).
Corearer balanee wes fond in the 19-dementia studies with
ke focus on the Individual [aspest | objecsive 12, and aspec
Fawbiective 5, sbared 2, otal L5 or 79%), and on el objestive
Jaspest 1 individuaal 12, and aspect 3 graup 9, shaved 9, toeal
12 ar 63%). Least overall atmention was given o aspect 4 the
subjoctivessocial, with oo disshilicy stodics and ooly seven
|A7%) dementie studses or 1 7% of the averall wral.

Tal:le 2 lists Bour elements of paricipatory sesearch and
desuribes why sach of the 35 soedies L3 disabilicy amd 12
demensta were included, see Table | Aspect 5] Decisioos
regarding the cotegorisarion were informed by research
tide, staved aims, research methodaology ond fumre plans,
sarne af which mersly hinged 2t o demire o incTease Jevels
of paricipstion of clients, family members o smatf in
fortheoming research. Scill che pemedos do indscare that ax
kzass foar ebemenis of participawory research aps cercensly In
practizal use in MSE resesich,

Conclusion and recommendations for
future research and practice

Even though the idea of participatory resesarch for peopls
with VIHD, particularly thooe with extreme disondens of
cammmuanicetion, might at first scem prepoaterows, piven the
extreme vulnerahilicy of this groap, it is even mone impomant
that the isnee coatmue w he explarsd hoch in research and 1o
practice. As Kemmis and Mo Taggar [2000] argue:
oo panticipatory ressarch L emerped mogc o lesa
deliberatehy 3= ... ja form] of resistancs W samventional
mesenrch practices that were perceived by particular
ldmds of perocipants as octs of colondzaden - that s,
as a means of normalizing ar demestcatng people to
research anid policy agsndes tmpesed on 2 kocel group
oF comananity fram centeal agencies often far remaved
fromm Local eanscurns and inereste, [p, 573
In chis paper the awthors surveyed the MSE Lissranare
and identified a number of stodies that reveal dhat some
charsceristics of participatory pesearch are being employed.
Figume 1 serves as a summary aof the malysis of current MSE
research Iitemiure and in the prooess demonstrates chat it is
passible to use o range of elements of pardcipacory ressarch
in the PMSE Invaling peopls with VI andar demencia.
Ko srrategics w endorss participation idencified wese rans.
disziplinary eanvegk whane the pesen with VEMD ds
ineludied a5 a veamn meraber, ssall edwcacion thay ecpses on
participatory ressnch kuow-hoe and the applicatian af an
oopoing roflexive-dialcclical perapectivg on practics,
According tp Kemmis and MeThggare (2000) proctios
should be researched in redlecivesdinloctical ways and this
may mean the meed for more deliberate and well-coordinated
participatoey reseirch Invedviog individuals with Y20 o be

done in co-operanen with incernatonal research weams. The
authars hope the proposed model Jsee Fguore 1) will Escilicare
this praseia.

This regearch survey helps o demonsirate chat ic s noc
goly posible tr condact research ineo MSE practos: where
imndividuals with VIMAD ac ncladed e sescacch pasticipants,
it olsa sugmeets steatepdes o belp make it happen . The MSE
provides an exciting opporbanity o canmect with indivscheals
wiith WM uging mome concrees, pre-cogmitee formes of
epmmrnunicatioo thak enable s individuals woespress teir
liles and interests.
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Figure [

Participacory elernents used in M35Es with individuals with VIPMD to promote more soctal and historically

canstituped, critical and disleetical research
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development (participalion, mwlerston
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mans-dlisciplinary collaboration and MSE &
participatory research know-how)

Family members, friends
sl visilors:

* Emphasis on recognition
of preferences of family
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interaction and
purticipation

B
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