COMPARING APPROACHES TO EVALUATE GROUP MIND/BODY PROGRAMS
FOR INDIVIDUALS LIVING WITH CHRONIC ILLNESS:
CONSIDERATIONS OF THEORY AND METHODS
by

ALISON SANDRA ANNE POPE
B.A. (Honours), Queen’s UniVersity, 1993

A THESIS SUBMITTED IN PARTIAL FULFILLMENT OF
THE REQUIREMENTS FOR THE DEGREE OF
' DOCTOR OF PHILOSOPHY
| | in
‘ THE FACULTY OF GRADUATE STUDIES

(Department of Health Care and Epidemiology)

We accept this thesis as conforming to the required standard

THE UNIVERSITY OF BRITISH COLUMBIA

October 2002

© Alison S.A. Pope, 2002




in presenting this thesis in partial fulfilment of the requirements for an advanced
degree at the University of British Columbia, | agree that the Library shall make it
freely available for reference and study. | further agree that permission for extensive
copying of this thesis for scholarly purposes may be granted by the head of my
department or by his or her representatives. It is understood that copying or
publication of this thesis for financial gain shall not be allowed without my written

permission.

Department of ‘\sﬁ(\_}\‘ L/P\?;E - E\\\BW\QKB\SN{

The University of British Columbia
Vancouver, Canada

Date OC.T Q\ 'L&OQQ‘

7

DE-6 (2/88)




Abstract

Objective: To explore what can be known about the relationship between mind/body in
the processes of health and weliness using the positivistic tradition of Western medical
research, énd to compare this to what can be known by utilizing research methods with a
non-positivistic, qualitative epistemology. An evaluation of a group mind/body program
provided a case example by comparing findings gained using standardized health

outcome measures with in-depth qualitative interviews to assess participant experiences.

Methods: A clinical trial was undertaken as a feasibility study. Forty clients of the Tzu
Chi Institute were assigned to the intervention or control group on a first-come-first-
served basis. All partiéipants were receiving individualized care with practitioners at the
Tzu Chi Institute clinic. P‘articipants in the intervention group also experienced an 8
week, 50 hour meditation-based Mind/Body Program. Questionnaires were administered
at 3 and 6 months post-program and included measures of health status, quality of well-
being and social support. Thirteen in-depth qualitative interviews were conducted with

participants of the Mind/Body Program.

Findings: The social functioning scale of the SF-36 Health Status Survey was the only
significant change found using a repeated measures analysis of variance. On the other

hand, the qualitative analysis revealed these individuals engaged in a process of personal

growth that led to improved well-being. The theme of these findings entitled ‘A Process




of Transforming Well-Being’ captured the way participants moved through several stages

of personal growth.

Conclusion and Implications: Efforts at understanding the benefits of mind/body
interventions have not paid sufficient attention to the important subjective experiences of
participants related to working through their ‘inner process’ and self-discovery.
Traditional assumptions regarding the nature of ‘positive’ change, the assumption that
positive change is necessarily linear, and the reliance on chaﬁges in short-term physical
and psychological symptoms as indicators of the value of a successful intervention of this
nature are questioned. Further, it was demonstrated that physical symptoms may not
have the direct relationship to well-being that the questionnaires assume. The need to
begin to understand the ‘process’ of a healing experience as opposed to emphasizing the

assessment of health ‘outcome’ was noted.
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Chapter 1:  Introduction

1.1 Background

In Western medical research, the study of human healing haS been given relatively little
consideration compared to the study of specific therapeutic interventions to improve health
outcomes. The reductionist, mechanistic approach of Western medical science, based on
the Cartesian duality of mind and body, has greatly contributed to ignoring a holistic
approach to understanding health, and instead, focusing dn an intervention and symptom
specific orientation to treatment. Challenges to mind/body duality have been put forth
within the cénventional medical system, eyident in the study of the placebo response and
the emerging field of psychoneuroimmunology developed to study the relationship between
the psyche and the nervous, immune and endocrine systems. Fuﬁher, various traditionally
non-Western practices designed to influence the mind/body relationship such as meditation
and yoga have been given increasing attention in research, as their potential efficacy on
improving health status is being evaluated in Western medical contexts. Outside of the
health conventional system, numerous non-Western systems of health care acknowledge
the connection between mind and body as central to their practice, such as Traditional
Chinese Medicine and Ayurvedic Medicine. However, even with the increased awareness
of the potential of the mind to affect the experiences of heaith, this learning has yet to
significantly shift the approach to mainstream health care delivery to a more holistic
orientation. In fact, it is not uncommon for the realm of mind/body medicine and the use of
mind/body techniques to be primarily positioned within the domain of “alternative’ or

‘complementary’ therapies, relegating it outside mainstream medical practice in spite of

clear scientific evidence of its value. An examination of the philosophical underpinnings of




Western science and the resulting understanding of the nature of mind/body may be useful

in understanding this phenomenon.

While medical research has provided undeniable evidence of the interconnectedness df
mind and body, what is known about this interconnectedness has been largely determined
by the questions asked and by the approach taken to find answers to such questions. Does
the mind affect the process of healing? Is a particular mind/body intervention efficacious?
These questions make assumptions about the nature of mind and healing, thus they cannot
truly be answered without considering additional questions such as: What is the nature of
mind? What is healing, or what constitutes an improvement in wellness? Do people who
choose to use mind/body interventions do so with the same expectations or assessment of a
positive outcome as they do for a drug or surgical intervention? To date, Western meciical
science’s evaluation of interventions designed to influence the mind/body relationship has
focused on the evaluation of standardized health outcomes representing ‘external’ states of
health and wellness and conventionally defined notions of health, health status and quality
of life used to assess therapeutic interventiohs. Tﬁis is occurring even though many of the
techniques being studied are derived from Eastern traditions whose explanation of the
nature of mind, the process of healing, and assessment of a ‘positive’ outcome differ

markedly from a traditional Western medical perspective.

1.1.1 Objective
The objective of this dissertation is to explore what can be known about the influence of the

relationship between mind and body on the processes of health and wellness by comparing

the research of the positivistic tradition of Western medical research to what can be known




by utilizing research methods with a non-positivistic, qualitative epistemology. An
evaluation of an 8 week, 50 hour group mind/body program provides a case example.
Findings obtained using standardized quantitative health outcome measures are compared
with in-depth qualitative interviews to assess participant experiences over a 6 month

follow-up period.

1.2 The Nature of Mind/Body

What are mind and consciousness? What is the nature of the mind/body connection? The
belief that mind and body are not separate entities, but one entity in a state of mutual
communication, is not a new concept, but part of many ancient health beliefs which were
disrhissed or ignored with the introduction of scientific medicine. The historical roots of
this dismissal can be traced to René Descarte (1596-1650), acknowledged with the
commonly used term ‘Cartesian Dualism’. His conception of mind and body working as
separate entities became a basic assumption of what came to be called ‘scientific’,
‘posiﬁvist’ or ‘Western” medicine as follows: the body operates mechanistically wherein
the physical and mental aspects of health are separate. As a result, the study of illness has
been focused exclusively on the physical body, amenable to study using a reductionist

scientific method.

There is little dispute today that dualism is an insufficient paradigm to understanding
health, healing and the mind/body connection. However, what has emerged within Western
medical science is not the dismissal of dualism, but rather a new type of dualism where a

‘correlative relationship’' between mind and body is acknowledged, a ‘revised dualist

view’ if you will. From this perspective, mind and body are still considered separate




entities, but it is acknowledged that a causal link exists between the two. In other words,
the mind is still dualistically isolated from the body and is treated as if it were doing
something ‘to’ the body. Even the term ‘mind/body’ focuses attention on the duaiistic
image this modification was meant to dissolve. According to this modified perspective

mind and body still exist as separate entities, however, they can interact.

From a non-dualist perspective, a mind/body approach to health focuses on the interrelated
nature of the mind/body. From this perspective, mind and body are but reflections of the
same whole. In other words, thoughts or feelings do not just influence physiological

processes, the mind exists within the entire body.

The nature of mind and its relationship to the body cannot be understood without
consideration of the nature of consciousness. Perhaps the most important point in which
Western and Eastern perspectives diverge is regarding the nature of consciousness.
According to the standard view of Weétem neuroscience, consciousness is an emergent
property of the physical brain. From this perspective, e\}en though consciousness is yet to
be scientifically mapped out, understanding conscious awareness is only a matter of
discovering the correct circuits of neurons. How such ;1 complex circuit of neurons can be
aware of itself is yet to be understood, and is an important question to be addressed within

Western medical science.

From an Eastern perspective, consciousness is not solely an emergent property of the brain,

but has a separate existence’. From this view, while there are forms of consciousness

associated with brain function, there are also elements of consciousness, such as self




awareness, that are not solely dependent on brain activity. In other words, the

understanding of the nature of ‘mind’ is not simply synonymous with ‘brain’ function.

1.3 Evaluating the Relationship Between Mind and Body

The approach to evaluating the mind/body relationship has relied oﬁ this revised dualist
perspective, which assumes a mechanistic biomedical view of the body and illness. As a
result, the evaluation of mind/body techniques and therapies has focused on objective
quantitative measures_of outcomes consistent with a biomedical therapeutic approach. This
research on specific mind/body interventions has yielded impressive results of beneficial
outcomes, including reduction in negative emotions (i.e. depression and anxiety>*),
improvement in physical markers (i.e. pain’and improved immune response®), a reduction
in the subsequent use of health services’, and increase in length of survival®®. While these
outcomes are powerful indicators of therapeutic effects, the process of mind/body
interaction, and the inner experiences of the individual during the therapeutic process have
not been examined. In other words, the qualitative personal experience of mind/body
interaction has been mostly ignored, and the explored range of possible effects of such

interaction has been limited to what is amenable to ‘objective’ analysis.

Many mind/body techniques are useful for directly influencing measurable physiological
processes, but often more important from a patient’s perspective are the more subtle
procesées related to increasing awareness, emotional expression and release, and deeper

inner psychological processes. While the evaluation of a technique such as biofeedback”

* Where one learns to monitor their physiological changes during different emotional states (for example,
galvanic skin response) in order to learn how to initiate the desired physiological state.




may be quite appropriately accomplished with traditionally objective measures of
physiological change, other methods such as meditation and breathing techniques that are
aimed at influencing these deeper inner processes may be difficult to meaningfully evaluate
when only objective outcomes are considered. The outcome measures used to date have
not looked at the subjective inner experiences of individuals or attempted to look at the
processes and outcomes of psychological/personal growth and self-awareness. What is
considered a ‘positive’ outcome of personal growth? How is personal growth related to
changes in one’s experience of health? How do you measure self-awareness? Without this

understanding, the appropriate and full range of assessable impacts cannot be known.

1.4 Rationale for an Alternative Approach to the Evaluation

This problem makes apparent the need to explore new forms of scientific inquiry. It was
clear at the outset that the focus was not solely to measure or look for causal relationships,
but rather to understand and find meaning in a human experience. Understanding or
uncovering the meaning of a phenomenon or intervention for research participants is not
what traditional scientific methods under positivistic assumptions are intended, or able, to
address. A careful ‘unpac‘king’ of assumptions, experience, and basic philosophical belief

systems regarding ontology, epistemology and methodology was necessary.

1.4.1 Paradigms of Inquiry
Positivism, a paradigm of understanding describing the philosophical roots of the scientific
method, is only one of a number of research paradigms each of which offer a different

vision of reality, and with it, a set of different guidelines for conducting research. More




specifically, because these paradigms differ in the way they explain reality and ‘truth’,
there are differences in what each paradigm defines as legitimate and feasible areas of
study, the way these areas should be studied, as well as the role that the researcher and the
researched assume in this process. They define what knowledge is, what knowing is, how
we come to know, and what is worth knowing. Rather than assuming the researcher is
engaging in his/her research with an ‘objective’ point of view, it is important to frame and

make explicit the lenses the researcher uses to view the world.

The important philosophical questions are '%: First, the ontological question: What can be
known? Or, what is the nature of reality? Second, the epistemological question: What is
the relationship of the knower to what is to be known? Or, how do we know what we
know? Third, the methodological question: How can the inquirer go about finding out
whatever s/he believes.can be known? It is only when these questions are answered that
one can choose an appropriate rﬁethod. In other words, a method must be matched to a
predetermined methodology, and this methodology is determined based on the ontological

and epistemological underpinnings of the paradigm.

From a positivist ontological perspective, there exists one ‘true’ reality. It is the aim of
scientific inquiry to capture this reality. In other words, there is a true and measurable
reality for all participants resulting from an experience with a mind/body intervention. The
matching epistemological orientation assumes it is possible and desirable for subject and
researcher to remain separate and independent, without one influencing the other. Other

world views, such as interpretivism, deny the existence of only one ‘true’ reality everyone

can agree upon, and insist on the existence of multiple realities. Reality, from this




perspective, is what one perceives it to be, and the goal is to understand an experience from
the point of view of those who are experiencingi it. Evaluating a mind/body intervention
from this perspective would focus on the subjective reality of the participant as the most
important piece of information. This involves understanding the perception of meaning
from the experience for the participant, and is therefore not well suited to predetermined,
quantitative standardized measures of outcomes. Instead, more in-depth, interactive and

qualitative approaches to inquiry are favoured.

1.5 Dissertation Focus

The aim of this dissertation is to explore meaningful ways of evaluating the mind/body
connection and its relationship with health and well-being by exploring two Idifferent
methodological orientations. In order to do this, the dissertation links with an evaluation of
a comprehensive mind/body program run by the Tzu Chi Institute of Complementary and
Alternative Medicine in Vancouver . All participants in the program were experiencing a
chronic stéte of illness. The contribution of the dissertation is to add a qualitative
assessment to the quantitative evaluation designed by the Institute, as well as to provide a
c;omparison of methodological approaches. More specifically, the two different
epistemological and methodological approaches used to guide the evaluation and provide a
basis for comparison include; 1) quantitative outcome measures designed to measure health
status, quality of life and social support, and 2) in-depth one-on-one qualitative interviews
designed to measure the subjective experiences of the participants. The Mind/Body
Program offered by thé Tzu Chi Institute is a replication of a well established and widely

used program often referred to as The Mindfulness-Based Stress Reduction Program

founded by Jon Kabat-Zinn at the University of Massachusetts Medical Center''.




1.5.1 Research questions
1) How does participation in a mind/body group program influence the experience of
- health and well-being for participants living with a chronic state of illness?
2) How do the participants’ experiences, as told in their own words, compare to the
assessment of the experience using quantitative measures of health status, quality of

well-being, and social support?

1.6 Significance

It is evident from this introductory discussion of the mind/body relationship that the
historical distinction between soma and psyche has become blurry. Attempting to heal this
Cartesian split begs answers to some of the most basic questions of human existence,
questions that are normally reserved for the realm of philosophy or religion. But, these
questions can no longer remain outside of medical discourse or research endeavours given:
1) our conception of health and healing has expanded, challenging the simplistic dualist
perspective on mind/body; 2) greater numbers of health consumers are choosing to use
health practices aimed at influencing their state of health and well-being through
mind/body pathways, many of which are informed by an Eastern, non-dualistic perspective
on mind/body; 3) increasing social and economic pressures to provide integrative or more
holistic approaches to health care delivery; and 4) the need for evidence to guide this
process. This dissertation aims to contribute to this understanding, and offer a

methodological contribution to assist with future evaluation of the effects of mind/body

interactions on health and well-being.




1.7 Dissertation Léyout

Chapter 2 of this dissertation provides a literature review of what is known about the
effectiveness of mind/body programs to positively influence the well-being of individuals
living with illness. Gaps in the current understanding of the effectiveness of mind/body
programs in the medical literature, and an alternative approach to evaluate such programs
are discussed. Chapter 3 provides an explanation and theoretical basis of the mind/body
program intervention involved in this study, including objectives, program format,
techniques and activities. Chapter 4 covers the methodological journey of the project.
Chapter S outlines the findings from the quantitative component of the project. Chapter 6
gives an overview of the thematic findings from the qualitative component of the project.
Chapter 7 provides a discussion of the study findings, including details of the comparison
between the qualitative and quantitative approaches to the evaluation. Implications of the
project outcomes and suggestions for directions of continued study are discussed in

Chapter 8.
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Chapter 2: Literature Review and Theoretical Perspectives

2.1 Background

2.1.1 A Biopsychosocial Perspective
The need for a new Western medical model which expands understanding to include the
important interrelationships of biological, psychological and social influences in health and
illness, often referred to as a ‘biopsychosocial’ approach, has been acknowledged'. From
the perspective of this new paradigm, maintaining health is not a matter of solely striving
for a new technological medical advance (pharmaceuticals etc.), rather it is a matter of
balancing the interaction amongst genetic endowment, environmental inputs (bacteria,
pollutants, etc.), psychological factors (stress, lifestyle, behaviours, attitudes), and social
issues (social support, economic well-being, access to health care services, family and
community relations).” Within this context, a growing interest and acceptance of
evaluating behavioural or psychosocial influences and inferventions on varioué health

outcomes has emerged.

There is increasing documentation in the literature that personal qualities, lifestyle, and
emotional responses influence the development and prognosis of chronic illness®. It is also
well documented that a significant proportion of patients diagnosed with chronic illness
experience difficulty adjusting to their illness, and may have severe psychological
disruption throughout their illness’. The need to assist patients in dealing with these

psychological dimensions to improve adjustment to illness, coping, and quality of life has

* The issue of balance is central to the ancient concept of health related to the balance of the humours in
Greek medicine (maintained through the middle ages), to the physiologically based concept of homeostasis
developed in the 19" century by Claude Bernard.
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been well recognized and is being more widely studied. Further, the important influence of
the healing context on health outcomes has been acknowledged*. This context includes: the
belief and expectancy on the part of the patient; the belief and expectancy on the part of the
caregiver; and the belief and expectancies generated by a relationship between the patient
and the caregiver. Research documenting the influence of belief and expectations on health
outcomes has resulted in a conceptual shift that acknowledges the importance of one’s
personal beliefs and expectancies on health outcomes, rather than dismissing these
influences aé Jjust the placebo effect’. There is empirical evidence that our beliefs about our
own health are the mosf accurate predictors of both health outcomes and use of the medical

care system.

2.1.2 Mind/Body Medicine
From the increased understanding of the psychosocial properties that have a marked
influence not only on subjective psychological indictors’, but also on immune function and
general physiology®, the field of mind/body medicine has emerged. A mind/body
approach to health focuses on the relationship between mind and body, where the two are
not considered as separate entities, but as parts of a whole. Mind/body medicine focuses
on how thoughts and feelings influence the body via communication between the mind and

the body through the nervous, endocrine, immune and circulatory systems.
The idea that the mind influences physiological processes is not new as is demonstrated by

the fact that positivist researchers conducting drug studies have been attempting to control

for the so-called ‘placebo effect’” for many years. What is more recent is the dramatic rise
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in popular acceptance of therapies which support the mind/body connection, demonstrated
by both their increased use and the gfowing interest of ‘mainstream’ clinicians and
institutions. The increasing rate of chronic illness, and rising interest in exploring
traditional or ancient healing practices have fueled growth in the area of mind/body
medicine’. The term ‘mind/body’ is used widely to describe the influence of the context of
the healing environment. This includes any influence of the mind on physiological
processes. The term ‘mind/body therapies’ is used as a description for any of a number of
specific techniques or therapies aimed at influencing the connection of mind and body
including: meditation, progressive relaxation, mental imagery, visualization, biofeedback,
breathing techniques, hypnosis, yoga, music therapy, art therapy, dance therapy, prayer and

mental healing, tai chi, gigong, and spiritual/energy healing.

Mind/body relatiopships are known to influence the development of illness, in addition to
playing a role in mediating both the process and outcomes of illness. Mind/body influences
have been shown on a wide rangé of physiolbgical outcomes as well as emotional,
psychological, behavioural, cognitive, mental health, physical functioning, health status,
and quality of life outcomes'’. The field of mind/body medicine incorporates many areas
of study including stress reduction, the placebo response, personality and emotional factors
and their relationship to illness, the role of active coping mechanisms and social support to
mediate experiences of iliness, and the influence of many different interventions aimed at

inﬂﬁencing the mind/body connection including group programs.
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The growing field of psychoneuroimmunology, which focuses on the relationships between
the body’s integrative systems - nervous, immune and endocrine - has resulted in improved
understanding of the physiological mechanisms of the mind/body relationship, and the
subsequent health effects of the mind/body interaction. This has served to legitimize and
provide the basis for further evaluation of potential benefits of interventions that influence

mind/body communication.

In addition to substantial psychological and physiological benefits, mind/body therapies
have also been shown to reduce health care costs due to reduced utilization of other, more
expensive, in- and outpatient health care services. There are numerous examples of cost-

" as well as particular mind/body

effectiveness of comprehensive mind/body programs
techniques such as meditation'?, the relaxation response13 , and biofeedback'®. For example,
a meta analysis of 191 different studies in-which individuals undergoing surgery were
taught various mind/body techniques showed an average reduction in length of hospital

stay of 1.5 days (12%)". Results showed that these individuals recover faster from

surgery, experience fewer complications, and have reduced levels of post-surgical pain.

2.2  Relevant Literature

2.2.1 Focus of the Literature Review
While there is an immense literature that describes and evaluates a wide variety of
mind/body interventions, this review focuses on the literature most relevant to the . .
mind/body program studied in this project. This includes what is known in the medical

literature about the impact of group programs aimed at influencing the mind/body
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" relationship (variously termed psychoeducational, stress reduction, behavioural etc.) for
individuals living with ill.ness, and the various individual components and techniques
involved in the program including meditatioﬁ, relaxation, biofeedback, movement,
breathing techniques, and emotional expression. This summary is followed by a discussion
of the gapf in knowledge and methodological challenges when researching mind/body
programs. Suggestions for addressing both methodological issues and gaps in knowledge,
in addifion to limitations of the ‘medical’ healing paradigm'® that has framed most of the

evaluation of mind/body programs, are discussed.

Literature exists in a number of fields that reflects on the issue of the mind/body
relationship and issues of healing including various branches of psychology (i.e. Freudian,
Jungian), anthropology, reiigion, and philosophy. A conscious choice was made to limit
this review to the medical litera@e designed to measure the impact of mind/body
interventions on health status indicators. This was based on the desire to outline the
literature that has been the focus of and has directed the evaluation of the mind/body
relationship in the medical and health sciences. This literature includes the previous work
* that has been carried out to evaluate the prototype program of the Mind/Body Program
under study, specifically, assessing the program impact using conventional assessments of

health indicators (i.e. changes in psychological and physical symptoms).

2.2.2 Group Mind/Body and Stress Reduction Interventions

Many different types and varieties of group programs have been used to aid with various

psychosocial and quality of life issues for people living with illness. The primary




objectives of group programs have been described as fitting into one or more of the
following categories”: providing information; emotional support; behavioural training in
coping skills; psychotherapy (aimed at fundamental psychological change); and

spiritual/existential therapy.

The group format is well supported by the many studies that provide empirical evidence for
the relationship between health and social support. It is now known that the number of
social relationships one has is not the most important predictor of health, but instead the

~ quality of these relationships'® and the ‘feeiing cared for’ dimension'®. Increasing evidence
is developing which has demonstrated the positive physiological benefits on immune
function of self-disclosure in the presence of others®. The group experience allows for
patients to form bonds with each other, also referred to as the experience of
‘connectedness’?!, which is believed to be an important componeﬁt in well-being. The
following summary will outline the most relevant and methodologically sound studies of

group programs for people living with illness.

2.2.2.1 Mindfulness Meditation Based Stress Reduction Programs
The Stress Reduction Clinic at the University of Massachusetts Medical Center offers a
Stress Reduction and Relaxation Program , an 8 week outpatient behavioural medicine
program seen as a complement to conventional medical treatments®>. Thi§ program was
the basis of the program offered at the Tzu Chi Insitute. This program involves intensive
training in mindfulness meditation, and is one of few programs that have been replicated in

a number of different settings across a range of study populations. This program has
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undergone continual evaluation with sound methodology and has demonstrated its
effectiveness for improving a variety of conditions including depression and anxiety>,

24-25

. 2627 . ;
psoriasis” ~°, and chronic pain 627 Effectiveness has been found to continue several years

after the end of the intervention®®?’. Research on the program has also documented

increased melatonin levels in individuals with breast and prostate cancer™.

The mindfulness meditation-based stress reduction program has been replicated in other
settings and been found to decrease symptoms and use of health care services in individuals
experiencing a number of additional health care concerns. For example, after program
participation, self-esteem and medical and psychological symptoms were improved in
individuals experiencing a variety of chronic health conditions®'. Another study that
replicated the program in a group of people living with HIV/AIDS at various stages of
immunodeficiency found an improved sense of well-being and reduced depression and
anxiety’>. A further study documented the usefulness of the program for reducing the
symptoms of fibromyalgia®, however, given the léck of control group in this study, the

findings need be interpreted with caution.

A recent study (2002)3 * suggests that mindfulness-based stress reduction reduced health
care utilization by ‘inner-city’ patients. Because most studies of this program have
involved middle-class and working class populations, this study focused on an inner-city,
mainly Spanish speaking, population of lower socioeconomic status than participants in

other similar studies. The program was conducted in Spanish. These are preliminary

findings, and methodological limitations including small sample size and lack of a control




group make them somewhat tentative. However, these findings are evidence of continued
interest on researching the benefits of mindfulness-based stress reduction programs, and the

potential benefits to another segment of the population that deserves further exploration.

2.2.2.2 Group Programs In A Variety of Populations
The influence of a group mind/body program has élso been evaluated in a primary care
setting. In this example, two different mind/body/behavioral programs aimed at stress
management were compared with a group program focused exclusively on providing
information. The participating individuals were a group of primary care patients
experiencing psychosomatic complaints (i.e. individuals felt psychosocial factors played an
important role in their symptoms). Three-quarters of participants reported a physical
complaint, most commonly, cardiovascular symptoms, gastrointestinal disorders, and
headaches. More than half (55%) reported tension, stress or anxiety as a complaint, 12%
reported depression. Significantly greater reductions in discomfort from physical and
psychological symptoms and visits to the health maintenance organization were found for
those receiving both the mind/body groups>> compared to the ‘information only’ group.
This study provides support for using experiential educational group sessions for stress

management in preference to participants receiving group informational sessions.

Individuals living with HIV/AIDS are known to have substantial quality of life challenges,
and much evaluation has been focused on the use of psychosocial intervention aimed at this
population. A recent meta-analysis of 40 studies involving 1500 participants summarized

the benefits of individual and group-based training programs for people living with
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HIV/AIDS. The results of the analysis suggested that programs which combine basic
training in relaxation techniques, active coping strategies, emotional support and enhanc}ing
healthy lifestyle choices are likely to be most effective in improving well-being and
reducing stress, depression and anxiety. Several of the studies also showed a physiological
benefit in the form of either improvemenﬁ in or delayed decline of immune status

. ae 6
indicators*®.

2.2.2.3 Group Therapies for Cancer Patients
While there is an abundance of evidence demonstrating various improvements in quality of
life for cancer participants experiencing group therapy and support programs, some
programs have also been shown to increase the length of survival in cancer patients,
although the evidence is currently somewhat uncertain. In a ground breaking randomized
controlled trial by Spiegel and colleagues (1989)*" which looked at the effect of a one-year
intervention for women with metastatic breast cancer, consisting of weekly supportive
group therapy, a significant difference in survival at a 10-year folio\;v-up was found.
Women in the intervention group survived twice as long as women in the control group.

138 which used a six-week structured group

Further, a study by Fawzy et a
psychotherapeutic intervention, was shown to have beneficial effects on survival of people

with malignant melanoma. Participants were followed up five to six years after the

intervention.

More recent studies attempting to replicate the findings of the Spiegel study have not found

139,40,41

the same influence on surviva . Additional research by Cunningham and colleagues
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has attempted to expand our understanding of the relationship between psychological
interventions and survival in cancer patients. A study utilizing a mixed
qualitative/quantitative design assessed the relationship between psychological work and
duration of survival in metastatic cancer patients. Findings indicated five particular themes
of psyéhological work to be related to length of survival; ability to act and change;
willingness to initiate change; application of self-help work; relationships with others; and
quality of experience’. An additional exploratory study found degree of involvement in‘
psychological work to be associated with enhanced survival in patients with a variety of
metastatic cancers®. These studies indicate that the influence of psychological
interventions needs to be understood in terms of degree and nature of involvement in the
work rather than solely attendance at the sessions. It has been suggested that future efforts
focus on identifying individuals whp are most likely to need and most likely to respond to

emotionally supportive interventions™.

Evaluation has also been initiated which addresses the issue of program format (i.e. weekly
sessions vs. a weekend intensive) in which it was found the two formats produced similar
results in terms of benefits in both mood and quality of life for cancer patients.*’ Another
stﬁdy assessed the differences in outcomes for a large classroom oriented group approach to
a small group format and did not find there to be substantial differences in the
improvements seen in cancer patients and faﬁlily members*. Further, research aimed at
addressing the question of which patients benefit the most from a group intervention
indicated there were no differences in benefits based on the following sub-groups: gender,

martial status, religious orientation, education level, or previous experience with self-help
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techniques in cancer patients’’. However, it was found patients under fifty showed greater
improvement by the end of the program than older patients, but this difference was no
longer evident at the 3-month follow-up. Further, those with recurrent disease showed less

positive change in quality of life than those with primary cancer.

2.2.3 Mind/Body Techniques
A number of reviews exist which have analyzed the benefits of individual mind/body
techniques and therapies for particular illness groups including cancer™®, HIV/AIDS®,
cardiovascular’® and musculoskeletal disorders®' providing evidence of positive benefits on
both psychological and physical endpoints. The need for continued evaluation particularly
around appropriate ‘dosage’ and understanding the mechanisms at work has been
highlighted®>. The following summary provides brief highlights of what is known about

each technique used in the Mind/Body Program at the Tzu Chi Institute.

2.2.3.1 Relaxation Training
Relaxation training is the most widely studied mind/body technique with hundreds of
studies documenting beneficial psychological and physiological effects™. Herbert Benson
of the Mind/Body Medical Institute at Harvard Medical School is known for his work on
what he calls “the relaxation response”, a collection of psychological and physiological
effects that are common to a number of practices including: meditation, prayer, progressive
relaxation, and autogenic training. Benson and colleagues have de§eloped a large body of
research over a 25 year period demonstrating the ‘relaxation response’ to have a wide range

of effects on physiological functions including: oxygen consumption, carbon dioxide and
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lactate production, adrenocorticotropic hormone excretion, blood elements such as platelets

and lymphocytes, cell membranes, norepinephrine receptors, and brain wave activity.

2.2.3.2 Meditation
Frequently meditation is divided into two types: concentration and mindfulness practices.
Concentration meditation involves placin‘g the mind’s attention on a single object. This
“object’ can be anything from a candle flame, one’s breath or a mantra. When the mind’s
attention begins to wander, the meditator directs his/her attention back to the object. As
concentration begins to deepen the meditator often experiences states of relaxation and
calm. Mindfulness meditation® involves focusing on present moment experience. A state
of ‘mindfulness’ describes an effort to pay attention to present-moment experience, without
judgment, and to sustain this attention over time>. Mindfulness is thought of less as a
technique than as a way of ‘being’. Mindfulness meditation training iﬁvolves a formal
meditative practice, but the ultimate intention is to learn to live a more ‘present moment
focused’ life outside of the formal ‘sitting’. While relaxation is a frequent outcome of
meditation practice, it has been showﬁ using electroencephalographic (EEG) recordings
that that both concentration and mindfulness meditation are unique forms of consciousness,

not simply degrees of relaxation®.

Transcendental meditation (TM), a concentration meditation, has led the way in mind/body
research. There are over 500 published articles in 108 scientific journals, written by
authors representing 211 different institutions and universities in 23 countries’’. TM is

associated with: increased longevity and quality of life; reduction of chronic pain; reduced
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anxiety; reduction of high blood pressure; reduction of serum cholesterol levels; reduction
in substance abuse; longitudinal increase in intelligence-related measures; blood pressure

reduction in African-Americans; and lowered levels of stress-induced blood cortisol levels.

Mindfulness meditation, popularized in Western medical settings by Jon Kabat-Zinn of the
Stress Reduction Clinic, University of Massachusetts Medical Center, has now undergone
quite extensive evaluation, demonstrating its effectiveness in reducing physical and

. . 1,62,63.
psychological discomfort’®-3%-60:61.62.63

2.2.3.3 Breathing Techniques
Breathing techniques can be used to stimulate pain relief, and reduce tension and anxiety.
Slow, deep, regular, diaphragmatic-abdominal respiration has been found to be associated
with stress reduction®. Fuller breathing is believed to give the body a greater supply of
energy, which can be used for healing processes such as the body’s self repair mechanisms,
including the imﬁlune system. I.n addition, a breathing technique, called evocative breath"
therapy, is utilized to stimulate emotions and enhance emotional release. Evidence in
support of this therapy ig still preliminary, but dne study evaluating the salivary
immunoglobulin A (S-IgA) in a group of adult cancer patients undergoing a group therapy
program showed a 46% increase in S-IgA levels at the‘ completion of an hour long
evocative breathing session®. Other approaches, such as Sudarshan Kriya also called the
Healing Breath Technique, a yoga-based breathing technique, have been shown to have

66,67,68,69,70,71

significant anti-depressive effects in addition to reducing anxiety’> and cortisol

. . 4-
levels %, and improving sleep”* 7.
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2.2.3.4 Emotional Expression and Management
The influence of various emotions on illness, including the suppression of emotions, has
been linked to various health outcomes and the prognosis of disease. For example, a great
deal of attention has been given in the literature to what is called a ‘Type A’ personality
and its links with coronary artery disease’®. Type A behaviour is characterized by constant
hurriedness, competitiveness and hostility. More recently, a Type C pattern of behaviour
has been identified as the exact opposite of Type A and is characterized by non-expression
of anger, fear, sadness, unassertiveness, and a preoccupation with meeting the needs of
others’’. This pattern of non-expressiveness has been linked to the risk of developing
cancer and impaired recovery from this disease. A third behavioural pattern, called Type
B, is demonstrated in people who are capable of the appropriate expression of anger and
other emotions, have a relaxed and comfortable sense of self, and are able to meet their own
needs while responding to others. People who cope in this more balanced way are at a
decreased risk for serious illness’®. Given this knowledge, techniqués or activities
emphasizing the management and expression of emotions are often a key component of

mind/body interventions.

2.2.3.5 Biofeedback
The technique of biofeedback involves the use of a monitoring instrument to give
physiological information to patients. This gives individuals the opportunity to monitor
their own physiological changes in response to varying stimuli. Substantial research has

documented the effectiveness of biofeedback to address a number of conditions including:
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bronchial asthma, drug and alcohol abuse, anxiety, tension and migraine headaches, cardiac
arrhythmias, essential hypertension, Raynaud’s disease/syndrome, fecal and urinary
incontinence, irritable bowel syndrome, muscle reeducation, hyperactivity and attention
deficit disorder, epilepsy, menopausal hot flashes, chronic pain syndromes, and anticipatory

nausea and vomiting associated with chemotherapy.

2.2.3.6 Movement
There is considerable evidence of the benefits of movement of many forms on health and
well-being ranging from exercise training involving aerobic exercise to creative movement
and dance. Creative movement or dance is thought to be a direct expression of the mind
through the body. Dance or movement therapy has been shown to be clinically effective in
many areas including: developing body image; improving self-concept; increasing self-
esteem; decreasing depression; fear; bodily tension and anxiety; expressing anger; reducing
isolation; improving communication skills; decreasing chronic pain; enhancing circulatory

and respiratory functions; reducing suicidal ideas; and improving feelings of well-being”.

23 Methodological Considerations

2.3.1 Gaps and Challenges
There are a number of challenges when reviewing the medical literature on group
interventions, perhaps the biggest one being the lack of standardization amongst
interventions. Comparing one program to another when they each involve a number of
differing objectives and components is difficult. The mindfulness meditation-based stress

reduction program from the University of Massachusetts provides one of very few
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examples where a program has been replicated and is comparable across studies aﬁd illness
populations. More examples are needed to improve comparability. Further, the differing
outcome measurements; the range of study populations (i.e. primary care, disease specific);
the differing intensity, duration, quality of instruction and format of the interventions; the
differing length of follow-up; and varying types and quality of methodology to guide the
evaluations make it challenging to assess the state of research in this area. A recent review
(1998)%° of group psychosocial interventions (excluding those involving individuals with
cancer or HIV) to investigate the strength of evidence that these programs improved quality
of life provides a good example. The review provided some support that these
interventions are beneficial, but the evidence was found to be inconclusive. A particular
limitation cited in the review is the high degree of variability of the interventions, the

sample populations, and the outcome measures employed.

Having said this, what is known? It is known the_:re is a range of potential benefits,
particularly in the area of quality of life, across illness populations, and some indication
that survival may be influenced. The benefits measured are mainly studied using clinical
trial methodology and are aimed at measuring impacts that are short term and symptom
speciﬁcm. Which types of group interventions are most useful has been given limited
consideration, and deserves attention. For whom these programs are most suitable, the
mechanisms by which the effects are mediated, and the range of potential impacts beyond

short-term changes in symptoms need further attention.
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Aside from the challenges in assessing the state of the literature in this area; and the gaps
mentioned, it would seem fair that the quality and significance of the information obtained
be assessed by asking a number of additional questions: How relevant are the outcomesn
being measured to clinicians and to participants? Have all of the relevant changes been
measured? How well have they been measured? What do we know about the mechanisms
by which changes occur? What is the relationship between a change in symptoms and
perception of well-being? These questions are not easily answered with traditional
experimental methods. Anecdotes and preliminary data indicate that the complexity of the
mind/body interaction may not be adequately revealed using a positivistic approach that

generally assesses short-term, symptom specific changes. A number of considerations help

to illuminate this situation.

2.3.2 The Role of Unconscious Emotions
An example of the limitation of conventional methods to capture the complexity of
mind/body processes is well illustrated in a recent review (2000) of the mind/body link in
hypertensionsz. Evidence is presented which critiques the conventional idea that perceived
emotional stress raises blood pressure and eventually leads to sustained hypertension. The
author provides evidence that the more important indicator of sustained hypertension is
unconsciously held emotions, those emoﬁons of which the patient is not aware and are
therefore ignored by patients, physicians and researchers. Quantitative measurement of
psychological states relies on self-report measures that are limited to measuring perceived
emotional distress an individual is consciously aware of. They cannot measure emotional

distress that is kept from conscious awareness. From this perspective, therapeutic
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interventions aimed at mind/body processes must address the issue of accessing repressed
emotions, and further research on understanding the mind/body link must find ways of
assessing the role of unconscious emotional processes. Qualitative approaches to research

therefore may offer insights not detected with quantitative methods.

2.3.3 Ignoring Context
Many mind/body interventions come from ancient healing traditions with theoretical
understandings and implications that are largely ignored in Western clinical and research
settings. The benefits of mindfulness meditation practices for example are assessed outside
of the Buddhist context from whiF:h they are cAlerived.83 The ‘outcome’ oriented approach
ignores the processes involved in initiating a meditation practice. The ultimate aim of
participating in meditation from a Buddhist perspective is not to learn a new ‘technique’
per se, but to use meditation as an opportunity for insight, personal growth, and to adopt a
new way of ‘being’. The aim is to be ‘mindful’ in everyday life. The assessment of short-
term physical and psychological change is not unimportant, But it is only one piece of a

much larger picture.

It has been documented that meditation can initiate a process of tapping into repressed
trauma® which highlights again the complexity underlying the mind/body link, and the
limitations of using short term outcomes as indicators of intervention effectiveness. If
repressed emotions are linked to illness, as the hypertension example indicates,
interventions that allow individuals to access these emotions would be desirable, provided

there is appropriate informed consent for participants, and adequate support and guidance
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are in place to facilitate the experiences. The evaluation of resulting benefits for
participants would then need to be sensitive to understanding how increased emotional
distress as a result of the meditative experience, for example, may be seen as a positive

outcome of the intervention, and find ways to better understand this process.

2.3.4 Therapy Versus Education
A further limitation of the tr’aditional experimental analytic approach to evaluating a group
intervention is that it does not easily allow for understanding the interaction of a vast
number of meditating variables that may influence the outcomes of these programs. For
example, these interventions are experiential educational experienceé as much as or more
than one-time ‘therapeutic’ encounters. How participants respond to, practice, and
generally bring the experiences and/or techniques into their everyday lives may have a
significant influence on the benefits experienced. Quantitative measurement may be able to
document these additional processes, but there is also a need for more in-depth, qualitative

analysis to explore the range of influential factors.

2.3.5 Remaining True to A Mind/Body Philosophy
Ironically, the true implications of understanding mind and body to be inseparable states of
the same whole, preclude the use of a mechanistic approach to evaluati(;n, the basis of the
niedical scientific approach. Outcomes from this conventional medical perspective are
measured to reflect either a state of miﬁd (i.e. emotional state) or body (i.e. physical
symptoms) exactly reflecting the Cartesian duality. Measures that reflect a more holistic

orientation of mind/body states are rarely examined. In other words, the ‘outcome’ oriented
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approach in general may be vastly oversimplifying the process of mind/body interactions,

and it is the process that may be more critical than the outcome.

24  Towards a New Approach

It has been argued that investigating healing interventions within medical or clinical
frameworks, such as the randomized controlled trial, can frame both the questions and
subsequent research methods too narrowly®”. This approach serves to move attention away
from an understanding of interventions as having both process and outcome components,
each of which deserve attention. The so-called ‘medicalized’ view of healing®® and its
associated quantitative research methods do not allow for adequate consideration of
potentially important contextual influences. Qualitative approaches to research, which
value the patient experience and place an emphasis on contextual influences, can be of
great assistance to understanding process issues related to therapeutic encounters. These
methods allow the findings to move beyond description to offer explanation. A brief
overview of the philosophical underpinnings of an interpretive, qualitative approach in

contrast to a positivistic, quantitative approach helps illuminate this point.

2.4.1 An Interpretive Traﬂition
Qualitative research, informed by an interpretive philosophical tradition, provides an
opportunity to focus on the wholeness of an experience, rather than focusing on
components, parts or predetermined outcomes. It allows the researcher to search for
meanings of experiences rather than simply explanations or measurements. It provides a

means of eliciting the emic, or insider view, from the participants involved, as well as a
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richness of understanding that is not possible through more quantitative means. An
interpretivist research tradition was Bom out of the need to adopt a research method for the
human and social sciences as opposed to the natural sciences. While positivism looks for
universal laws of science in order to provide éxplanation and prediction, interpretivism, on
the other hand, “looks for culturally derived and historically situated interpretations of the

social life-world”®’.

The goal of this paradigm is to understand the world from the point of view of those who
are experiencing it.?® Interpretivists believe that to understand the world you have to
interpret it, and continually re-interpret it. According to this paradigrh there does not exist
a ‘real-world’ tha“t is independent of human thought and symbolic language. Knowledge
cannot be found, but instead, it is constructed. In other words, what is ‘real’ is a
construction in the mind of an individual that does not exist outside of the person who has
created it. Constructions are essentially a person’s attempt to interpret experiences and

develop a coherent sense or understanding of them.

This ontology is best described as ‘relativist’. From the perspective of this paradigm, there
are multiple realities that are the product of human intellect which change as their
constructors learn and adapt to new information. ‘Truth’ is assigned to the “best-informed

- and most sophisticated construction in which there is consensus at a given time.”® This
contrasts with a positivist perspective in which it is believed there is one objective,

externally existing and empirically definable, and importantly, verifiable reality. This
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reality is believed to be true for, and apply to, everyone. In this view there is no room for

differing realities.

2.4.2 A Positivistic Tradition

* Positivism, the foundation of Western scientific research, is based on the premise that there
1s an external ‘truth’ to be discovered. Discovering this ‘truth’ is a matter of finding the
right measurement tools, making the right measurements, and replicating the findings.
Critically, this ‘truth’ is viewed as independent of the researcher, the researched, and the
social institutions in which they both are situated. The ontological descriptor often used is

‘realism’.

This empirical-analytic perspective sees its purpose as describing the world as it is, and
ultimately being able to predict and control it. Through proper control and manipulation of
the phenomena of interest, whether these are data on objects or human behaviour, the
complexities and truths can be revealed. Events and objects in the world are sorted into
dependent and independent variables of study, where the relationship between them. is
hypothesized and then tested through observation. Observations accumulate to lead to
theories, which are considered universal and context-independent. It is possible to assign
causality when certain stringent criteria are met, and this is seen as a critical goal of
research. Positivism provides a rigorous method of capturing the complex natures of this

world into predictable, explainable, controllable, law-like relationships, as in physics.

An assumption of this paradigm is reductionism, where complexities can be reduced to
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simpler measurable phenomena. It is legitimate to break down a complex phenomena into
smaller parts to be studied and understood, and when these data are taken together it should
explain the larger phenomena of interest (i.e. the human body). In other words, you can
study phenomona independently of the system or the context in which it exists, which will

lead to a better understanding of the system as a whole.

2.4.3 The Contribution of Qualitative Methods to an Intervention Study
While these two philosophical perspéctives seem irreconcilable, when they are used in
combination, they have the potential of sharing an important relationship in research.
Specifically, the benefit of using qualitative research in combination with an intervention
study utilizing a quantitative, experimental methodology lies in the ability of the qualitative
piece to enhance the meaningfulness of the study by bringing in a ‘real world’
understaoding. It provides a means to understand how the participants experience the
intervention in real time and in real life”®. The ability to examine the quality and
experiential reality of a phenomenon under study can be critical in helping guide the
interpretation of findings and the evolution of quantitative measurement. In particular, it
assists with understanding two important questions; are the measures capturing the complex
array of changes that are occurring, and if so, how meaningful is such measured change to

the participants in the study?
Without qualitative forms of data collection it may not be known whether the chosen

measurement instruments are sensitive enough to measure the change actually occurring.

The qualitative perspective can be of assistance in assessing the degree of sensitivity to
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change. If it can be established that the chosen measures are capturing this change, the
meaningfulness of this change from a clinical perspective, and from the participants’
perspective, can be evaluated. Speciﬁcally, combining quantitative and qualitative research
allows us to begin to address the following questions: Is a statistically significant change
meaningful in a clinical context? Would clinicians agree that a particular outcome has real-
world significance for a patient? Further, if the measurable change has clinical
significance, is it also meaningful and desirable for the participants in the research - do they
see this as ‘positive’ change? What constitutes a ¢ good" outcome in an intervention study is
a matter of individual perception®’, and clinical significance is a value judgment based on
one’s idea of what is a meaningful and desirable change®>. Measurement instruments have
a particular conceptualization of what optimal or positive functioning is. Without the
associated qualitative assessment, it is not possible to know how closely this
conceptualization fits with the ideas of the individuals undergoing the intervention.
Enhancing cliniceil significance is also related to understanding the relevance of the
findings to the participants in the study. Moreover, qualitative assessment capturing
differing responses to the intervention can bring to light important and clinically relevant
individual variations in response to the intervention of interest. This can provide valuable
information related to between- and within-person differences on outcomes that may not be

93-94

adequately detected statistically”™ ™", and can provide information on the generalizability of

the statistical findings both outside and within (relevance to individuals in study) the study

group.
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2.4.4 Contribution of the Dissertation
Reviewing the philosophical tradition of positivism highlights the limitations of this
approach to capture important subjective, experiential realities of participants involved in
group mind/body interventions. These experiential realities are needed to understand
mind/body processes as well as outcomes. Preliminary evidence exists that conventional
quantitative measurement may not be adequate for capturing these experiences, and the
need to begin using qualitative approaches has been documented®’. Conflicting results of
the impacts of group programs on survival of cancer patients, as an example, illustrate the
need to investigate the intricacies of the mind/body processes of individuals doing this
work more closely. There is an additional need to understand the reason participants are
increasingly drawn to mind/body interventions and what constitutes the meaningful impacts
of the intervention. This dissertation aims to portray patient experiences to address the
process and contextual issues. These qualitative experiencés are then evaluated alongside
quantitative outcome measures to help illuminate the impact of The Mind/Body Program at
the Tzu Chi Institute. At the same time, differing methodological approaches for

evaluating programs of this nature are explored.
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Chapter 3: The Mind/Body Program Intervention

3.1 Background

The Tzu Chi Institute’s Mind/Body Program is modeled after the Stress Reduction and
Relaxation Program (SR&RP) run at the Stress Reduction Clinic at the University of
Massachusetts Medical Center. A detailed description of the program is available'. The
SR&RP is a well-established meditation-based program, in operation for over 15 years and
that has served more than 6000 physician-referred patients with a wide array of medical and
psychiatric problems including chronic pain, cancer, hypertension, psoriasis,
gastrointestinal problems and anxiety. It is estimated that more than 200 programs
modeled on the SR&RP are currently offered in health care settings throughout the United
States and Canada. This program has been described and analyzed extensively in the

literature. A description of the documented benefits of the program on both physical and

psychological symptoms across a range of illness conditions is outlined in Chapter 2.

The SR&RP is a éystematic training program in mindfulness’, a form of meditation
originally developed by the Buddhist tradition. Mindfulness is thought of as the “heart of
Buddhist meditation”.® In most simple terms, mindfulness is moment-to-moment
awareness. A state of mindfulness is induced by purposefully paying attention to things to
which we normally would not give a moment’s thought. The framework is educational and
experiential rather than psychotherapeuﬁc“. The program philosophy is based on the belief

that mental and emotional factors have a significant influence on physical health, and on
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one’s ability to manage and recover from illness and injury. It is meant as a complement to

medical treatment.

3.2  The Tzu Chi Institute’s Mind/Body Program

The sessions of the Tzu Chi Institute’s Mind/Body Program involve individual and group
experiential sessions, guided practice of various mind/body techniques, group discussions,
and didactic lectures. The program is 50 hours long spread over an 8 week period, with one
full day per week. Between sgssions participants are expected to practice skills, including a
daily 45 minute meditation practice. The program experience involves learning about, and

experiencing, the mind/body connection.

3.2.1 Program Objective
The objective of the program is for participants to develop skills to self-regulate health.
The program aims to guide participants to work with their own stress, pain and illness more
effectively; assist participants to mobilize their own inner resources of mind and body for
improved coping and to move to greater levels of health and well-being; and assist

participants to take charge of their life in new ways.

3.2.2 Core Program Experiences
Each session begins with a ‘check-in’ for each participant. The ‘check-in’ is an opportunity
for each person to share anything they choose with the group. They may choose to share
what they are feeling oﬁ that week, that day, or in that moment. This sometimes includes

their feelings about the group, issues related to living with and/or managing their illness, or
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integrating their experiences of the program into their lives. It is a chance to share with
each other, and bring the energy of the group together, and serves to develop connectedness
within the group. After the check-in, the day involves a collection of exercises and
pracﬁce of mind/body techniques (outliped below). The facilitators follow a program
guide, but still allow themselves to remain open to moving with the group energy. They
work with issues, emotions and discussions as they present themselves. Facilitators may

utilize various art supplies (i.e. drawing materials) and music to enhance the exercises.

Program participants sit in a large circle on the floor. Cushioned chairs without legs are
provided to participants for comfort and back support. 'Regular chairs are also provided for
those individuals who are physically restricted from sitting on the floor. Pillows and
blankets are available, and are often used by the participants. Boxes of Kleenex are placed
within the circle. Participants are asked to wear very comfortable non-restrictive clothing,
and they usually choose to remove their shoes while sitting in the circle. During the
meditations, mats are .placed on the floor and the lights are dimmed to comfort participants

while they are lying down.

The program incorporates opportunities for participants to engage in three core
experiences: mindfulness (awareness), release (of stored energy and emotion), and

connectedness.
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3.2.2.1 Mindfulness
One of the main program objectives is to encourage participants to enhance their
‘mindfulness’. The term ‘mindfulness’ is synonymous with awareness. A state of
‘mindfulness’ describes an effort to pay attention to present-moment experience, without
Judgment, and to sustain this attention over time. Normally, one’s mind is kept occupied
with either past memories or thoughts of the future, and is rarely in the present moment
experience. Mindfulness means maintaining moment-to-moment awareness by paying

attention and tuning into each moment as one lives through it.

Techniques to assist with learning to maintain a state of mindfulness include meditation and
breathing exercises. When participants begin to maintain this state of present moment
experience, they become more deeply connected to their bodies. Connecting to their bodies

allows them to become in touch with bodily sensations and feelings.

3.2.2.2 Release
When participants access sensations and emotions they have held within themselves, they
are asked to acknowledge and maintain awareness of these. These occurrences are believed
to be a source of important insight into repressed energy and emotional ‘blockages’.
Participants are encouraged to work towards releasing these energy blocks if they feel
comfortable doing so. Many of the mind/body practices and exercises encourage and
facilitate this release. For example, breathing exercises may facilitate the release of

emotions such as sadness through tears. Reminiscent of an old Yiddish saying: ‘When the
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heart is full, the eyes run over and it relieves the pressure.” Other forms of release may

involve physical movement or verbal expression.

3.2.2.3 Connectedness
The experience of working in a group setting and relating to others provides the experience
of connectedness. The program involves group discussions and activities where practical
tools and principles are taught to enhance self-awareness, and to cope with daily life
stressors and negative emotions. These focus on various points including managing
emotions, commitment to participation in personal health, iliness and the mind/body
connection, and strategies to maintain wellness. When participants share emotional
experiences within the group, it can allow other group members to resonaté with this
emotion. In other words, being present with an individual who is expressing and sharing an

emotional expérience can allow participants to tap into the emotion held within themselves.

33 Mind/Body Practices
The following techniques and experiences are taught and practiced in the Mind/Body

Program to facilitate the experiences of mindfulness, release and connectedness.

3.3.1 Techniques of Mindfulness Meditatio;
3.3.1.1 The Body Scan
The body scan is a meditation technique designed to assist participants to reestablish
connection with their own bodies. Program participants are asked to lie down on their

backs, if they are physically able to do so. They are asked to bring their awareness to their
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breathing, starting at the belly. They are then asked to move their awareness into the toes |
of the left foot. Once they bring their attention to this spot, they are asked to connect it
with their breathing. When they breathe in, they are asked to start at the nose and, in their
minds, follow the breath down into the toes, and then back up again. As they breathe out,
they are asked to let go of any tension in that region of the body. If they feel any
sensations, they are asked to focus on them, and breathe with these sensations. This
process of bringing awareness into a region of the body, and then connecting to this region
with the breath continues gradually through the entire body. The complete ‘experience takes
forty-five minutes. In each moment they are noticing and letting go, noticing and letting

go, over and over throughout the exercise.

3.3.1.2 Sitting Meditation
The sitting meditation essentially involves mindful sitting. The instmctions are very
simple, they involve watching the breath move in and out. If a participant’s attention
begins to wander, they are asked to simply bring it back to the breath. Participants are
asked to expand their awareness to the entire body, not scanning this time, but becoming
aware of the body as a whole. They may find a significant sensation of pain, or stored
emotional pain, in a particular region of their body. They can choose to focus on that if
they wish. If they do not find a strong sensation in any one region, they are asked to focus

on the experience of the body as a whole.
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3.3.2 Movement
Participants are asked to engage in a collection of movement-oriented activities including
simple yoga stretches, creative movement and exercises that do not require any previous
training or any particular level of fitness, strength or flexibility. These experiences prepare
the body for the breathing and meditation techniques and keep the energy moving through
the body. Creative or authentic movement experiences are also included where participants
are asked to bring their awareness into their body and let their body move in any way it
feels drawn to while listening to a piece of music. They are encouraged to let go of
intentionally moving in certain ways, but to literally let fheir bodies move them. In this
way, the mind/emotion/self can be expressed through the body, awareness of body

sensations can occur, and emotional blocks may be released.

333 Biofeedback
Participants are given an opportunity to experience biofeedback. Each individual is given a
digital thermometer to measure galvanic skin temperature. The skin temperature reading is
taken on a finger and used as an indicator of their level of stress and anxiety. Participants
are encouraged to use the thermometers to monitor their levels of stréss during the

techniques taught in the program, and while doing various life activities after class.

334 Breathing Techniques
Maintaining conscious awareness of the breath is a critical component to understanding the

mind/body connection. Participants are taught a variety of techniques where they are asked

to more consciously focus on their pattern of breathing. Skilled use of breath can result in




optimum utilization of the respiratory system to raise the level of energy, promote deep
relaxation, reduce one’s reaction to stress, and facilitate the release of emotion. Patterns of
breath are linked to emotional states. For example, shallow breathing is a natural reaction
to stress. The use of conscious breathing techniques can assist with managing and

becoming aware of stress, and releasing emotions.

3.3.5 Effective Communication
A communication model is introduced to participants to assist them with using more
authentic and responsible ways of communicating. Participants are encouraged to practice
using this model with other participants in the group. This exercise is intended to help
participants to develop awareness about their patterns of communica.ting. Verbal
communication can be another form of release, where participants can experiment with
expressing themselves in ways they normally would not. Participants can ‘find their voice’

so to speak, where they can learn to voice the issues in their life that need expressing.

3.3.6 Genograms
Participants are asked to complete charts or family trees, also called genograms, to track
family paﬁeﬁs around illness, relationships and other psychological and emotional issues.
The purpose of becoming aware of this history is to give participénts an opportunity to see
themselves and the patterns in their own life within the context of their family histories.
Each participant is given the opportunity to discuss their genogram with other members of

the group including one of the facilitators.
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Chapter 4: Methodology

4.1  Background to Dissertation

4.1.1 The Mind/Body Program Feasibility Study
The Tzu Chi Institute for Complementary and Alternative Medicine conducted a feasibility
study in the spring of 1998 anticipating a larger study to be developed and implemented
when funding was obtained. The larger study was designed as a randomized clinical trial
assessing the effectiveness, dose-response and cost-utility of a Mind/Body Program on a
general sample of Lower Mainland residents with a variety of presenting complaints. The
mind/body intervention in this trial was to be provided as an adjunct to individualized
complementary care also delivered at the Institute. The feasibility study provided an
opportunity to test clinical services, establish administrative support and data management
systems, pilot the Mind/Body Program, explore methodologiéal choices, and obtain some

preliminary results regarding program outcomes.

4.1.2 Contribution of the Dissertation to the Feasibility Study
This dissertation is linked to the Mind/Body Program feasibility study. It was designed to
test the appropriateness and contribution of differing methodological choices to the
‘evaluation of the Mind/Body Program experiehce. Specifically, the dissertation
contributes a qualifative assessment to this study in order to understand the experience of
participating in the Mind/Body Program and reveal the range of affects of this experience
on health and wellness for the program participants. It also provides a comparison of these
findings to the quantitative data obtained using standardized health status and quality of |

well-being questionnaires. An emphasis is placed on analyzing the philosophical
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assumptions that drive these methodological perspectives and the subsequent methods of

. data collection. Thus, the dissertation contributes to directing future work in this area.

4.1.3 Overview of the Feasibility Study
In the feasibility study, all participants, control and intervention, received a maximum of
eleven hours of individual complementary therapy in the Tzu Chi Clinic. An
individualized complementary care program was agreed upon by the participant, and a team
of clinic practitioners including the integrative physicién (an MD), the lead Mind/Body
Program facilitator, and a number of fully accredited complementary practitioners. The
program included one or more of the following: naturopathic care, chiropractic care,
rriassage therapy, and acupuncture. The intervention group also received the eight-week
fifty-hour Mind/Body Program, followed by three-hour ‘refresher’ sessions at 3I and 6
months. Standardized outcome measurements were made at 0, 3, and 6 months to assess
health status, quality of life, social support. The control group was offered the Mind/Body

Program after the 6 month follow-up was complete.

The initial study protocol anticipated a follow-up period of one year. The agreement with
the participants in the control group was that they would be given the opportunity to
participate in the Mind/Body Program after the follow-up period of the study was complete.
However, due to the numerous requests and concerns expressed by the participants in the
control group, given their belief that the Mind/Body Program was beneficial to the

intervention group*, it was therefore considered unethical to deny them the opportunity

* Such a belief raises issues of expectancy that are discussed more fully in Chapter 7.
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until the end of one year, thus the follow-up period was shortened to 6 months. This
situation likely developed because both intervention and control group participants were
seeing the individual practitioners in the clinic where they had opportunities to meet and

discuss their experiences during their clinic visits (i.e. waiting room conversations).

4.1.3.1 Recruitment and Participants
The participants were composed of a consecutive sample of individuals who responded to
an advertisement about the study in local newspapers. All of the individuals were screened
during an interview according to explicit eligibility criteria, and made the choice to pursue
the mind/body intervention in conjunction with individualized compleméntary care to be
received at the Tzu Chi Clinic, or agreed to receiving only individﬁaﬁzed complementary
care, with the option of pursuing the mind/body intervention at the end of the follow-up
period. Forty participants were recruited. It was decided that a maximum of 26 people (the
intervention group) could participate in the Mind/Body Program, and the remaining 14
would receive the individualized therapy only (the control group). See Section 4.1.2.5.

Methodological Challenges.

The inclusion criteria required the participants to be 19 years or older, able to schedule
Mind/Body Program attendance, and able to identify their primary care physician. The
exclusion criteria included those requiring primary care for acute mental or physical illness,
those currently experiencing substance addiction problems (i.e. drugs or alcohol), those
with insufficient English comprehension to complete study measures, and those physically

unable to tolerate the weekly six-hour session of the intervention.
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The participating individuals presented with a wide range of chronic health care conditions
including HIV/AIDS, cancer, rheumatoid arthritis, hepatitis C, fibromyalgia, chronic
fatigue syndrome, multiple chemical sensitivities, multiple sclerosis, ALS, advanced

cardiovascular disease, asthma, depression, and chronic pain.

4.1.3.2 Intake Interviews
Candidates were first interviewed for one hour by the lead facilitator of the Mind/Body
Program. In this meeting candidates discussed their suitability to be involved in the
Mind/Body Program, including basic eligibility criteria, emotional stability, physical
tolerance, social support, expectations of participation and the commitment required to be
in the program. If they were considered eligible after this meeting, they then met with the
study research nurse, who administered the informed consent, took a detailed health
history, and gave the participant the first set of research questionnaires to be returned on
their first visit back to the Institute. Following this, the participantfs chart was reviewed by
the team of multi-disciplinary practitioners and treatment recommendations were made.
Each participant then met with the institute’s complementary/integrative physician to assess
whether they were capable of undertaking the demands of the program, and to participate in
the planning of an individualized therapy program plan, based on the recommendations of

the clinical team.
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4.1.3.3 Withdrawals
One individual in each group withdrew from the program leaving 25 mind/body

participants and 13 individualized care only participants.

4.1.3.4 Data Collection
Standardized outcomes were measured before the intervention at one of the participant
orientation interviews, and again at 3 and 6 month follow-up data points. The official start
date of the study was February 26, 1998, the first day of the Mind/Body Program. The
questionnaires for the 3 month data point were given to the patients at the last Mind/Body
Program session, and were returned on May 25, 1998 when they met for their 3 month
‘refresher session’. The refresher session consisted of three hours of the Mind/Body
Program to review the main components of the program. The 6 month measures were
mailed to the participants and brought to the 6 month refresher session. Those who did not

attend the refresher sessions mailed in their completed questionnaires.

4.1.3.5 Methodological Challenges
At the outset of the project, randomization of study participants was anticipated. However,
due to the strong opposition of study participants to being randomized, it was decided study
subjects would be allocated into the mind/body intervention group until the maximum
group size was achieved on a first-come-first-served basis. The remaining participants
were then assigned to the control group, with the option of participating in the Mind/Body
Program intervention once the follow-up period was complete. There were also some

instances where participants were assigned to the control group before the intervention




group was full because they had a scheduling conflict with the days or times the program
would be run. There were no other determining factors for study group allocation. No
major differences were found between study groups on demographic characteristics or on

the baseline measures for any of the three questionnaires.

The study group sizes were not equal, as was originally planned. Given the demand to
participate in the program, instead Qf cutting off the group size at 20 participants, as

. originally planned, staff at the Tzu Chi Institute enlarged the group size to 26. Given this
was a feasibility trial, it was decided that some flexibility in study procedures was
acceptable. This population of participants tended to be very ill, very anxious for help, and |
rather outspoken about their rights and privileges of participating in research. The study
also tended to aﬁract individuals who were inclined to complementary therapies, had
exhausted what they believed were other viable options, and were not anxious to be part of
a control group. It is possible that those who were involved in the intervention group were

somewhat more anxious to receive the program experience for a variety of reasons.

There were further political issues that influenced some of the changes in study procedures.
In particular, there had been a long waiting list of individuals wanting to be part of the
research programs at the Tzu Chi Institute. This was the first research prbject initiated at
the Institute, and given the long time period betweep the opening of the Institute and the

first study (because of the need to establish a research agenda, gain ethical approval, and

get the clinic’s clinical programs up and running) many individuals on the waiting lists




were becoming impatient and distraught at the length of time they had been waiting for the

opportunity to participate.

4.1.3.6 The Questionnaires
Three outcome measures were chosen by the Tzu Chi Institute researchers to be used in the

study to measure health status, quality of life and social support.

The SF-36' measure was used to measure health status. This measure is a short form from
the Rand Corporation’s Medical Outcome Study, and is designed as a generic indicator of
health status suitable for use as an outcome measure in clinical practice and research®. It is
known to be applicable to a range of health and illness conditions, and useful for
comparisons among individuals with differing illness conditions®. This measure involves
eight dimensions of health status: physical functioning, role limitations due to physical
problems, bodily pain, social functioning, general mental health, role limitations due to
emotional problems, vitality, energy, or fatigue, and general health perceptions. It also
includes a single item that provides an indication of perceived change in health (health
transition). Reliability studies demonstrate median alpha coefficients over 0.80 for all
scales except social functioning (0.76)*°. Criterion validation shows good discrimination,

and outcome studies show good sensitivity to change®.

Quality of Well-Being Scale (QWB) is used to compute Quality Adjusted Life Years, or
quality of life. The QWB scale is a health index that summarizes current symptoms and

disability in a single number that serves to represenf the social undesirability of the
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problem, expressed- in terms of quality-adjusted life years®®. This scale can be used with
individuals experiencing any type of disease. The Quality of Well-Being Scale is based on
a three component model of assessment: 1) an assessment of the current functional status
based on performance is made, 2) a value is given to this state to reflect the relative
desirability (or undesirability) associated with this state, and 3) an estimation of the future
need for health care services is made. Subscales include: acute and chronic symptoms, self
care and mobility, physical activity, self care and usual activity, daily quality of well-being,
and average QWB score. Normative research has attached preference weights to each level
of functioning. A complex scoring procedure links preferences to functional status in
estimating Quality Adjusted Life Years. Inter-rater reliability is 0.90 or greater'®. The
QWB has been shown to be capable of showing significant treatment effects across a range

of conditions and treatments'".

Social Support is measured using The Medical Outcomes Study (MOS) Social Support
Surveylz. The measurement of social support is included to explore its potential impact as a
predictor or mediating variable in the outcome of the Mind/Body Program. This measure
looks at overall social support, in addition to four major types of social support: tangible
support; affectionate; positive social interaction; and emotional/informational support.
Internal consistency for the overall scale is high («=0.97) and values range for the different
sub-scales from 0.91 to 0.96">. One year test-retest in the absence of an intervention
suggested excellent stability (0.78). Construct validity of the scales h‘as also been

demonstrated.'
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4.1.3.7 Timeline
The individual therapies with the clinic practitioners took place between February and May,
1998. The Mind/Body Program ran over an 8 week period from February 26" to April 14",
1998. A second Mind/Body Program was run for the control group from October 15" to

December 8", 1998 after the 6 month data were collected from both groups. See Table 4.1.

4.1.4 The Individualized Care Program
All participants received up to 11 hours of individualized complementary care during the
study period. A program of treatment was negotiated with the integrative physician (a
medical doctor) based on th_e advice of a multi-disciplinary team of complementary
practitioners, and included a combination of massage therapy, acupuncture, naturopathy,
and chiropractic care. All practitioners were from accredited professions and had the

appropriate training and credentials.

4.1.4.1 Integrative Team Meetings
Twelve practitioners team meetings took place between February 17™ and May 29, 1998.
All practitioners, along with the head facilitator of the Mind/Body Program and the

research nurse met to review progress and form recommendations for each participant.

4.1.4.2 Exit Interview
At the end of the program each participant had a final interview with the clinic’s integrative

physician. A personal assessment and plan were discussed.
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Table 4.1 Timeline for Data Collection: Questionnaires and Interviews

DATE TIME-POINT | INTERVENTION | TYPE OF STUDY
ASSESSMENT | GROUP

January 1998 | Baseline Questionnaires | Mind/Body
(SF-36, QWB, Group and
MOS) Control Group

February 1998 | Time 0 MIND/BODY

(8 Weeks) PROGRAM

May 1998 3 Months Questionnaires | Mind/Body
(SF-36, QWB, Group and
MOS) Control Group

August 1998 | 6 Months Questionnaires | Mind/Body
(SF-36, QWB, Group and
MOS) Control Group

September 7 to 12 Months Qualitative Mind/Body

1998 to Interviews Group and

February 1999 Control Group*

October 199

(8 Weeks) PROGRAM II

for Control Group
February 1999 | 4 to 6 Months Qualitative Control Group

to April 1999

Interviews (5**)

*Interviews with control group participants were all completed in September/98 prior to
their participation in the Mind/Body Program.
** Of these five, three had been interviewed prior to their participation in the Mind/Body

Program.
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4.1.5 The Mind/Body Program Intervention
See Chapter 3 for the complete program description. Two sebarate programs were run, one
for the intervention group, and a second one for the participahts in the control group of the
study, once the last follow-up questionnaires were completed (at 6 months). There were 26
participants in the first program and 10 in the second. The first program was organized
and run by four facilitators, and the second program iﬁvolved 10 participants, and required
two facilitators. All.facilitators were trained counselors with significant experience
facilitating group programs. The lead program facilitator has a nursing background and a
history of training and experience facilitating» group programs for individuals living with
illness. All facilitators are prepared and experienced to deal with emotionally sensitive
issues with participants. Both the programs were run in rental space located in the YWCA

Hotel/Residence in downtown Vancouver.

All mind/body participants had a one-hour follow-up interview with the lead facilitator
after the program finished. This meeting served to provide written feedback from the
facilitator, discuss progress, and develop a plan for the future. Three hour ‘refresher’
sessions were held for the mind/body participants at the 3 and 6 month follov(r-up dates
May 25™ and September 15™ 1998 for the participants in the intervéntion group. The
purpose of the refresher sessions was to review main components of the program and give

the participants an opportunity to discuss their experiences since the completion of the

program.




4.1.6 Hypotheses and Statistical Data Analysis
The primary hypothesis of the quantitative assessment was that the Mind/Body Program, in
addition to individualized complementary care, would improve self-reported health status
and quality of well-being in comparison to receiving individualized complementary care
only. To look at short-term impacts of the program, paired t-tests were conducted to assess
change between baseline (0 months) and the 3 month data point in both control and the
intervention groups. In addition, t-tests were conducted to assess differences between the
control and intervention groups at 3 months fér each measure. A repeated measures
analysis of variance was also employed to assess for significant differential changes in the
intervention group scores versus the control group scores for the duration of the follow-up
period (up to 6 months). The primary outcomes of interest were the health status survey
(SF-36) and the Quality of Well-Being Scale. The secondary outcome was differential pre-

post changes on the MOS Social Support Survey.

4.1.7 Power
With a sample size of 40 participants there would be 80% power to detect changes with a
large effect size. Because the study groups were not of equal size as originally planned, the
power was a little less than this. A large effect size correlates with a difference between
two means of a magnitude of two-thirds (0.67) a standard deviation'®. This is considered a
clinically observable and relevant change. Power to detect changes of a medium effects
size (0.5 of a standard deviation) will be lower. Approximately 60-65 partiéipants would

have been needed to have 80% power to detect changes of a medium effect size.
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4.2 THE DISSERTATION
4.2.1 Introduction
This dissertation contributed to the evaluation of the Mind/Body Program intervention
within the context of the feasibility study by including an assessment of the experience
from an interpretive epistemol(;gical stance utilizing a qualitative research technique. This
allowed for a comparison between a positivist (quantitative) and an interpretive
(qualitative) methodological approach to obtain a broader understanding of both the nature

and the potential therapeutic impact of the experience for the participants.

As distinct from the Tzu Chi Insitute study hypothesis, the hypothesis which directed the
inclusion of the qualitative assessment was that individualized complementary care in
addition to the Mind/Body would improve the experience of health and well-being for
participants, but these changes may not be adequately captured, or may even be missing, in

the quantitative questionnaires being utilized in the study.
4.2.1.1 A Methodology for Clinical Applications

The field of qualitative health research is characterized by a large number of theoretical,
epistemological, methodological and methods options. While some respected and well
known ‘schools’ of research within the interpretive tradition (i.e. phenomenology,
grounded theory, ethnography), there are many branches of methods within each of these,
and many variations in their application. In this environment of increasing complexity
within the field, researchers have been discouraged from methodological variation from the

main schools of qualitative research, and any such deviations have been criticized with such
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descriptions as “method slurring”'®. Asa consequence, even if the fit is not exactly right, a
researcher may choose from one of the traditional methods in order to claim
methodological integrity for his/her work. In this instance, ironically, either the lack of an
appropriate fit endé up compromising their work, or they stray from the ‘true’ use of the
methodological orientation, in effect “posturing”!’ for a true phenomenological or

ethnographic account for example.

A more pragmatic approach put forth by the field of nursing acknowledges the need to
depart from traditional qualitative approaches in order to respect the nature of clinical
research within the health field'®. The description and interpretation of an experience of
health or illness from the perspectivé of those who are living it is an important task in
nursing and health sciences that may not neatly fit within one of the traditional domains'?.
The traditions of ethnography, phenomenology and grounded theory have evolved from the
disciplines of anthropology, philosophy and sociology respectively. It has been recognized
that a method of inquiry is needed which responds well to the interdisciplinarity of nursing
and healt'h sciences in general, and is, importantly, also responsive to the clinical nature of
the research. Two methodological alternatives have been developed to respond to this
need; basic or fundamental qualitative description™ and interpretive description®'. While
they share many philosophical and methodological roots, they differ in their degree of

interpretation. As the name implies, interpretive description emphasizes a greater degree of

interpretation.
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4.2.1.2 Criteria for Choosing a Qualitative Method
The aim of this study was to understand the experience of the Mind/Body Program for the
participants, and how the experience affected their experiences of health and well-being.
Given this objective, a research approach was needed which aimed at capturing how
participants feel, respond and give meaning to their experiences. It required an approach
not dissimilar to the methods of phenomenology?, or grouﬁded theory® for example, but is
distinct in that it aims to describe and interpret an experience, rather than generating
theoretical constructs to explain a social process, important to grounded theory, or focusing
on describing the essential essences of an experience important to phenomenology. While
generating a rich phenomenological description of the program experience was appealing,
there was a need to move one step further to generate findings that would be of more |
clinical relevance by including an understa;lding of the impact of the experience over time
on health and well-being. The presentation of the resulting findings also needed to be in a

form that was more readily comparable to the quantitative measurements.

4.2.1.3 Methodological Orientation: Interpretive Descripﬁon
The methodological orientation that guided this inquiry is interpretive description
developed by fhome and colleagues®®. Interpretive description is an approach to
qualitative inquiry based in an interpretive epistemological foundation that responds to the
need for generating clinically relevant knowledge. Its intent is to describe a phenomenon
of interest, that is, it summarizes the “facts” of the responses or experiences collected or

observed. Description of the researched phenomena addresses the question of: ‘What is
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happening here The data to inform this can be observations by the researcher or

observations given to the researcher by the research participants.

Interpretation addresses the question of meaning. It involves a summary of the new
meanings researchers derive from working with the data®®, and addresses the question of
‘how do we understand this?’*’. Interpretive description departs from some of the
traditional schools of qualitative research in that it is not as highly interpreﬁve in terms of
re-presenting data in a particular conceptual or philosophical form such as a theoretical |
framework, used in grounded theory, of'in lifeworld existentials, used in
phenomenologym. Instead, when using interpretive description, the researcher stays

closer to the words of participants, and presents the data in everyday language.

Researchers aim for descriptive validity, that is, an accurate description of the phenomenon
that most people (including both researchers and participants) observing the same
phenomenon would agree is accurate, and interpretive validity, where the researcher
accurately captures the meanings participants themselves attribute to their experience of the
phenomenon®. Even though it draws upon some of the more traditional schools of

. qualitative research, interpretive description is not simply comprised of a random
assortment of epistemological and methodological orientations, but instead, has evolved

into a distinct method of qualitative research. It offers a formalized method of qualitative

' Four existentials are often used to reflect upon and frame the analysis of phenomenological data including
lived space (spatiality), lived body (corporeality), lived time (temporality), and lived human relations
(relationality or communality) as outlined by Max van Manen'. The lifeworld refers to the lived world of
experience in everyday situations. Grounded theory aims to frame findings into a theoretical framework
involving defined categories; their properties; and the types, circumstances, and conditions of these
properties'.
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inquiry useful for understanding the complexities of individual health and illness
experiences, at the same time allowing for understanding of shared experiences’’;
[interpretive description] is grounded in an interpretive orientation that
acknowledges the constructed and contextual nature of much of the health-illness
experience, yet also allows for shared realities. As such, it differs from eclectic
approaches that “slur” methods without regard for the coherence of their
epistemological foundations.
The method of interpretive description suggests that a new inquiry be located within a
critical analysis of the existing knowledge in the area. This criterion separates the method
from phenomenology, which encourages a researcher to ‘go in blind’, or to bracket
preconceived ideas about the particular phenomenon in order to look at the world anew".
Existing knowledge, in the form of formal research in addition to clinical interpretations, is
used to shape and guide the design of the inquiry. Theoretical assumptions and biases are
acknowledged at the forefront of the inquiry. Once findings are obtained, linkages are then
again made with previous knowledge in the field and can assist in constructing the
presentation of findings. Previous findings can be challenged as this process proceeds, new

meanings can emerge in the literature, and increasingly complex interpretations are

possible.

A theoretical sa;mpling strategy is used in interpretive description. A theoretical sampling
method advocates sampling from all known possible variations around the phenomenon of
study in order to capture a complete picture’’. In contrast to probability sampling in
quantitative research, theoretical sampling means purposefully selecting particular research

participants based on criteria that fit with the known theoretical variations within the
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phenomena under study, and that respond to the evolving variations as the inquiry
proceeds. This is the most efficient way to achieve saturati(;n of the sample, or in other
words, the most efficient way to gain ‘data adequacy’ where data are collected until no new
information is being obtained. There are no easy guidelines to estimate sample size, but
instead, the researcher must use judgment and experience in evaluating the adequacy of the
data obtained.” The researcher must feel comfortable that a theoretical category has been
adequately explored which means knowing what is there, and whether the data obtained is

sufficient for the intended product.

Interpretive descriptive studies can utilize a combination of techniques of data collection
including participant observation and individual interviewing, in addition to the

examination of documents (i.e. clinical papers), media information, or clinical case reports.

The analysis of qualitative data looks at the relationships amongst the observations; it looks
at “how things work’*. Itisa systematic description, and identifies the fundamental
characteristics of the phenomena of interest. The analysis of the data using interpretive
description emphasizes focusing on quesﬁons that look at the overall picture such as “what
is happening here?” and “what am I learning about this?” which allows for more coherent
analytic frameworks than focusing at the outset on sorting large quantities of small
segments of data using complex coding systems. The emphasis is on repeated immersion
in the data before the processes of coding and classifying begin. A number of analytic
procedures can be employed that emphasize processes of synthesizing, theorizing and

recontextualizing as opposed to simply coding and sorting®™. A process' of analyzing
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individual cases, extracting common themes from these, and producing knowledge that can
then be applied back to the individual is the ongoing task of analysis in interpretive

description.

4.2.2 Study Methods
The study methods involved in-depth interviews*® and participant observations of the
Mind/Body Program. This involved participants in the intervention group, as well as
participants in the control group after they had attended the Mind/Body Program when the
6 month study follow-up period was complete. Individuals in the control were also asked
to participate in an interview prior to their participation in the Mind/Body Program in order
to understand the experience of participation in the individualized therapy component
without the Mind/Body Program experience. The interviews were an intefactive process
characterized by openness. A set of pre-determined questions guided, but did not limit, the

conversation.

4.2.2.1 Participants
All participants in the intervention and control group were invited to participate in a one-
on-one interview. A letter of introduction was given to each participant at the 6 month
mind/body refresher session. Participants who did not attend the session, and the control
group received the letter by mail. All individuals from the control group who participated
in the second _Mind/Body Program were also invited to be interviewed, and received the
same letter of introduction upon completion of the program. Willing participants were

asked to phone to set-up an interview time.
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4.2.2.2 Interviews
The qualitative piece allowed for an exploration of the experience and meaning of well-
being for the participants, as well as some information on the possible range of experiences
and meaningful outcomes that resulted from the program. This assessment was designed to
address the questions: How do participants believe the progr\am has affected their well-
being? Do the participants feel the experience was in any way ‘healing’ for them? What

do they think healing is?

The interviews were semi-structured and open-ended. A loosely structured interview guide
was utilized in order to ensure the key issues were addressed, but the interviews were not
limited to the questions on the interview guide. All of the interviews took place between
September, 1998 and April, 1999 and lasted an average of approximately one hour and
fifteen minutes. All interviews took place at the Tzu Chi Institute, except for one interview
that took place on a park bench near a participant’s home (a special request of this

participant). All interviews were audio-taped, with the permission of the participant.

Seventeen interviews were conducted in total. Eight interviews were with participants in
the intervention group (3 men and 5 women), and 4 participants were with individuals in
the control group (2 men and 2 women) before they had the opportunity to participate in the
Mind/Body Program. Five additional interviews were undertaken (2 men and 3 women)
with participants from the control group after their experience in the Mipd/Body Program.
Three of these individuals were the same participants interviewed before they had the

Mind/Body Program. In other words, three participants from the control group were
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interviewed twice (once before and once after participation in the Mind/Body Program),
which means that while 17 interviews were conducted, they represented 14 different

participants. See Table 4.2.

Table 4.2 Interview Participants

Number of Number Who Were
Participants Interviewed
Mind/Body Group 26 8 (31%)

29%)*

Control Group

Mind/Body Program for 10 5 (50%)

Controls
* Three participants are represented in both groups i.e. they were interviewed before and
after participating in the Mind/Body Program.

4.2.2.3 Participant Observations
The researcher was a participant in both the Mind/Body Program for the treatment group,
and the Mind/Body Program for the control group. Through active participation in the
group sessions, observations were made and documented in a research journal. The
experience of participaﬁing allowed for a greater depth and personal understanding of the
program experience, a closer relationship to the study participants, and a feeling for the

context in which the responses to the interview questions could better be understood.

4.2.2.4 Research Journal
A detailed research journal®” was kept from the beginning of the interviewing process
throughout the analysié of the research. This provided a plabe to document insights about
the data, make notes on methodological decisions, outline potential limitétions in the

methods, and reflect on the role and experience of being a researcher. It also provided an
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opportunity to reflect on personal assumptions, evolving ideas, thematic issues, literature
and personal experiences that illuminate some of the themes of the data, as well as evolving
ideas about the process of the research. See Appendix A for reflections on being a

participant observer.

4.2.3 Qualitative Data Analysis

4.2.3.1 Transcription and Initial Reading
The audio-taped interviews were transcribed word-for-word and printed and stored on a
hard disk drive and a floppy disk. Each interview was read through in its entirety in order
to check for errors and get a sense of ‘the whole’. The transcription immediately followed
the interview. Issues that were unclear, not sufficiently explored, or not fully understood

were noted. This helped to guide subsequent interviews with other participants.

Interview transcripts, as complete documents, were then entered into Atlas.ti*®, a qualitative
software analysis package. Atlas is designed for working with large bodies of textual data,
and offers a systematic approach to data management and model building. Atlas.ti is very
useful for facilitating such activities as selecting quotations, coding, commenting and
annotating sections of text which gives the researcher a better sense of control over a large
qualitative data set. This program is not used to ‘automate’ the analysis process, but
instead, provides a medium for organizing large amount of research materials without

taking over any of the necessary intellectual processes of the researcher.
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4.2.3.2 Indexing Data (Segmenting)
The data were sorted into broad categories in order to provide a useful ‘index’ aﬁer reading
a hard copy of each transcript. This process served to make the data more
‘manageable’39’40. These categories served the purpose of compartmentalizing data into
content areas that included: ‘program structure’ (program evaluation issues such as
program format, content, physical environment, and schedule); ‘program experience’
(participants’ experience during the program); impacts, processes and facilitators

(descriptions of the influences the program experience has had in their lives, how this

influence plays out, and facilitators of the impact); and ‘measurement issues’ (direct

comments participants made related to their views on measuring their experiences). The
remaining analysis focused on only three categories, ‘program experience’, ‘impacts,
processes, and facilitators’ and ‘measurement issues’, as these are the areas of most interest

for this project.

4.2.3.3 Establishing Preliminary Codes (Organizing System)
Once the data were sorted, the analysis focuséd on establishing initial meaning units or
codes. This list of codes served as the ‘organizing system’ for the data*'. Three transcripts
were selected to read through again slowly. These transcripts were chosen to reflect a
range of experience, and depth or richness of information. It was noted each time a
transition in meaning was perceived. Phrases that illustrate each of these meaning units
were highlighted. A meaning unit is defined as, “a segment of text that is comprehensible
by itself and contains one idea, episode, or piece of information.”* Phrases or quotes that

represented similar ideas or themes were then grouped together, and preliminary identifiers,
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or codes, were chosen. This step served to establish commonalities between the quotes to

develop the initial code list.

4.2.3.4 First Level Coding (Sorting Data)
All of the transcripts were coded, focusing on the data sorted to the categories ‘program
experience’, ‘impacts, processes and facilitators’ and ‘measurement issues’. ATLAS.ti’s
memo and commenting functions were used in order to make notes on particular quotations
or codes, to describe relationships between codes, and to document ideas on the process of
the analysis overall. ATLAS.ti was used to print hard copies of the textual data assigned to

each code, identifiable by interviewee.

4.2.3.5 Restructuring Codes and Re-coding
Once all the transcripts were coded and the hard copies of the quotations attached to each
code were reviewed, the appropriateness of the codes chosen was assessed. In some cases
it was found that the name of the code needed to change, or in some cases, two codes were
combined to form one code that encompassed both ideas, or one code was broken down
into two or more codes. This process necessitated recoding of the transcripts, and new

printouts of the text associated with each code.
4.2.3.6 Second Level Coding

The hard copies of textual data were then read through line by line and second level codes

were attached to each idea by handwriting in the margin. The second level codes served to
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generate patterns amongst the concepts, and illuminate the properties that describe each

code.

4.2.3.7 Writing
The final stage of analysis occurred during the writing process to illuminate the ideas
inherent in each code. Utilizing the memos and comments captured in ATLAS.ti, and
working with the various codes, analytic categories and themes began to emerge.. Code
names were listed and grouped together to look for similarities. Ways the codes relate to
each other, the depth of data supporting each code, and the notes from the participant
observatior;s were used together to ﬁnally create the major theme which was entitled ‘A
Process of Transforming Well-Being’. The conceptual findings that make up this theme
provide an overview of the analytic categories and codes and are presented and “groﬁnded”

in the words of the participants.

4.3 Ethical Review

Ethical approval for the feasibility trial was obtained through -the Office of Research
Services at the University of British Columbia. A separate ethical review and approval was
obtained for the dissertation component of the evaluation, also through the Office of

Research Services, U.B.C.
Because participants of the Mind/Body Program were engaging in personal and/or

psychological work, there were risks to participants associated with the potentially

emotionally charged nature of the experience. This issue was clearly outlined in the
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application for ethical review that was approv.ed by the university. Safeguards that were in
place included the appropriate training and experience of program facilitators to handle
difficult emotional reactions of participants. Also, an interview between each participant
and the Mind/Body Program lead facilitator prior to the program to review their suitability
gave participants adequate information on the potentially difﬁcult emotions that could

surface as a result of the experience.
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Chapter S:  Quantitative Findings

S5.1 Overview of Statistical Analysis

The statistical analysis assessed changes on two primary outcome measures, The SF;36
Health Status Survey and the Quality of Well-Being Scale, and one secondary outcome, the
MOS Social Support Survey. Results reported describe changes within each study group
(intervention and control) over time, in addition to changes between groups over time.
More specifically, univariate testing was conducted using paired t-tests to compare the
results within each study group at the 3 and 6 month time-point to baseline measures. In
order to look at the short-term program impacts, comparisons were made between the
intervention and control group at the 3 month data follow-up point. In addition, univariate
analysis of changes between the 3 and 6 months for each study group were conducted in
order to look for sustained changes over time. A repeated measures analysis of variance

was employed to assess the pattern of change over time between the two study groups.

The primary outcomes of interest were the health status survey (SF-36) and the Quality of
Well-Being Scale. The secondary outcome was differential pre-post changes on the MOS
Social Support Survey. A significant difference is based on an alpha of 0.10 (p <0.10) due

to the small sample size.

5.1.1 Power
As mentioned in Chapter 4, with a sample size of 40 participants there was 80% power to
detect changes with a large effect size. A large effect size correlates with a difference

between two means of a magnitude of two-thirds (0.67) a standard deviation'. This'is

83




considered a clinically observable and relevant change. A larger sample size was

necessary to detect smaller effect sizes.

5.2  Description of the Sample

5.2.1 Demographics
The control group (n=14) had a mean age of 56.0 years with a median of 56.0 years. The
intervention group (n=26) had a mean age of 50.0 ’years with a median of 48.5 years. The
control group was composed of 4 males (31%) and 9 females (69%), and the intervention
group had 12 males (46%) and 14 females (54%). The differences in age or gender were

not statistically significant.

5.2.2 . Withdrawals
Forty participants were recruited for the study. Two participants, one from each group,
withdrew immediately following recruitment before their baseline questionnaires were
completed. One participant withdrew from the intervention group after the Mind/Body
Program was underway. One participant from the control group withdrew before the 3
month questionnaire time-point. The resulting sample by the 3 month time-point was 36

participants.

5.3  Baseline Comparisons Between Groups
The intervention and control groups were compared on baseline measures of primary and
secondary endpoints. The intervention and control groups display no significant

differences on any sub-scales of the three measures. See Tables 5.1 to 5.3.
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Table 5.1 Baseline Measures on the SF-36 Health Status Survey by Group

Sub-Scale Intervention Mean | SD | Control Mean | SD

Physical Functioning 55.7 28.5 62.9 31.5
Role-Physical 22.1 39.6 17.3 29.6
Bodily Pain 51.6 22.7 50.2 31.2
General Health 45.1 19.5 48.7 24.5
Vitality ' 35.8 20.5 354 27.7
Social Functioning 52.5 26.3 47.1 26.1
Role-Emotional 49.3 42.1 30.8 44.0
Mental Health : 59.5 19.0 58.5 22.9

Items scored on a 0 to 100 Scale

Table 5.2 Baseline Measures on the Quality of Well-Being Scale by Group

Sub-Scale Intervention Mean | SD | Control Mean | SD

Day 1* — Acute and Chronic Pain 42.4 8.5 44.5 7.5

Day 2*— Acute and Chronic Pain 40.4 6.9 41.3 9.1

Day 3*— Acute and Chronic Pain 41.7 8.0 40.3 10.1
Day 1 — Self Care and Mobility** 0.5 1.2 0.7 2.5

Day 2 — Self Care and Mobility 0.4 1.0 0.7 |25

Day 3 — Self Care and Mobility 0.6 1.3 0.0 0.0
Day 1 — Physical Activity 5.9 4.5 5.1 4.9
Day 2 — Physical Activity 6.4 5.5 . 5.8 5.8
Day 3 — Physical Activity 6.0 . 5.1 7.8 6.7
Day 1 — Self Care and Usual Activity 3.2 2.7 33 2.7
Day 2 — Self Care and Usual Activity 26 2.8 2.5 2.8
Day 3 — Self Care and Usual Activity 2.6 2.8 3.3 2.7
Day 1 — Daily Quality of Well-Being 47.9 9.1 46.3 9.2
Day 2 — Daily Quality of Well-Being 503 - 9.8 49.7 10.6
Day 3 — Daily Quality of Well-Being 49.1 11.0 48.6 11.3
Average QWB Score 49.1 9.0 48.2 8.4

Items scored on a 0 to 100 scale where higher scores are more positive.

*Respondents are asked to respond for Day 1 = yesterday, Day 2 = 2 days ago, Day 3 =3
days ago

**significant difference between groups
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Table 5.3 Baseline Measures on the MOS Social Support Survey by Group .

Sub-Scale Intervention Mean | SD | Control Mean | SD

Tangible Support 49.3 33.0 49.5 29.9
Affectionate 62.3 31.5 59.0 30.9
Positive Social Interaction 61.3 24.0 49.5 36.2
Emotional or Informational Support 57.0 26.3 62.0 25.5
Overall Social Support 57.5 25.9 55.0 27.5

Items scored on a 0 to 100 scale where higher scores are more positive.
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5.4  Short-term Findings: 3 Month Comparisons

5.4.1 SF-36 Health Status Survey
The health status questionnaire showed no significant changes for the control group
between the start of thé program and the 3 month follow-up point. The intervention group
displayed significant positive changes in health status in the areas of general health
(p=0.0001), Vitality (p=0.008), mental health (p=0.003), and social functioning (p=0.026).
. The single item that provides an indication of perceived change in health (health transition),
also displayed a significant positive change (p=0.053). At the 3 month follow-up, a
significant difference was found between the control and intervention group in the area of

mental health (p=0.032), showing a more positive rating in the intervention group.

5.4.2 The Quality of Well-Being Scale
No significant differences were found on this scale for either group, or between study
groups. Each question on this scale asked the participants how they were feéling at three
different times: yesterday, one day ago, and two days ago. Some significant changes were
found on some scales for one of the three days (yesterday, 2 days ago, or 3 days égo) in
which the participants were asked to respond, but in this case, the findings are not believed

to be stable enough to report.

5.4.3 The MOS Social Support Survey
The social support questionnaire showed no significant changes for the control group
between the start of the program and the 3 month data point. The intervention group

showed a significant change in tangible support (p=0.003), informational (p=0.025), and
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overall social support (p=0.021) between the beginning of the program and the 3 month
data point, indicating a positive improvement. Specifically, significant differences were
found for the followihg questions:

How often is each of the following kinds of support available to you when you need it?

Someone to take you to the doctor if you needed it (p=0.006)

Someone to give you information to help you understand a situation (p=0.005)
Someone to confide in or talk to about yourself or your problems (p=0.013)
Someone to help you with daily chores if you were sick (p=0.005)

Someone to share your most private worries and fears with (p=0.007)

Someone to turn to for suggestions about how to deal with a personal problem
(p=0.004)

* ¥ ¥ ¥ ¥ ¥

One significant difference was found between the control and intervention groups in social
support at the 3 month data point, where the intervention group showed a significantly

higher amount of tangible support (p=0.055).

5.5  Comparisons Over Time

5.5.1 Repeated Measures Aﬁalysis of Variance (MANOV As)
The primary and secondary outcomes measures were analyzed using a multivariate
repeated measures analysis of variance. Measures were examined over 3 time periods:
baseline, 3 months and 6 months from the start of the program. MANOVA F scores at p
<0.10 for each sub-scale were considered significant. This analysis revealed a significant
positive improvement in the intervention group on the social functioning sub-scale of the
SF-36 Health Status Survey (p=0.067), which univariate analysis indicated was sustained
up to the 6 month time point. No significant group by time interactions were detected on

any of the sub-scales of the Quality of Well-Being or MOS Social Support Survey.
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5.5.2 3 and 6 Month Comparisons
Comparisons were madevon all outcome measures for each study group between the 3 and 6
month data-points. No significant changes for either group were noted on the SF-36 or the
MOS Social Support Survey. On the Quality of Well-Being Scale, the control group
showed a significant decline between 3 and 6 months on the average QWB score

(p=0.031).

5.5.3 Comparison of Changes in Means
On the SF-36 Health Status Survey, for the intervention group, all sub-scales showed a
- positive change at the 3 month time point, with role limitations due to physical health, and
social functioning showing the greatest change (See Table 5.4). Between 3 and 6 months,
further increases were seen, except for a small decline in general health, and no change in
social functioning. The increases tended to be much smaller than the baseline to 3 month
changes. The control group also showed increases on all sub-scales between baseline and
3 months, except for a decline in the general health scale, and a very small decline in the
role limitations due to physical health sub-scale. Of note is the large increase in the mean
for the role-emotional sub-scale (role limitations due to emotional problems), indicating
| positive change. While the control group started the study with a lower score on this scale
compared with the intervention group, the control group showed greater change through the
study period and ended with a higher score than the intervention group. However, the
large standard deviations associafed with these changes make it difficult to interpret this

pattern of change. The changes between 3 and 6 months for the control group showed
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mainly small fluctuations, with an increase in role-emotional sub-scale again being the
most noteworthy change. Thgse findings suggest the possibility that the intervention group
may have experienced significantly greater improvement than the control group on some of
the SF-36 subscales (i.e. physical functioping, role limitations due to physical health, and
general health), and the control group may have experienced significantly greater

improvement on the role emotional sub-scale had the sample size been greater.

Changes in means of the Quality of Well-Being Scale did not indicate any particular pattern
in either group. There were small fluctuations in both directions in both groups across

time, indicating there may not be any particular trends in the findings. See Table 5.5.

On the MOS Social Support Survey, the changes in means between baseline and 3 months
demonstrate more positive changes in the intervention group. All sub-scales for the
intervention group showed positive change, whereas the control group showed decline on
three of the five scales (tangible support, affectionate support, and overall social support).
By 6 months the intervention group showed some smaller fluctuations (positive and
negative), but not any substantial change. The control group, on the other hand, showed
greater improvement between 3 and 6 months on all sub-scales. While the intervention
group showed a positive change more quickly, the resulting overall changes in social

support in each group seem not dissimilar by 6 months. See Table 5.6.
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Table 5.4

Comparison of Changes in Means Over Time on the SF-36

3 Months to

Sub-Scale Baseline to 3 3 Months to 6 | Baseline to 3

Months Months Months 6 Months
, MIND/BODY CONTROL
Physical Functioning 10.7 2.2 1.1 <1.5>
Role-Physical 16.0 6.0 <1.7> 6.3
Bodily Pain 7.0 33 11.6 <0.4>
General Health 12.4 <4.2> <11.6> 2.5
Vitality 13.2 0.2 10.9 <5.6>
Social Functioning v 15.4 0.0 1.3 <1.6>
Role-Emotional 3.1 7.9 23.4 12.5
Mental Health 114 0.2 4.0 <1.5>

Items scored on a 0 to 100 scale where higher scores are more positive.
v Significant group by time-point effect
<> Indicates a decrease in score

Table 5.5 Comparison of Changes in Means Over Time on the Quality of
Well-Being Scale
Sub-Scale Baseline to | 3 Months to | Baseline to | 3 Months to 6
3 Months | 6 Months 3 Months Months
MIND/BODY CONTROL
1* — Acute and Chronic Symptoms 0.6 <2.7> <7.0> 7.2
2* — Acute and Chronic Symptoms <1.0> 0.0 <2.6> 3.6
3* — Acute and Chronic Symptoms <0.2> <0.01> <2.1> 6.3
1 — Self Care and Mobility <0.3> 0.2 <0.7> 0.4
2 — Self Care and Mobility <0.1> 0.0 <0.7> 0.4
3 — Self Care and Mobility <0.3> 0.4 0.4 0.4
1 — Physical Activity 0.1 1.1 <1.5> 5.2
2 — Physical Activity <2.2> 1.2 <2.2> 2.0
3 — Physical Activity <0.2> <0.7> <2.2> ' 2.0
1 — Self Care and Usual Activity <0.2> <0.5> <1.3> 1.4
2 — Self Care and Usual Activity <1.3> 0.3 0.2 <0.7>
3 — Self Care and Usual Activity <0.3> 0.0 <1.3> 1.4
1 — Daily Quality of Well-Being 0.1 2.0 10.6 <14.1>
2 — Daily Quality of Well-Being 4.5 <1.5> 53 <5.3>
3 — Daily Quality of Well-Being 1.1 0.3 5.1 <10.1>
Average QWB Score 1.9 0.2 7.0 <9.8>

Items scored on a 0 to 100 scale where higher scores are more positive.
<> Indicates a decrease in score; *Respondents are asked to respond for Day 1 = yesterday,
Day 2 = 2 days ago, Day 3 = 3 days ago
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Table 5.6 Comparison of Changes in Means Over Time on the MOS Social

Support Survey
Sub-Scale Baseline to 3 3 Months to 6 | Baseline to 3 3 Months to
Months Months Months 6 Months
MIND/BODY CONTROL
Tangible Support 9.8 <2.8> <12.8> 14.1
Affectionate Support 6.5 0.0 <8.0> 3.1
Positive Social 2.8 <4.1> 4.5 7.0
Interaction
Emotional or 7.2 03 0.5 5.1
Information Support
Overall Social 6.5 <1.6> <4.0> 7.3
Support '

Items scored on a 0 to 100 scale where higher scores are more positive.
<> Indicates a decrease in score
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5.6 Summary of Results

The only significant change seen between study groups across the study period was on the
social functioning scale of the SF-36 Health Status Survey. Significant differences were
seen at the short-term follow-up pbint, 3 months, which indicates an improvement in
mental health and tangible support for those who participated in the Mind/Body Program.
The small sample size limited the power to detect significant changes, and the findings
need to be interpreted with caution. Additional significant changes between groups on the
questiqnnaires might have been detected, particularly on the SF-36 Health Status Survey, if
the sample size had been greater. However, it is unclear whether the Quality of Well-
Being Scale can demonstrate stable changes that could be enhanced with a larger sample.
The one exception was a significant decline in the overall Quality of Well-Being sub-scale
score for the control group between 3 and 6 months. The repeated measures testing
accounts for the problems of multiple testing that the t-testing does not, therefore it is also

possible there could be spurious results due to the number of tests which were performed.
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'Cohen J. Statistical Power for the Behavioural Sciences. Mahwah: Lawrenc;e Erlbaum
Associates Inc., 1988.
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Chapter 6: Qualitative Findings

6.1 Overview of Findings

An analysis of the interviews with participants in the Mind/Body Program revealed these
individuals engaged in a process of personal growth that led to improved well-being. The
findings indicated this process of moving towards improved well-being was not just the
result of learning and using mind/body techniques, but was also about a willingness to be
open to the opportunity they provided for self-discovery. Participants demonstrated this
had the potential to alter not only their experience of illness, but of day-to-day life.
Findings indicated that a process of integrating the experiences and ‘tools’ learned in the
program into everyday life could lead participants through a process that came to be the
théme of these findings: A Process of Transforming Well-Being. Participants journeyed
through the following stages in this tfansformation: 1) Doing the Work, 2) A New Way of
Being, and finally, 3) A New Way of Living. This process was continuous, as participants
were likely to move back and forth through the various stages. There was no endpoint, per
se, but only continued learning and growth that continued to deepen and transform their
experience of well-being. The findings indicated a number of influences affected an
individual’s readiness to engage in this process, and the nature of their involvement in the

various stages of transformation.

6.1.1 The Choice of Language and Development of the Theme
The language used to present the findings was carefully considered and deserves some

explanation. In the interviews, participants were asked whether or not they believed their

experience in the program had been a ‘healing’ experience for them, and were asked to




describe what healing meant to them. This generated a great deal of data which captured
the concept of ‘healing’, a term often used without a plear explication of the true meaning.
Participant responses described ‘healing’ as not solely or necessarily linked with physical
change, but linked to shifts in their experience which deepened one or all of such things as
increased awareness, personal insight and expressiqn (understanding and expressing self in
a more complete way), connecting to emotion and/or release of this emotion, and/or
feelings of connectedness with others. There was no predetermined end point or
expectation for such development. This description captured a great deal of information
and raised many additional questions. Given this situation, the presentation of remaining
findings does not include the word ‘healing’, but instead, speaks of changes in térms of
well-being. The term ‘healing’ is often described as an endpoint, which implies there is a
particular destination desired or anticipated, similar to the word ‘curing’. By not using the
word ‘healing’ it is hoped that confusion with commonly held understandings of this word,

which may not reflect the descriptions by the participants, will be avoided.

The résponses participants gave to the question, “What d(;es healing mean to you?”
provided the framework in which the results are presented. What partiéipants described
were various stages of c’hange with varying degrees of depth of inner work. It was these
degrees of change that came to be stages in the theme of the findings: A Process of
Transforming Well-Being. The remaining discussion provides an overview of -the analysis
of the interviews, which tells a story of how individuals transform their experiences of

‘being well’, or ‘well-being’. While the interviews represent males and females, the
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pronoun ‘she’ is used exclusively in the following discussion for simplicity and anonymity

of the participants.

6.1.2 Effect of the Researcher
My participation in the group is worth noting. Because it was critical for group members to
find a sense of comfort, I not only observed the group, but was a full participant in the
program. I allowed myself to come forward in an authentic and vulnerable way. 1 believed
I would have interfered with the group dynamics it if I did not do this. I believed group
members may have felt uncomfortable about expressing themselves because they were
being observed by someone who was not herself sharing. I do ﬁot know precisely what my
influence was on the other participants and the group dynamics, but I believe I was
accepted as a participating group member. Some comments made by the participants
during the program and during the interviews lend support to this possibility. The
following comment from one of the interviews, ‘regarding my presence in the group,
provides an example.

I really liked it when you talked about yourself. And I zeroed in immediately

because it was difficult for you. And I zeroed in and thought, she’s letting herself

be vulnerable even though she’s a professional doing a specific job, and yet, she’s

brave enough and loving enough of herself to do that. I remember you got a little
teary. I loved that about you. I thought, wow, a person. (11)

6.2 Stages of Transformation
6.2.1 Introduction to the Stages
The analysis of the interviews with participants highlighted the importance of

understanding experiences of well-being as a process of change, not an outcome. The

benefits gained by the participants were not felt only as a result of using mind/body
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techniques; a critical component was a participant’s willingness to use these techniques for
personal growth and transformation thus altering their experience of day-to;day life. The
practice of mind/body techniques and the group experience of the program facilitated this
process. However, of particular interest for this study, is how these experiences and tools
were ultimately used both within and outside the program, which together determined the

extent of the impact on participants’ experience of well-being.

The analysis indicated the Process of Transforming Well-Being involved three stages of
experience (See Figure 6.1). The first stage, entitled ‘Doing the Work’ described the
experience of participants’ engagement in the program expeﬁences. Stage two, entitled ‘A
New Way of Being’ described how participants experienced themselves, their inner selves,
their ‘being’ in the world as a result of doing the mind/body work. The final stage, entitled
‘A New Way of Living’ described how participants took this new way of being one step
further and began to live their daily lives differently. Moving from stage to stage involved
continued application of the program techniques, and personal transformations which
participants sometimes referred to as ‘shifts’ or ‘turning points’. The transformation in
well-being gained from this sequence of events became deeper the further along a |

“participant moved through these stages.

Each participant traveled an individual journey. The following explanation of stages and
steps in a process of growth and change do not reflect each person’s exact experience, but

rather an overview of the patterns in their experiences captured by the analysis of the
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Figure 6.1
A Process of Transforming Well-Being

DOING THE WORK

A NEW WAY OF BEING

A NEW WAY OF LIVING
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interviews. There was overlap of each of the stages, but for simplicity of explanation, they

have been outlined separately.

6.2.2 Doing the Work
The stage entitled ‘Doing the Work’ was created as a description of how participants
experienced the Mind/Body Program. Their experieﬁce of ‘Doing the Work’ included both
learning the techniques taught in the program, and their experience of working and learning
in the group setting. Participating in the program provided an opportunity for participants
not only to experience more consciously the minci/body connection, and learn new tools to
facilitate this connection, but also to embark on a personal journey where they delved
deeper into themselves. This is where they began to do what they sometimes referred to as
their ‘inner work’. Doing inner work referred to bringing their awareness deeper into their
bodies, and into themselves in ways that facilitated a deeper awareness and understanding
of their authentic selves, emotions they were carrying, and unresolved pain, trauma or

conflict.

As one participant explained, the program allowed people to “really get their problems
right to the very core of themselves.” The techniques used in the program were designed
to assist participants to access bbdy sensations and emotion held deep within, as well asb
provide opportunities to assist with the release of pent up energy and emotion. This release
could be in the form of voicing issues, bodily movement, or emotional expression. The
group setting gave participants the opportunity to engage in exploring new ways of

communicating and relating to each other. The support of the group provided an
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atmosphere that participants found very influential in deepening their experiences of the

techniques and program exercises.

‘Doing the Work’ involves two main aspects that gave breadth to the descriptions
participants gave to their experience: shifting awareness, and connecting with others.
While these two categories are not mutually exclusive, for clarity of presentation, they are

discussed separately.

, 6.2.2.1 Shifting Awareness
‘Shifting Awareness’ described the process participants underwent when they learned to
become aware of not only their minds, but also their t;odies. They learned that mind and
body are not separate, and they learned to understand and ‘read’ the signs, signals and
emotions carried deep in body tissue, which, in the past, were not part of their conscious
awareness. In essence, they were consciously feeling the mind/body connection. Bringing
this awareness into their body was synonymous with bringing their awareness deeper into
themselves, as it was here they connected with a deeper sense of their emotional and
spiritual selves that provided them with both insight and understanding of their true nature.
The group experiences and exercises facilitated and provided opportunities for participants
to gain awareness about themselves and the ways in which they relate and communicate

with others.
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6.2.2.1.1 Becoming Aware of One’s Body

The first step of unfolding the process of self-discovery was teaching participants to bring
their awareness from their mind into their bodies. Techniqueé of meditation and breathing
were used to guide this process. Shifting their awareness in this way was, for many
participants, an experience they were unfamiliar with, and some felt resistance to making
this shift. For some, this felt equivalent to letting go of control, “I didn’t want to lose
control in the class. Even though it was a safe environment, I was tense.” (11) Once the
experience became more familiar, and they began to understand the significance and
benefit of doing so, the fear often began to subside.

When they said listen to your body, I thought, "Listen to my body? Forget it! I‘like

my mind. [ don't want to focus on my body.” But, it's such a delight to let go of

your mind, and realize that you do have a body. (11)
Once their awareness was focused in their bodies, participants described becoming more in
touch with feelings, emotions and memories they were holding from their past. Often these
experiences were tied to particular places within the body, and as their attention moved
within their b'ody from place to place, certain opénings to hidden emotional scars would
occur. The insight gained from these experiences was rﬁore than an intellectual
understanding, but was a ‘body awareness’. Participants found the depth of learning and
understanding was much greater when a particular emotional issue was accessed on a body
level. Accessing on a ‘body level” was not an easy sensation to describe verbally, but
essentially meant connecting to the essence of a feeling, emotion, or memory of which the
participant was previously unaware of. This came about as a result of bringing awareness

into the body using such techniques as meditation, creative movement or breathing
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exercises. The following participant explained this link between depth of awareness and
the physicality of the experience for understanding emotional experiences:

I think I was in touch with them [feelings about an experience], but I think it was at
greater depth. I would say that I was aware of that at an intellectual and somewhat
emotional level, but this sort of took it, it went deeper into the iceberg. I likened it
to permafrost. And, it was getting through the layers of the permafrost, and so it
took the understanding that much deeper and that much more into my body. (2)

Another participant provided a specific example of how the physical body can
communicate as she explained how her physical reaction to completing an exercise in the
program gave her surprising insight about her emotional connection to some of her
childhood experiences:

There was another exercise where the instruction was to draw your childhood, your
childhood family as it was when you were six, or seven or eight years old. That has
been the only time I've felt such huge resistance in almost anything I've ever done in
my recent recollection. It was just sorrowful, and I was in tears. I was really
overwrought with emotion and could feel it in my physical body. I just could not, I
mean [ finally did do the exercise, but it was an overwhelming feeling of, maybe
inertia is the word, resistance and inertia, no energy to draw on to draw. No energy
to draw on to draw (laugh). That sort of surprised me. So there was a physical thing
going on, but there was this kind of insightful surprise or surprising insight,
whichever way. I mean both ways you can look at it, and it was profoundly
physical. It took all my effort to do the drawing. And I am a doer, so for me not to
be able to, to be rendered almost paralytic was really quite amazing. I've known
that time is significant in my life, but I think the significance of it was really
magnified through doing that exercise. (2)

Accessing these ‘pockets’ of emotional history would often bring insight, understanding,
and possibly a release of the emotion being held. In order to come to terms with one’s ‘old
haunts’, as one participant explained it, there needed to be a full acknowledgment of how
the experience affec;[ed- the individual. One participant called it, ‘owning my own

experience’, which meant she was able to come to truly acknowledge how a particular

event or circumstance affected her, without blurring this acknowledgement by how
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someone else had interpreted it. This acknowledgement involved coming to terms with the
full range of feelings, emotions, and personal reactions. Through authentic
acknowledgement this participant was better able to gain personal insight into how she was
relating to others and living her life. Specifically, she spoke about the importance of:
More fully acknowledging the event, or the time frame, but also maybe the
variability and the uncertainty. Like if you look at an event, and you say oh, that
made me sad or that made me frustrated, you can maybe go to the heart of it and get
a specific out of that. With this, it was a recognition that it wasn't just about
- sadness, it was about a lot of other things. So I think it gave texture or layering to
what it looked like. So, instead of simply seeing it, I mean, I had acknowledged it,
and even talked about it, but it gave it more fullness and by so doing greater
understanding as to why I have behaviours the way I do, or why I'm who I am. (2)
Having the opportunity to access emotional history on a bodily level allowed for what some
of the participants called a ‘release’ of the emotion. Release occurred when a participant
felt they had come to terms with a part of their history, experienced the impact it had
emotionally on a deep body level, and physically let go of the emotion. The following
participant explained an example of such a release:
There was body meditation, a guided meditation, that one of the facilitators did, a
body-scan, where she itemized the different organs. When she got to the spleen
there was such profound grief, like the tears, like for me there was just sort of this
cleansing tears, and I feel I'm fairly centred. I feel I have a fairly reasonable idea of

what is going on, but this was very profound in terms of the spleen. And I could feel
it was like a release, a physical release of grief and sadness, but particularly grief.

2

6.2.2.1.2 Self-Awareness
As participants began acce'ssing feelings that had not been part of their previous conscious
awareness, faced issues and acknowledged their past, they gained insight into who they

were and how they related to the world in deeper ways. Essentially, they ‘got in touch with
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themselves’. This learning involved accessing a core sense of self, or a more authentic
aspect of their being' which was often unacknowledged or unaccepted.
A lot of the time it felt‘good to have that space for introspection. It was kind of a forced
way of looking into yourself. I'm kind of curious about that anyway. I'm always curious
how my mind, brain, body, spirit, everything moves. I mean, what makes me tick. It’s
always kind of an interesting topic to me. And this was a way of forcing myself to sit
down and look into it, which I wouldn't do as much otherwise. (13)
The following participant alluded to the courage it took to move toward this understanding
by facing herself honestly, and the need for the,
willingness to go in there, and to take what makes up [participant’s name], and to lay it
all out on the table, and to look at each part of me mercilessly.
Awareness for participants of the way they related to others was an important part of this
process, and the program experience provided opportunities for participants to gain insight
about this.
And after learning all this mind/body connection, I'm thinking what I portray to myself
and to others is not exactly what I want. I just didn't know that that's the only way. That
was me. And that's an a-ha. That's a stunner. It can take you back and you think, well,
now I have to learn a different way. (11)
Some participants found there was a tangible difference between the beginning and end of
the program in terms of their understanding of who they felt they were, and who they
wanted to be.
At the beginning of the program you gave me a piece of paper and told me to draw
what I want, how [ want to see myself. And then at the end of the program you got
me to draw how I wanted to see myself. And that was very good because the

original one was quite vague, and then at the end of it, it was quite specific, as how [
saw myself. So, that was good. (1)

"It should be noted there is considerable debate in the literature regarding the notion of an essential self. (For
example, Fuss D. Essentially Speaking. Routledge. New York, 1989.) The idea of authenticity described in
these findings describes each individual’s expression of what they regarded as “authentic”. It does not imply
essentialism in terms of broader categories of gender, race, or culture.
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Learning about themselves was a critical part of the journey for participants to begin to

express themselves, and to choose to live life in a more authentic manner.

6.2.2.2 Connecting With Others
The group experience was an important part of the learning participants described, and
participants felt it often facilitated a deeper inner exploration than could have been
achieved otherwise. Relating to others, and resonating with expériences of others could
facilitate and intensify a participant’s inner work. The program provided an opportunity for
individuals to form strong and intimate bonds with other participants given the atmosphere
of openness, and the willingness of participants to share on a deep emotional level. An
important element that allowed participants to form these bonds, and feel comfortable with
interacting with each other, was being open and vulnerable with one another. As one
participant explained, “People started to allow themselves to show themselves, and then I

felt comfortable.” (11)

Some participants called this type of experience ‘connecting’. One participant defined

connecting in this way:
Connecting is a non-judgmental thing. It’s connecting from one soul to another
soul, just totally being present, completely present with that person, at that time, at
that moment. (1)

Listening to the stories of others sometimes allowed participants to access similar emotions

in themselves, or in other words, resonate, with their feelings or experiences. This

experience of resonance was potentially a valuable opportunity for accessing one’s own

emotion that has been repressed or ignored, and not fully experienced or released.




6.2.2.2.1 Finding Comfort in the Group
A participant’s level of comfort working in the group setting greatly influenced their
resulting experiences. Feelings of trust and safety were key components of finding a sense
of comfort, in addition to a participant’s perception that group members and facilitators
were both respectful and compassionate of their personal journey throughout the program.
Feeling the group was operating in an atmosphere of ‘non-judgment’, as one participant
described, made the group experience feel both beneficial and supportive:
All the people that were there were there with me doing it with me, and 1 just felt a
great feeling of support that, there was not going to be any judgment of me. IfI
broke down and started crying there was a great understanding of where I was at,
and no judgment which was huge for me. And through the tears and through the
non-judgment, released a lot of tension in my body. (1)
While it was the perception of non-judgment that was important, it was evident that an
atmosphere of non-judgment was not always possible. The following participant explained
her initial tendency to judge others in the group:
I remember the first day, what I call a go-around. Each person 1ntroduc1ng
themselves, and making their opening statement. And feeling nervous, and my
nervousness expressing itself in a way where I started judging everybody. Idon’t
like this person, I'm not attracted to this person, I'm attracted to this person, and
making these judgments which is a form of anxiety for me. When I’m anxious I fall
into this kind of behaviour. (7)
But, instead of remaining in this pattern, she was able to step back and observe her
behaviour, and with this awareness, make a choice not to continue.
And, realizing right then that this is a chance for me, this is an opportunity to think
about this. I'm here, I'm judging these people, and this is a chance to say, why

should I be judging? What else can I do with these people? So, I give myself a
huge amount of credit for that awareness. (7) .
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As closeness developed within the group, there were opportunities for judgments to be
expressed and sometimes diffused in an open but respectful manner. This served to provide

an atmosphere where the fear of judgment was not paralyzing for many participants.

Maintaining a ‘fit’ in the group could be challenging when there were differing
personalities, situations, needs and processes taking place ail at once. Participants
sometimes found their feelings of comfort shiﬂipg in different situations, and felt
uncertainty as to their place within the group. As one individual described:

In some ways I liked the group part of it, but [ was never quite sure where I fit-in in a
group like that. Everyone had different needs and at different times of the day or
different day of the week, or different week of the program, these needs would change,
according to how their moods changed. There were just so many variables flying
around the room. And then, me in the centre of it, or side of it, wherever 1 was, I was
never, or not never, but often I was unsure exactly where I was, what my role should be.

(13)
Emotions would shift dramatically through the program as the group and individuals
processed different aspects of their ‘inner work’.
I went through a lot, a lot of different emotions. There were some times when I was
Jjumping from elation to frustration. Kind of ran the gamut. And that was good,
anytime [ can, you know, I like experiencing things, I like trying new things, I like
meeting people. All of those things were good and positive, and even if they weren't
all happy and pleasant and fun, I still think they were good. Valuable, in those ways,
they were good for me. (13)
A group setting could also be useful for providing an incentive to participants to commit to
the program work. As this participant described, feeling accountability to the group
encouraged her to continue practicing the program techniques:
What the program did for me was it forced me to do the work because I knew I had

to go back there the next week and they would ask me, “So, did you do your
meditation?” And, if I had been on my own, I probably wouldn't have done it. (1)

108




6.2.2.2.2 The Experience of Sharing
As one participant described, working with others allowed her to find company in her
experiences. Knowing others shared similar experiences and emotions brought comfort
and feelings of normalcy to the individual. In a group where participants were encouraged
to be authentic in their expression of feelings, and were encouraged to disclose themselves
to the group, participants began to see they were not alone in their suffering. They began to
see their feelings as a normal reaction to being human:
I saw what I wouldn't have seen if I was just in one-on-one therapy with
acupuncture yada yada, is that everybody has ups and downs, everybody has U-
turns, everybody is scared everybody is human, and I'm not alone. And what I'm
feeling is no different than what anybody else is feeling. That brings great comfort
and peace to me because I know that I am okay. (1)
Not only was it a source of comfort to know that others shared similar feelings and
experiences, it sometimes actually helped an individual to work through the feelings. For
example, the following participant found greater peace from finding this comfort:
I have no idea how it happened, but working with the group in a group setting and
hearing other people's stories, and sharing my experience in a group setting, which
for me is very difficult, changed it. I thought that I was the only one feeling the way
that I was feeling, and that there was nobody else feeling these things and
everybody else was walking around the world, feeling a lot better than [ was and
didn't have this craziness going on in their head. Now through the process of seeing
everybody else - that they do have this craziness - allowed me to work through my
craziness. Now it’s a lot quieter in my head. (1)
The group setting offered participants hope and inspiration by allowing participants to see
other group members doing well. This positive energy would impact the experiences of the
group members:
Just hearing other people's journeys, their struggles, how they deal with things, was
healing. You know, really, what to me was even more healing was when someone

made a break-through or when they started feeling better and they shared that with
the group. I could feel the energy of the group just rise, you know, just success
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stories, you know, little success, you know where we learn, we got to know each
other, we knew where we were and then you would hear these little success stories,
it just, something inside also started healing, I believe. There's real power in that.

“4)

6.2.3 A New Way of Being
‘A New Way of Being’ described the impact the program experience had on how
participants felt within themselves, about themselves, and the experience of their day to day
lives. In contrast to ‘New Ways of Living’, described in the next section, ‘A New Way of
Being’ was a description of a state of mind/body, and the feelings participants had as they
went through their daily lives, rather than the impacts of their everyday ‘doing’. In other
words, it was about how an individual ‘is’ in the world, not what this individual ‘does’. It
was a description of their ‘inner experience’ ae they moved through their lives. The
experience of living with illness t;ecame changed as a result of this new way of being. The
major identitying aspects of this new way of being included: experiencing inner calm,
expressing a deeper sense of self, surrender/giving up control, and acquainting oneself with

the power of choice.

6.2.3.1 Experiencing Inner Calm
Becoming more aware of the relationship of mind/body, and learning tools which can be
used to influence this relationship, gave participants the ability to consciously alter their
mind/body state. Participants described their experience of feeling a greater state of inner
calm as a result of their influence over this relationship. Inner calm was described as

feeling centred or grounded. Feeling grounded referred to a feeling of having your feet
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firmly planted on the ground and feeling connected to the earth. It is an integral part of
being centred. One participant described the feeling of being ‘grounded’ in this way:
Feeling your bum in the chair. Feeling your own presence. Feeling like nobody,
like you couldn't get knocked over. However, like with the base of a tree, at the
same time, you are, like a willow, bendable without snapping. Like an QOak, still
very solid to the ground, very connected to the ground and to yourself. (1)
Feeling centred included, but moved past, feeling grounded and described a place of inner
peace and tranquility. In this space, participants described feeling focused and connected to
themselves. They sometimes experienced a quieting, stilling or silencing of the usual
chatter in their mind. This space was often a very rewarding place for participants.
I don't know if I can express the, just the calm and centredness that I feel into a
machine [the tape recorder], it’s here, and within me where I am now, and I think
the program is very valuable for bringing that to people. (4)
Experiencing a state of centredness could bring improved mental clarity. This clarity
assisted in decision-making and concentration. In other words, a participant was much
more able to focus and felt less scattered.
I function a lot better, more organized. My mind is a lot clearer. I like being able to
make decisions quickly. There was a long period of time I didn’t and that got me
back on track. I feel it gets better all the time. (3) :
When participants became less distracted, more at peace, and more focused, it became
easier to have perspective on their life. Rather than placing thought, worry and attention
randomly and rather thoughtlessly, it was possible to more consciously place energy on
what was most important.
It really allows a lot clearer thought getting back into my own mind the important

things, and taking it is just, clear thought, anything I've got out of this the most is
just clearer thought. And, what’s important and what’s not. (3)
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It’s very subtle, but it’s very powerful and it just changes....slows you down enough

so that you can think clearly. I get much more pleasure out of the little things, the

smaller things in life now than I used to. (1)
A component of finding inner calm was either releasing or managing emotional weights.
When an individual was caught up in emotional turmoil, finding a calm place within
themselves, and maintaining focus on thoughts or tasks of importance could be nearly
impossible. As one participant pointed out, the opportunity in the program to release her
anger had a huge influence on her ability to focus and gain an improved attention span:

For me the mind body program was wonderful because, as I said, just to take the

anger out of me, that was a big, big thing. I would not be able to sit down and talk to

you here before that. I mean, you would see that, it doesn’t matter how much I’'m

interested in that, I had an attention span, I think, like a 2-year-old, maybe.

Seriously. (5) '

6.2.3.2 Feeling More Connected to Oneself
An important aspect of this ‘new way of being’ was related to the process of self-discovery
and expression of this awareness that occurred for participants. The program experiences
provided an opportunity for participants to explore themselves in ways in which they would
not normally be able to do. They learned about how others see them, and had opportunities
to become more aware of how they relate to others. Gaining a greater understanding of -
themselves offered them the opportunity to express themselves in a more authentic way.
This could literally mean they felt more comfortable in their own skin as this participant
explains:

Actually, it’s come a long way (laugh). I mean I spend a lot of time by myself, and I

feel a lot more comfortable by myself. 1 mean I don’t have to have music on

anymore. There was a long period of time, 5-6 years that I needed constant noise

around me, people or everything. So, that changed, it’s back into where I feel good
about myself and I can deal with that. I’'m a happier person. (3)
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So it actually allowed, I think, a better person than I was before. And I thought I
was a pretty smart guy and able to deal with things, but maybe not. So, there was
things in there that kind of helped to scratch away at things that held me back, so I
appreciate what they were. (3)

6.2.3.3 Balancing Surrender and Choice
Another ‘new way of being’ the participants spoke about was understanding the fine line
between letting go of what is out of their control and choosing to take charge of what is
within their control. It seems ironic that on one hand, participants were learning how to
take responsibility to care for themselves and manage their illness, while on the other hand,
they spoke of learning to let go of trying to control it. The distinction was between learning
to better manage aspects of their illness that are manageable, at the same time learning to
acknowledge the uncontrollable by accepting limitations of their present condition. In this
way, by relinquishing control, they gained more control. The following description
illuminates the choice of one participant to surrender to the uncontrollable:
I've always wanted to be in control and if [ surrender what the hell have I got left?
Right? It was too scary for me to surrender, to surrender to the illness in a sense. I
~ was going to, when my heart valve started closing up and I mean there was one time
when [ collapsed, cause my heart couldn't, I was just pushing it too much and it
couldn't pump the blood out, so it went into spasms and I couldn't breathe. I was
gonna, damn it, I was gonna overcome this, because I have overcome everything in
my life. I'm in control here, nobody else is. Well, it’s taken me awhile, but I've
learned to surrender to it. If this is what my heart is doing, then I'm gonna let it do
it. I'm gonna let go of controlling it, right? And as I let go of controlling it, the body
always goes back to homeostasis right? It always does, it has to get back into
balance, so when you just let it go it will do it, but I don't just mean physically, 1
mean here. Here between the temples, that space there, that's where I do my
controlling. (4)

Another participant described her decision to understand and manage the experience of

chronic pain by working with it, rather than feeling antagonized and fearful of its influence.
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She had thought of the pain as a huge scary monster, but began to see it more as a * gentle
giant’.

It wasn't this big snarley thing, it was just in pain and it wanted to be comforted. It
wanted comfort, and so it turned into this big, it was still big, but it was like this
gentle giant that had a thorn in its toe and it wanted to be held and paid attention to.
So, I started paying attention to it and looking at it, looking at my pain as a gift. It
was trying to tell me something, and it was trying to teach me something, and if |
didn't pay attention to it then it would just scream louder just like a little baby right?
I wasn't scared of it [the pain] anymore, and I was much more gentle towards it.
And if T would hold my pain, I started to learn to hold my pain, very gently and let it
do whatever it would want to do, and sure enough it would change and transform
into, into this, you know, big old gentle giant. Or, sometimes it would just go to
sleep or whatever. (1)

Once she learned to work with the pain, to accept when it was present, and manage it as
best as possible, the negative impacts of the experience of pain began to diminish. In fact,
the experience of the pain began to lessen when she became gentler with the pain, and more

gentle with herself when it appeared.

While sometimes it is necessary to surrender to circumstances out of one’s control, in
contrast, participants also became more in touch with their ability to have control over other
elements in their lives. They learned to use the ‘power of choice’. Learning mind/body
techniques taught some participants important tools that could be used to manage their
experience of illness giving them more confidence in their own ability to manage.

The mind/body seemed to do more for me because what it did was give me
confidence in myself to be healthier, to kind of get past the illnesses. (3)

I see results in the way I felt once I started using some of the tools - the breathing
techniques, the meditation, the mind/body. Feeling positive results for myself, now
it has given me the confidence and reassurance that there is something to the fact
that if you think and believe in yourself you have the ability to make a change. And
that’s what the whole thing is I think, bringing into yourself the ability to control
what goes on in your body. It wasn’t instantaneous, but within a short period of
time I thought hey, okay, this does work. I went in open-minded, but not willing to
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accept anything for face value, waiting to make a judgment myself. It has given me
the confidence, and the confidence is my ability to aid myself in my own well-
being. So that’s the confidence. (3)

As these quotations illustrate, through first hand experience, participants gained confidence

that they do have the potential to manage aspects of their own illness.

6.2.4 A New Way of Living
When a participant took this new way éf being and began to outwardly create a life that
reflected this, they moved into the stage entitled ‘A New Way of Living’. This stage
occurred when participants’ entire life shifted because of the expression of growth in the
active engagement of their life. The day-to-day living with illness shifted because the way
they understood, managed and accepted the illness had changed. They were no longer
- forced to just endure illness, but instead, they learned how to live with it. Their illness was
less able to undermine their sense of well-being and vitality. The way participants engaged
in life, related to others, and managed life’s challenges, became a reflection of a larger
learning process that had taken place and was continuing to take place within the
individual. In essence, they were living a more authentic life. The following participant
alluded to the shift in her day-to-day life that can result after the program experience:
It changed everything. It changed every aspect of my life. It changed my
relationship, and everything in a positive way. Because I'm more grounded, I'm
more centered, I'm calmer, my head doesn't feel as busy, and that affects a big part
of your life. (1)
While many aspects of ‘a new way of living’ are very closely related to those described in

‘a new way of being’, the latter reflects taking the awareness gained in the first two steps

and putting it into action. It is one thing to become more connected to themselves, to learn
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about their true nature, and it is another to actively engage in a life that allows this true
nature to be expressed and experienced. Ways of being and ways of living are dependent
on one another, and it is essentially impossible to affect one without the other. Having said
this, the distinction between the two is important because a ‘new way of living’ described a

deeper degree of integration of new awareness or experience.

6.2.4.1 Living With Illness
During the first two stages, ‘Doing the Work’ and ‘A New Way of Being’, participants had
the opportunity to reflect on and question their relationship with their illness. A
* component of a new way of being for some participants was relating to their illness
differently. Understanding their illness differently, finding a greater level of acceptance,
discovering a greater sense of meaning behind their body’s signs and symptoms, could
allow them to beéin to live with illness differently. The day-to-day way of life could then
be altered to manage the experience of illness. The following participanf explained her
awareness that a particular way of living was no longer possible with the bodily pain she
was experiencing:

How I had always accomplished everything in my life was by strength. Which
okay, yeah, | am a strong person. If I wanted to get to the top of that mountain, or
whatever, I'd just climb to the top of the mountain. IfT wanted to get from point A
to point B then [ would. And if there was a wall in my way, I would hit that wall,
and then I'd take two steps back and I'd hit it harder, and I'd take two steps back and
I'd hit it harder, until I broke through that wall and got to the other side to where I
wanted to be. Now that's fine and dandy, and that will get you far in a lot of
different situations, but when it comes to pain, you hit that wall, and its pain
‘OUCH’. You take two steps back, hit that wall again, and the pain is just gonna
keep on getting worse and worse and worse because you can't, you can't go through
pain that way. So, what I learnt was a way around the wall. And I learned that
through the processes that I got at the Tzu Chi. (1)




The next example illustrated a method of managing the illness, of working with the ‘ebb
and flow’ of the illness. This allowed her to experience less emotional distréss due to the
confidence of knowing what to do and what to expect. She explained the important
transition from a stage of “crisis’ to a place where she was able to effectively manage it.
So, what's happened for me is I've said, I'm not my disease, but I've actually sort of .
made friends with the disease. So, I'm not my disease, but I have it. I know that it is
there. I know the ebb and flow of it. I know that I have moved, what I would say,
from sort of the crisis part of what it is, what it is doing now part of living with it.
To kind of managing it. So, part of it is a mind-set that has come out of managing it.
If T get to a place where I'm moving to, oh my God, I've got this pain I've got to
contend with, then I go back to, okay, what can I do to assuage that, that
apprehension, that fear. (2)
Being ill can mean an individual must adjust to changes in lifestyle that can lead them to
feel like an outsider, as though they do not fit in as they once did. As they began to
experience ‘a new way of being’, including becoming more connected with themselves and
more confident in their ability to manage living with their illness, this feeling of confidence
would begin to grow.
It also, what it did, also with not feeling physical ills of the disease that I thought I
felt before, it also brought more confidence in myself and in the thinking I have in
dealing with myself with society. It’s like I fit in better now. I always felt a little
out of place because I don’t drink anymore and stuff like that. And just feelings,
because they are all related to illness in the first place, I only had those feelings

once I got sick. So now, it doesn’t bother me anymore. It does well not only for
handling disease, it does well for handling yourself, period, everyday type of stuff.

3)

6.2.4.2 Engaging In Life Differently
Another part of a ‘new way of living’ participants spoke about was beginning to live more
fully and more consciously — they began to‘engage in life differently. They could become

more open to do things, and allowed themselves to pursue things they would not have
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pursued before. For some it was stepping forward into a life they had hid from due to
circumstances and experiences of their illness.

I think it would give me opportunity to come back to life. I think it was the part that,
I don’t know if you remember, we had to make a picture at the beginning, who am
I? And I was kind of a lion or a tiger in the woods, and I really didn’t want to get
out of and I really felt like going to live in the woods, but there are too many bears
there (laugh), and not to see anyone. And after that [the program], I felt almost
ready to come into the society. (5)

In a ‘new way of being’ participants described recognizing the pdwer of choice, and in a
‘new.way of living’ they begin using it. They recognized and acted on their ability to
choose how they wanted to live. For some participants with a poor prognosis that had
reduced their interest in truly engaging in life, they experienced a renewed interest in living
fully regardless of their expected length of life. As one participant explained, she re-
engaged in learning and taking courses.
They say, “Oh gee, you don’t look like you are going to hang around too much
longer,” kind of idea because it’s that bad. So, something clicks in a person, maybe
it’s the woe is me, and everything else and life doesn’t feel important. You just feel
sorry for yourself, and you don’t function well doing what you do or even hope to
do, like going to school. Ialways took courses or whatever, but there was a period
of 6, 7 years I didn’t do anything because you just kind of give up in that kind of
way. And then taking it [the program], it all came back again and that’s what
happened, it all came back. (3)
Another participant moved forward with travel plans which otherwise may have seemed
too daunting.
I was able to travel this year. We had a large trip planned at the end of the summer,
and [ also wanted to see my brother and family. I had things I wanted to do, so I
kind of pushed myself to get out there and do that. So I think part of that probably
came from the program. That resolve. (2)

Not only did participants engage more actively in their lives, they gained more clarity about

how they wanted to live their lives. They were better able to make decisions and act on
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them. When their awareness became more present, they had greater focus, and became
more concerned with living life for today. They had the ability and the desire to make
choices for today that were fulfilling.

I can, and any person can, make themselves feel better, and I do because of this [the
program]. I just feel more mentally capable of doing things. I do a lot more fun
things now...I know now it doesn’t matter whether the virus, they don’t have a cure
or anything like that, and whether it’s eating away at the liver, it doesn’t matter.
Today is today and that’s great and that’s good. (3)

As this participant explained, her experience of engaging was also shifted due to an
improved experience of feeling more centred:

I mean I was taking courses prior to going into the Mind/Body Program, and while
on drugs, but [ wasn’t doing very well at all. But now I’'m doing exceptionally well,
and I do attribute it partly to the program and what that’s done for me. And part of
being calmer, being able to concentrate better and stuff like that, so, it’s a real big
change, I think. (3)

In some cases, engaging in life differently meant slowing down the pace of their lives as
opposed to engaging more. As one participant explained, her learning was related to
understanding that the way she engaged in life in such a fast-paced manner, was not serving
her well. Running at such a fast pace meant she missed being able to truly appreciate life
as it was passing by.

I'm on a different track now. I feel like before I was on the fast track, you know,
blinders on, full speed ahead. This is, you know, not looking right or left, this is the
way, this is the path to success, this is the path to where I want to be. And now, I'm
on a completely different track. I'm on a slower track, which is not necessarily a
bad thing - at all, at all in fact. It's just a different track. And now I'm looking
around me, taking in the scenery. Seeing something over there that I wouldn't have
seen before which was a wonderful opportunity, which I would never have seen had
I been on that other track. And what that has brought me has been, it’s brought me
great joy, it’s brought me peace. I feel like the universe has just opened up to me.

(D
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This slower pace of life could give her the opportunity to be more present — it provided the
opportunity to experience a new way of being. It could provide the chance to fully
experience each moment, moments that would have passed without conscious awareness:
Gaining this awareness was an empowering experience. Having more knowledge brought a
new lével of control that enabled her to make more conscious decisions as this example

illustrated.

6.2.4.3 New Ways of Relating to Others
An element of engaging in life differently is how participants engaged in relationships.
How they related to others could become shifted from this process of personal growth, as
they gained awareness of their patterns of relating to others. As participants learned new
ways of being in the world, they needed to adopt ways of relating to others that reflected
this learning, and enhanced their ability to maintain the connection to their true self. In this
light, relationships provided a challenging opportunity to put their new awareness into
practice. The following participant explained her attempt at trying to use new awareness to
relate in new ways:
Before, I would stand up, I would defend myself, I would argue. I would do
everything else that I'd do dealing with my mom. And now, whether it's right or
wrong, I'm choosing not to go closer with my intimate thoughts. I'm choosing with
certain people not to be close to them. Now I know there's skill involved. How you
be close, don't do that, you won't be close. So it's all left to us. We're still left with
what we're going to do, ultimately. So, I always thought, it's a matter of personal
efficiency to figure it all out. Now I know it's a matter of self-preservation to walk
away from things, and not figure it out. (11)

Participants also spoke about their willingness and need to make changes in relationships,

or to eliminate some relationships from their lives if they were not serving them well.
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Participants indicated they could become unwilling to accept relationships that do not
reflect authenticity and support. The following participant described this experience:

I also find that what I got out of the program was that, and this was really sad for
me, was that [ thought that I had more support in my life than I did. I found out that
I was, that I am very self-sacrificing, that I am willing to, you know, give up my
own needs before others, and it just comes so it just came so naturally to me that I
didn't even realize that I was doing it. So, then during the program and after the
program I was testing my relationships with my friends and family as to how
supportive are they of me, and you know what, a lot of them weren't and that was
really sad so I lost some friends during the process as well, but really, were they real
friends? (1)

Learning to engage in more authentic relationships was a theme of learning to relate to
others in new ways. Communication tended to become clearer and more open.
Authenticity meant being honest with others even when it was difficult or hurtful to do so.

You know, to the issues in my life that need the voicing, so I have been able to go
one-on-one with the people that I have the need to do the one-on-one with. (2)

Truly connecting with others meant being truly open and fully present with others. It was
this experience that enhanced relationships for 'participants.

The friends who I am moved and touched by are the ones who can relate to me no
matter what's going on. However, the better I can express what's going on, and I've
learned to do that more through this program, and other stuff I've done, the more
empathetic they are. Defining who I am in a way that they understand. Say hey, this
is a part of me you know, I'm not okay, you're not okay but that's okay, you know,
being fully who one is. And I think the program, the Tzu Chi program, better
allowed that than any other. (6)

Connecting with others authentically meant being more vulnerable, which was not always
easy, but some participants noted its benefit in their lives.

My relationship with my husband is better, they [relationships] are different because
I am expressing. They are just so different I'm really, I'm really getting to know
people now as opposed to, I'm really connecting with people now which I had never
done before which is such a wonderful thing. Ihad no idea that you could have
these types of relationships with people, I would never express my, you know I was
always the strong silent type. So, I would never express my hurt or my
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vulnerabilities to anybody before and now I do, and my goodness (laugh), it’s a
good thing you know and it just makes you human. (1)

Authenticity also meant learning to communicate more responsibly. This meant expressing
feelings the moment the feelings are present, and in a way that does not blame. One
participant described it in this way:
First of all I'm more aware of my internal conflict. I pay more attention to what's
going on, the tension I feel, and I'm more willing to express that in a way that is not
blaming. I find the more I can key into it, deal with it, right now, in the here and
now, than let it build up and explode or implode, the better I work, the better things
function. (6)
Participants also spoke about their need to learn to set boundaries with others, in order
protect their own needs. Many participants described their challenges with saying ‘No’
when they wanted to, as this participant explains:
Well, it helps me to say, ‘No’ to people. IfI feel I can't do anything, instead of
stewing and letting it bother me, I will phone and say, "I'm sorry, I can't do that."
The way we went, "No! No! No!" That was excellent. It helped us a lot. It really

did. That really stands out in my mind because I couldn't say, ‘No’ before. So, I find
I'm doing that more now. (10)

6.3 Mediaﬁng Factors

There aré a number of mediating variables that influenced participants’ experience in the
program, and the resulting impact. These included their willingness to engage in the
program experience, and their commitment to integrate the awareness gained and the
mind/body techniques learned in the program into everyday life. For example, it is one
thing to expand awareness, but for participants to use that awareness in how they live their
lives was quite another step. As this participant explained, the value of the progrém

experience rested on what they chose to do with the program experience:
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You see, you're given a gift, and you open it, but unless you use it in the way it was
intended, it's only another happening. (11)

This could be dependent on their readiness for this type of experience. Each person was on
an individual journey and came to the program with differing past experiences,

expectations and openness to the experience.

6.3.1 Readiness for the Experience
Participants were at varying degrees of openness aﬁd willingness, and in large part,
‘readiness’ for the program experience. Being open to the experience included being open-
minded about learning something new and willing to engage actively in the experience.
The program invited participants to become aware of their mental and emotional patterns,
judgments and assumptions, as well as their interpersonal responses, reactions and
behaviours. Participants were at varying comfort levels with each of these tasks, which had
a pro'found impact on their willingness to participate fully. As the following participant
explained, “You know, maybe one has to be ready for it or something.” (9) The following
participant explained:

I started thinking this might be a little bit more psychological than I am interested

in. If this is the kind of thing that they are focusing on and serious about, and I’'m

not as serious about those kinds of things, or just not as interested in, maybe I’m not

going to do well here, or I’'m not going to see eye to eye on some things here. (14)
Participants who were less willing to fully embrace the program experience were less likely
to be committed to the practices after the program experience, and may have struggled to a
greater degree with integrating the experiences into théir lives. The same individual as

above described the challenges of integration in this way:

Even though while I was doing the skills in the program, at times, I was really
pleased with how well some of them worked, the breathing, the mind/body ones,
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moving the energy around. I was really thrilled sometimes. Yeah, this works I can

feel the energy moving. I feel better now then I did before and that’s good, and now

I can go and do this and I think this is great. I’m going to do this everyday. And, I

don’t do them. Not everyday, not any days most times. So, the only solace I can

give myself is I think now that I know these things and I will do them soon. One of

these days I’m gonna get back on the program. (14)

6.3.1.1 Familiarity

An influencing factor in participants’ response to and readiness for the program appeared to
be their familiarity with the nature of the experience and the techniques involved. A
number of participants had participated in somewhat similar programs or activities which
appeared to enhance their ability to ‘go deeper’ into the experience. For those beginning on
this journey, the growing pains sometimes felt much greater. To truly understand the
extent and nature of the impact of the program experiences for an individual, an
understanding of their past experiences and where they were at in their personal journey

seemed critical. Without this information, assessing the benefits becomes much more

complicatéd.

The reaction to some feedback the following participant received helps to illustrate this
point. One participant explained that she felt ‘wounded’ by an insight given to her by a
program facilitator. The wounded feeling was a reaction to feeling surprised and
overwhelmed by the new information, or a new way of understanding circumstances in her
life. The context of the rest of the interview confirmed this feeling was not necessarily a
negative experience for the individual in the lpng run, but an important piece of the growth
and learning. Nevertheless, it was a piece of learning that was difficult and did not feel

‘good’ in that moment.
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It's amazing how people come into your life, don't know you, and two or three
things occur, and then you have to re- assess what you thought. You thought you
were doing okay, but in reality, you were misguided. Actually, I had a lot of things
explode when I came here. I really thought, indeed I had a very good family, a very

- supportive healthy family. I mean my mom, and my sister and all my relations. I

| don't mean my husband and son. Although with my husband, maybe, I found out
some things as well. And, I walked out less healed, in a way. I walked out more
wounded. (11)

Many participants did not view the program as an isolated intervention of sorts, but saw it
as another ‘stepping stone’ in their journey, as this participant explained, “A lot of steps
have taken me along the way, I've done work before the Tzu Chi.” (1) In this light, the
benefits need to be understood in the context of their journey, what théy experienced, and
what they will do next.
What I see with the program is it served as yet again another stepping stone to do
other work. So, it in and of itself is very helpful. It also created, call it curiosity,
call it areas in which I saw as needing more work, and I thought, gee, I'd like to
explore that more. It's been ongoing from there so if you take the program in and of
it itself as a finite thing, it had a certain benefit, and then the benefit from there gets
maybe a little more amorphous because of where I think it led me. (2)
Participants spoke about similar programs they had participated in.
Now, I came to it having done other work around sort of healing, either in a retreat
form or just my own exploration, whether its yoga and a variety of things. So, I
came to it with a fairly good base of knowledge. So, some things were familiar to
me and other things were fine-tuned. (1)
As the following quotation illustrates, their depth of experience can increase the more they
are engaged in this type of work. This can include choosing to integrate the experiences
more into everyday life.
I went to the XXX, they have a similar type program, well, mind/body like, you

know. They believe the same thing. We did movement there, we did connection,
and meditation there. So, I sort of learnt something about it there and then applied
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it a lot more at the Tzu Chi. So, after the program I just started integrating it moré

into my life. (1)

6.3.3 The Major Shifts and Transformations
Another mediating factor appeared to be a ‘threshold’ of awareness, readiness, or learning
that needed to be reached before a participant was inclined to move further in the process of
transforming well-being. Participants spoke about major transitions or shifts in their
awareness, ways of understanding themselves or their illness, or deep personal insights that
appeared to be related to their experience of profound change. While the steps outlined
above indicated a fluid process of change, the ‘shifts’ described turning points in which the
change moved abruptly in their journey. These ‘shifts> did not describe a particular stage
per se, but a way of moving between and within stages. Words or phrases participants used
to describe this included, “I finally got it”, “I had this major shift”, or, as in the following
quote, “It gelled”.

All of the things that I have done up to now have helped me to be where I am now

and to help me to be gelled. (4)
An example of such a “shift’ was when participants adopted the belief that their experience
of illness was in fact a gift in their lives. They felt it was a gift because it fnoved them to
grow and change in a way they would not have without it. In this scenario, they were able
to see illness as the catalyst to personal growth.

So, I finally got it. And, that's what I believe. I believe that it’s a gift. It was a gift

for me really because I was moving so quickly and I was so disconnected from the

world. Without a doubt, I would never have re-connected without my pain. I would

have never reconnected to the world. (1)

This heart problem that happened four years ago to me was a gift. It was gift for me
to myself because if this hadn't occurred at the time in my life that it did, I probably
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would have died. Or, I would have just continued pushing myself to achieve certain
goals and I would have been, well, either miserable or dead. (4)

Another such shift, related to this, was increased acceptance of their illness experience. It
was a letting go of having complete control over the illness experience, including the
prognosis.
Am I always gonna be in pain? [ don't know. Idon't know. Nobody seems to be
able to give me that answer. The ligaments don't heal, so I don't know. I don't look
at it as a bad thing at all and that was a huge shift for me, getting over the anger and
the anger of, of you know, this happening to me. (1)
The following quotation provided an example of a shift that took place for a participant
following the program. As she indicated, the shift was likely a result of the program
experience, as well as her continued journey upon program completion. The ‘shift’
described a new way of being in the world that she was experiencing which was leading to
a new way of living life. It illustrated a depth of inner change that seemed to transform her
experience of herself, and her relationship to the world to be more authentic and more
satisfying.
I have had this major shift. Ican’t say that it happened while the workshop was
going on, or as a result of the workshop specifically, but the workshop helped me,
plus the other things that I was doing. Helped me to move into this shift that
happened this summer for myself, where I am so much more centred, much more
within myself, and much more accepting. I feel as if all, all the blocks, all the
coverings that have been over my heart, and I don't mean just physically, I'm talking
metaphorically and well, spiritually, all these coverings have dissolved or shifted.
Moved, so that my heart, my heart chakra, my energy, my centre, my love, is much

more open now, much more allowed to express itself again. I've given myself
permission to express my own love, I think that's it. (4)
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6.4  Summary of Findings

The Process of Transforming Well-Being for the participants described a process of
deepening participants’ connection to and expression of their true being. Participants
described opportunities to access and release emotional blocks, body pain and other
symptoms they held within themselves. These experiences of accessing and release
brought insight about emotional issues they were previously unaware of, and opportunities
to let go of energy blocks which were detrimental to their overall well-being. They
acknowledged and re-connected with their true nature in a deeper and more profound way
then they had previously been. Bringing their awareness to the present moment facilitated
this re-connection with their bodies, with themselves, and insights about ways they' were

living their lives that were not serving them well.

Becoming well was not distinct from, but was also not reliant on removing physical
complaints. Instead, the experience of illness became a background to a larger process of
personal growth. Participants described experiences that were captured in three stages of
transformation: Doing the Work, A New Way of Being, and A New Way of Living.
Participants described various ways they moved through these stages including ‘turning
points’ where they moved more deeply and quickly towards an integrated expression of
a@meness. As participants moved through the stages beginning with Doing the Work and
moving toward A New Way of Living, they displayed a deeper level of integration of the
awareness and the use of techniques into their lives. Numerous factors influenced their

willingness to engage in the process of transforming well-being, and their journey through
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these stages including past experience. A number of insights from these journeys are worth

particular mention.

6.4.1 The Nature of the Mind/Body Experience
While participants experienced relaxation and a sense of inner calm that these mind/body
therapies have been shown to generate, they also demonstrated that becoming more deeply
and consciously aware of the mind/body relationship allqwed them to work on deep
emotional issues. They gained insight and awareness they did not prevfously possess. As
participants began this process they began to see that their self was not separate from their
illness. In order to understand the true value of the experience for the participants, this
journey into self and the transforming experience of gaining new awareness, must be

acknowledged.

Further, the interviews with participants illustrated that evaluating the value of the program
was not so much the study of a one-time ‘intervention’, per se. The program offered an
experience and taught participants various tools that could be used and integrated into daily
life, continuing to affect the experience of well-being. The fesulting effect in é
participant’s life was a complex interaction of such things as the impact of using the
techniques, degree of integration into daily life, past experiences, and readiness to engage
in personal work. From this perspective, understanding mind/body influences needed to
involve not only understanding what happéned immediately following the intense period of
the intervention, but what resuits if a participant brought the experience and principles into

everyday life.
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6.4.2 Transformation
The mind/body experience was shown to be related to shifting awareness that had the
potential to not only change, but to transform a participant’s relationship to illness, to
herself, to others, and to the world. When participants began to ‘see’ differently, their way
of being changed, and their resulting experiences were therefore transformed. These
transformations that occurred were much deeper than a change in physical or psychological
symptoms, but could have an effect on symptoms. A transformation appeared to have
involved a major shift in awareness or understanding that shifted the individual into not

only a new way of being, but further into a new way of living.

6.4.3 The Individual and The Group Journey
The findings describe a process involving three stages of experience. Each individual
moved through these stages in different ways. The benefits appeared to be related to a
complex array of influences that contributed to the stage of the journey for each participant.
For some, the program was the beginning of a new journey, and for others, the program
was another step of a journey they began long before beginning this program. Patterns in
the data allowed for the creation of the three stages that outline and provide an overview of
the Process of Transforming Well-Being. While the participants shared common elements
in their jouméy, the ways they traveled, the distance, and the ease of the journey was
distinct for each one. Like any experience of travel to a foreign place, each person can see
the same sites, walk the same paths, fly the same airways, but each is affected in their own

distinct'way. Analyzing every step and every decision along the way in order to replicate
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the ‘trip” would still not guarantee that one who followed the steps would experience the
same journey. Those who have done more traveling may find the trip easier, as some of the

challenges will not feel so unfamiliar, but it is still a unique experience.

.Similarly, how individuals reacted to new awareness was an individual decision. Learning
more deeply about oneself did not always feel good. While it enhanced their potential to
live more consciously, it also required them to face issues and characteriétics they may feel
more comfortable repressing. Working with and integrating new self-awareness was a task
that took patience, practice and courage. Because participants were at varying degrees of
comfort, and varying degrées of integration with the new awareness when the program
ended, some participants felt as though they wanted the ongoing support of the program to
continue on this path.

I felt it was really really good, but I felt like I needed more. You've had them
[problems] for, say 58 years or maybe 50, who knows? But I feel that's not enough
to, you know, to help you. I mean it very much gets you on your way, but I felt like
I could have more. (10)
Further, accessing emotion that has been repressed can be particularly uncomfortable, and
participants can feel a resistance to doing so. The willingness of a participant to engage in
accessing and releasing emotion and an honest self-discovery affected the experience of

their journey through the program, and continued to influence the process of integrating

this learning into everyday life.
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6.5 Intel;views with Control Group Participants

An analysis of the interviews with members of the control group before they had the
opportunity to experience the Mind/Body Program was undertakenvand deserves mention.
While there were only four interviews completed with this group, and individuals were not
able to speak to the experience of the Mind/Body Program yet, they were able to speak
about their experiences in the individualized care component of their care at the Institute. It
is recognized that a comprehensive summary of the range of experiences from the
individualized experience was not likely accomplished with only the four interviews. It
was also evident that participants were aware that they had missed the experience of the
Mind/Body Program that the intervention group had received. Moreover, they were
anxious to have this opportunity. Given this, they may have been more likely to feel more
critical or disappointed in their experiences; indeed, all four of the interview participants
mentioned their positive anticipation of the program. However, some of the preliminary

themes are worth noting.

A theme that emerged from this analysis was the lack of a truly holistic experience for the
participants. While benefits were discussed from their interactions with the individual
practitioners (including a medical doctor, an acupuﬁctuﬂst, chiropractors, a naturopath, and
massage therapists), there was some disappointment about the ability of these therapies to
address the emotional and spiritual aspects of healing in addition to their emphasis on the
physical experience.

The holistic, the whole body, everything, the systematic approach, I like that stuff.

It all sounds good to me, and sounds like it should work. And that’s what I was

hoping to get more of here, which I didn’t really get. I got some good massage,
some neck cracks, and some acupuncture. (14)
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The individualized therapies involved a more ‘hands-on’ approach by the practitioners (i.e.
something was done to them) rather than actively involving the participants as the
Mind/Body Program did. Rather than learning tools to aid in their own healing,
participants were more reliant on the practitioners for the intervention. The quality of the
personal relationships with the individual practitioners was a critical element of the
experience for the participants. One participant described supportive relationships with
practitioners that gave her a new sense of hope:
Well, you have a feeling of confidence, you have a feeling that somebody’s there to
help you. You have a hope, there’s something at the end of it. (17)
Another participant greatly struggled with her interactions with practitioners as she felt she -
was not ‘heard’. Given this feeling, and her disappointment that the team approach was not
working, she found herself experiencing great depths of despair.
I found I was not being heard a lot of the time. Because they, I think people are
trying to put it like it’s all in my head. I was going into very deep depths of suicidal
tendencies, and it was getting worse rather than getting better. I was just finding
that I was feeling, here I was with a team now, my ideal. I was having a team here,
but the team wasn’t, nothing was changing for me. (16)
While the multidisciplinary team approach was generally considered by participants to be a
worthwhile concept, and the practitioners were believed to be committed individuals, some
participants believed they had experienced little real healing, “I don’t feel that I had any
experience of healing when I was with these people.” (14) The lack of emphasis on
emotional issues was noted in these interviews. There was discussion of the desire to work

on deeper emotional issues, as it-was believed by some that this is the key to the healing

process. As one participant explained,
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I wanna look at my core. I want to do my core work. I’ve done a lot of work over

the years, but I think I want to tap into that part. (16)
Testing out the Process of Transforming Well-Being theme illustrated the participants in
the control group who were interviewed prior to having the opportunity to participate in the
Mind/Body Program did not appear to move through the stages in the same manner or. to
the same degree as those who had the Mind/Body Program experience. The experience of
‘Doing the Work’ of the individualized therapies appeared to involve less emphasis on
exploring their inner processes which then resulted in few changes in their ways of being

and living.
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Chapter 7: Discussion

7.1 Overview

The intention of this study was to assess the effectiveness of the Tzu Chi Institute’s
Mind/Body Program to positively impact the health and well-being of individuals living
with chronic illness. More specifically, the aim was to examine how the program
influences standardized measures of health status, quality of well-being, and social support,
in addition to how participants would describe the influences on their well-being using their
own words. Overall, the combination of quantitative and qualitative sources of data
provided evidence of positive impacts on well-being for participants. However, the
quantitative component did not appear to capture the extent or nature of changes in well-
being participants described in the interviews. The combined findings illustrate complexity

in understanding how program impacts are experienced and sustained over time.

7.1.1 Quantitative Findings
Three months from the start of the 8 week Mind/Body Program, participants demonstrated
significant improvements on two subscales of the outcome measures indicating' an
improvement in well-being. In particular, on the SF-36 health status measure, the mental
health subscale, which measures psychological distress and well-being, showed a
significant difference between the intervention and control groups, indicating a more
positive change in the intervention group. In addition, the tangible support scale of the
MOS Social Support Survey indicated a more positive ratfng between study groups; the

intervention group experienced a more positive change compared to the controls.
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The repeated measures analysis of variance, which looked at changes between study groups
across the follow-up period, demonstrated only one significant finding, the social
functioniﬁg scale of the SF-36 Health Status Survey, which showed a more positive
improvement in'the intervention group. Univariate analysis indicated this difference was
sustained up to the 6 month time point. The social functioning scale measures the degree to

which physical and emotional problems interfere with one’s social activities.

7.1.2 Qualitative Findings

While t};e analysis of changes between groups over time (up to 6 months) showed only one
significant difference between groups, the qualitative findings indicate there were profound
changes in the intervention group. When participants were asked about their experience of
the program and the résulting impacts 3 to 6 months post-program, the major theme that
emerged was entitled: A Process of Transforming Well-Being. This three stage process of
personal growth captured the patterns in the participants’ experiences as they moved toward
improved well-being. The various stages were entitled Doing the Work, A New Way of

Being, and A New Way of Living.

The first stage, ‘Doing the Work’, was developed to describe the experiences of
participating in the 8 week program, as well as integrating these experiences and
mind/body techniques into their everyday lives. The second stage, ‘A New Way of Being’,
was developed to describe how the participants experienced themselves differently as a

result of the program and using the mind/body techniques in their life. This encompassed
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their experience of inner calm, feeling more connected to themselves, and learning to use
the power of choice in their lives when appropriate, and when to surrender to things out of
their control. The third stage, ‘A New Way of Living’, involved a further transformation of
bringing their new experience of ‘bging’ into the way they live their day to day lives. |
Elements of a new way of living include new ways of living with illness, engaging in life

“and relating to others.

This process of transforming well-being is a continuous one, without an endpoint; well-
being becomes increasingly improved as one deepens one’s journey through these stages.
Not all participants moved through all the stages, nor did they move through them at the
same pace. It was very much an individual journey. This model of transformation is
intended to show how the movement flows, not to imply that each and every participant

experienced the model in the same way.

7.2 Understanding the Findings

The quantitative findings display few significant differences between the study groups, and
yet the interviews déscribe some profoundly positive changes in well-being for those who
participated in the Mind/Body Program. Given these somewhat contradictory findings,
why there were few significant impacts detected statistically, deserves closer examination.
A couple of possibilities exist: 1) éhanges exist between groups, but the statistical power is
insufficient to detect this change, 2) changes detectable by the outcome measures utilized

are not able to capture the nature of the impact participants are describing in the interviews.
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This could mean, essentially, that the questionnaires and interviews are measuring different

things. Each of these scenarios will be discussed.

7.2.1 Statistical Considerations
Given that this was a feasibility study, the sample size was small. The small size of this
group along with the poor response rate in the control group for the 3 and 6 month
questionnaires reduced statistical power to detect differences between the groups. Even
with the smaller sample size and the poor return rates of questionnaires in the control
group, the effect size was sufficiently large to detect some changes, but a larger sample size
would have been necessary to detect other changes where the effect size may not have been
as large. No further differential statistical tests were conducted as it was decided, in
consultation with biostatisticians, that the risks associated with multiple testing with small
numbers (i.e. falsely significant results) made such an endeavour inappropriate. Moreover,
correlations evaluating contrasts between quantitative and qualitative assessments were not
considered appropriate due to the small sample, although it would have been interesting to

undertake if a sufficient sample size had been available.

Because participants were not randomly assigned to the study groups it is possible they are
not comparable groups. However, baseline comparisons of the questionnaire data do not
show any significant differences between the groups, suggesting that the th groups do not
vary on variables of interest in this project. It is not known why some pérticipants chose
not to return questionnaires, or how theif experiences compared to those who chose to

return them. Those who were in poorer health may have been less likely to return the
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questionnaires. If this was the case, given that the response rate was poorer in the control
group, the measurement of well-being in the control group would have been over-
estimated, decreasing the apparent effect of the program. Additionally, given that all
participants, those in the control and intervention groups, received individual treatments
from the practitioners at the Tzu Chi Clinic, the effects of the Mind/Body Program were
likely less pronounced from what might have been seen if the control group was not

receiving any complementary care.

7.2.2 Interpreting the Qualitative Findings
\While the qualitative research clearly indicates changes exist, for a variety of reasons, they
do not seem to be detected by the questionnaire responses. Given this, it is important to
consider who within the study group the interviews represent. For example, is it possible
the interviews represent only those with a more positive experience (this may also be true
of the questionnaires)? However, participants in the iﬁterviews discussed both positive and
negative experiences in the program, which means that not all people who agreed to be
interviewed had only positive experiences. Some of the participants who did not agree to
be interviewed indicated reasons including being in the midst of moving and the distance
needed to travel for the interview. Still, it remains unknown what all of the experiences are
of those who did not participate in an interview. It is possible that some who had negative

experiences were not willing to share these.

Another important point is that the interviews involved participants from both the

intervention group (8 participants), and from participants from the control group once they

139




had the opportunity to experience the second Mind/Body Program offered to them (5
participants). In this way, thé statistical results and the interview ﬁﬁdings are not
comparing the exact same group of people. There is no reason to believe that the
experience of those in the control group who experienced the Mind/Body Program would
be different from those who experienced the original program. The second Mind/Bjody
Program session for the control group involved a smaller group, but involved the same

program content and facilitators.

During the program, it appeared that while some participants did react negatively to some
aspects of the program, it did not necessarily mean it was not an important and valuable
aspect of the program. An exercise that encourages participants to release anger in front of
the group is an example. Not all participants found this comfortable, and some found it
extremely uncomfortable. It is possible, and this was the belief of the program facilitators,
that negative reactions to this particular aspect of the program were sometimes an indicator
of the type of work one most needs to do. In other words, one can resist that which they
need the most because this can be the most difficult for them to face. This then brings up
the quéstion: Does a ‘negative’ experience necessarily generalize to a negative comment
on the program overall? Having said this, there is an important difference between not
enjoying and feeling harmed or traumatized by an éxperience, and this balance always

needs to be carefully considered.

In further studies it would be worth more carefully determining the reasons some

participants chose not to be interviewed. Ethically, it did not feel appropriate to phone and
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inquire in detail regarding this issue with participants, but perhaps a very brief non-
respondent questionnaire could have been mailed to participants to assist with
understanding this issue. Because I participated in the program and had a closer
relationship to each person, I believed it would be uncomfortable if I phoned and inquired
about the reasons for not participating. I believe they would have felt pressured to
participate. This was the réasoning for giving each participant a letter of invitation to

participate, and asking them to approach me for an interview time.

After considering the sample of people the interviews represent, the next question then
becomes, how valid or credible is the data for the people they do represent? The
conventional notions of validity and reliability from quantitative research are not used in
qualitative research, and are replaced with the concepts of credibility and dependability as
criteria to evaluate the quality of ﬁndingsz'3 . Specifically, dependability matches most
closely with the concept of reliability, and credibility with internal validity. The credibility
and dependability are strengthened in this project in a number of ways. First, not only did
the researcher have repeated immersion in the data, but the analysis of data was assiéted by
the thesis committee allowing for shmiﬁg and exploring the data and verifying findings.
Second, because the researcher was a participant and observer in the program, additional
context was understood and documented to assist with the interpretation of interview data
(See Appendix A Reflections of Being a Participant Observer). Further, the author
conducted a similar study during the same time period that demonstrated similar results

(See Section 7.4.2 The Art of Living with HIV Study).
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7.2.3 Determining and Measuring the Nature of Change
Statistical considerations may account for some of the discrepancies between the qualitafive
and quantitative data, but it is also worth considering whether the questionnaires are
capable of measuring meaningful changes even if there had been sufficient statistical power
to detect changes that were occurring. In other words, do they cover the right domains, or

do they even capture the nature of change that is actually occurring?

The experiential data in the interviews provided the framework for the major theme of the
qualitative findings, ‘A Process of Transforming Well-Being’. Participants described
positive changes in their personal growth that translated into changes in their ways of
being, and for some, eventually changed how they began living their day-to-day lives. On
the other hand, the questionnaires measured standardized, conventional benchmarks of
v&ell-being emphasizing the importance of particular emotional, méntal, physical and
behavioural states. These benchmarks are included, either implicitly or explicitly, in the
stages inherent in the themes that emerged. However, how they are experienced, and
whether the participants attribute positive or negative associations to various experiences in -
one of these stages is more complex than the way these concepts are presented in the
questionnaires. In other words, the theme of transforming well-being provided a number of
insights which challenge some of the assumptions about health and well-being which
guided the development of the questionﬁaires. Some of these insights include: 1) Changes
in physical health may not be as directly related to well-being as the questionnaires assume,

2) Positive changes may not always feel positive, and they may not necessarily be linear
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across time; and finally, 3) The difference between ‘transformations’ and ‘changes’. Each

of these items will be explained further.

7.2.3.1 Relationship Between Well-Being and Physical Change
It was found that physical symptoms may not have the direct relationship to well-being that
is assumed in the questionnaires used in this study. For example, the experience of pain
and its relationship to one’s well-being is a complex situation including one’s
understanding of pain, ability to manage pain, and acceptance of pain. The standardized
measurement instruments do not account for these additional factors. Knowing the amount
of one’s pain may not be adequate to evaluate its impact on one’s well-being. The
following participant illustrated this point when she indicated the amount of pain may not
have changed, but the impact in her life was much different:
So, to look at it [the questionnaire results], it would be like wow, you know, she
really didn't, she didn't experience anything great about this program. But in fact, if
there was a section in the questionnaire about how are you feeling emotionally, I
think you would see a significant difference in there. (1)
Participants indicated that feeling well or healthy does not mean that one must be free from
cancer, HIV or any other illness. The following participant illustrates that assumptions of
the questionnaires, reflecting the notion that having illness means you are not ‘well’, may
be inappropriate:
They [the questionnaires] are dippy. (Laughter) Well, it says how is your health?
Well, I think my health is pretty good, but I've got cancer. Fourth stage, probably,
lymphoma. I mean, what kind of a question is that? How is my health? Well,
eventually this is going to kill me, so they say. It may not be this year, maybe five
years, maybe 10 years. So, how is my health? How do I answer that question? I feel

better than I have ever felt in my frigging life, and yet, by the standard of
measurement that we use, I'm not well. So, define health. (2)
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This strongly illustrates that measuring changes in health and well-being needs to move
past an illness/health dichotomy to include many states of wellness within a continuum of

having illness and being without illness.

7.2.3.2 What is Positive Change?
It has been found that positive change might not always initially feel ‘positive’. For
example, is feeling more depressed immediately following the program experience
ne.:cessarily a ‘negative’ impact for the participant? The depressed feelings may be an
important part of experiencing new awareness, or an improved ability to access emotions.
Participants spoke about the benefits of learning about themselves in deepér ways, but this
did not mean their emotional reaction to this awareness was always positive. Participants
were accessing and experiencing emotion in greater depth. They were learning to 'feel’
everything, pleasant and unpleasant, with greater intensity. The greater self-awareness
experienced by the participants may have included greater awareness of change and stress
in life, physical pain and discomfort, and social issues. Instead of turning away or refusing
to face the problems, the participants accepted and embraced the experiences. This |

ultimately could be seen as a very positive outcome, although not a completely comfortable

one.

Participants described a process of personal growth which they felt moved them towards a
greater state of well-being, but conventional ‘indicators’ of well-being (i.e. changes in
physical or psychological symptoms) do not always display positive, linear change over

time. The interviews illustrate the important issue is not short-term end-points, but rather
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the change in terms of growth in their own personal process. Someone feeling more
depressed after the program for example illustrates this point. A well known phrase states:
Success is the journey and not the destination. The same could be said for the process of
transforming well-being. Essentially, the process is the only outcome. There is no
completion, only continued growth. The following participant explains the role of process:
Did I experience healing? I feel it’s a process, so I can't say yes I experienced
healing at this time, or at this moment or on this week. I believe that the healing has
been an ongoing process, and that this workshop helped to refocus my energy and
my thoughts, my focus, refocus my focus, into my own, into areas that I needed to
explore, to facilitate the healing (4).
The control group displayed greater improvements in the role-emotional sub-scale,
indicating they had a greater improvement in role limitations due to emotional problems. It
is possible that the intervention group was experiencing greater amounts of discomfort due
to emotional issues because they were accessing their emotions more deeply. This finding
is tentative due to the large standard deviations associated with the changes in means, but is

suggestive of a change that should be further investigated. This demonstrates, again, the

findings themselves need to be interpreted carefully.

7.2.3.3 Transformation vs. Change
The Mind/Body Program has been shown to shift awareness in the participants. The
question then becomes, what happens when awafeness shifts? When someone learns about
him/herself more deeply, how does this affect their resulting attitudes and perspective, and
therefore, their experience of living with illness? The experience of changing awareness
has been shown to not only change, but transform one’s experience. The Random House

Dictionary® defines transformation as, “change in form or structure; to change in condition,
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nature or character”. When speaking of personal transformation it has been said, “ancient
traditions describe transformation as new seeing. Their metaphors are of light and clérity.
They speak of insight, v'ision.”5 It is this shift in insight and vision that captures the type of
changes seen for participants. They are not merely ‘changes’, but transformations because
the resulting effect is somehow different in form or perspective. The metaphor of a

caterpillar transforming into a butterfly provides a perfect example.

Transformation can occur in many realms of experience and is discussed in the physical

and mathematical sciences as well.
A transformation is, literally, a forming over, a restructuring. Mathematical
transforms, for example, convert a problem into new terms so that it can be solved.
In the physical sciences, a transformed substance has taken on a different nature or
character, as when water becomes ice or steam®.

When talking about transformation in people the discussion has specifically focused on the

transformation of consciousness.

In this context consciousness does not mean simple waking consciousness. Here it
refers to the state of being conscious of one’s consciousness. You are keenly aware
that you have awareness. In effect, this is a new perspective that sees other
perspectives — a paradigm shift. ‘This awareness of awareness is another

dimension’.

And it has been said that,
The beginning of personal transformation is absurdly easy. We only have to pay
attention to the flow of attention itself. Immediately we have added a new
perspective. Mind can then observe its many moods, its body tensions, the ﬂux of
attention, its choices and impasses, hurting and wishing, tasting and touching®.

It was possible that a participant could undergo a transformation, but not necessarily be

seen to ‘change’ on a particular factor of interest. An example from the data is one

individual’s explanation that the absolute amount of her chronic pain had not necessarily
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changed, but her awareness around the pain had changed. This meant her experience of the
pain and the resulting impact in her life was greatly shifted — it was transformed. She
gained insight related to the reason she was experiencing pain and learned to manage it
more effectively. She no longer had an antagonistic relationship with it, but learned to
surrender to it when necessary. This example illustrates the need to consider how
transformation can affect the participants’ responses to the items on the questionnaires, and

whether the responses before the transformation are comparable to the ones after.

7.2.3.4 The Questionnaires
Looking at each of the questionnaires used in this study helps to illuminate the points being
made above. Both the content of the questionnaires and their lack of ability to address the

process components of change are highlighted.

7.2.3.4.1 The SF-36 Health Status Survey
The SF-36 Health Status Survey conceptualizes health status using nine domains or
subscales: physical functioning, role limitations due to physical problems, bodily pain,
social functioning, general mental health, role limitations due to emotional problems,
vitality, energy or fatigue, general health perceptions, and health transition (perceived
overall change in their health status). While this scale measures changes in physical and
some psychological symptoms, the qualitative ﬁndinés illustrate that the measurement of
short-term symptomology fails as a direct measure of one’s well-being. Changes in
physical and psychological symptoms can become secondary to the process of personal

growth that is taking place. Asking about health issues in terms of how their experience of
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their health/illness impacts their day to day living appears to be more relevant. This was
confirmed by the findings that the social functioning subscale (measuring interference with
social activities as a result of physical and emotional problems), was the only item on any
scale that showed significant changes between the study groups across the study period (up
to the 6 month time point). This scale is made up of two questions which respondents are
asked to respond to using a five-point scale where the responses range from ‘not at all’ to
‘extremely’:
During the past four weeks, to what extent has your physical health or emotional
problems interfered with your normal social activities with family, friends,
neighbors, or groups?
During the past 4 weeks, how much of the time has your physical health or
emotional problems interfered with your social activities (like visiting with friends,
relatives etc.)?
The social functioning scale items do not tap into the actual experience of a physical or
emotional state, but the external effect of this experience in the way one is living one’s day
to day life. A participant confirmed this need to understand the impact of illness in one’s
life by indicating the most important issue to measure is how much the illness ‘consumes’
one:
Does your disease consume you? I mean, is it something that you can set aside and
say, gee, I can do this much, I can do these activities, and I can be involved. Or,
does it debilitate you in such a way emotionally and mentally that you can't do any
of that? (2)
7.2.3.4.2 The Quality of Well-Being Scale
While the qualitative interviews indicated profound change in well-being, the Quality of

Well-Being Scale did not detect changes in well-being. The Quality of Well-Being Scale

purports to provide an index that summarizes a person’s current symptoms and disability in
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a single number that represents a judgment of the social undesirability of the problem and
expresses it in terms of quality-adjusted life years. It is intended to be used as an outcome
indicator that estimates both the present and future need for health care services. It is‘based
on a three component model: 1) the assessment of health starts with an objective appraisal
of one’s present functional status, based on perfonnaﬁce, 2) a value is attributed which
reflects the relative desirability or utility that is associated with the functional level
assigned, 3) health implies a considefation of both one’s present state in addition to the

future prognosis for any illness the individual is experiencing.

The qualitative findings question three main assumptions of this scale including its heavy
physical orientation, the collective assumption of the relative desirability of particular
physical and functional states, and the assumption that a person’s attitudes toward the
constructs remain constant. First, the interviews clearly indicate that quality of life is much
broader in scope than the QWB acknowledges. Quality of life or well-being is a
combination of one’s experience of physical, emotional, social and spiritual health. This
questionnaire does not adequately measure social, emotional or spiritual aspects of health,
therefore making it more a measure of physiéal health than quality of life. Participants
clearly demonstrated their ability to sepérate their experience of well-being from their
illness experience. As their experience of illness became a background to their process of
self-discovery, their quality of life became more closely tied to their'procéss of growth,
rather than to the physical experiences of illness. The QWB cannot assess experiences of

well-being that are separate from illness.
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Further, a quality of life measure needs some flexibility to reflect unique perceptions and
values of the individual, as the findings indicate symptoms, in and of themselves, do not
necessarily reflect the amount of suffering these symptoms create for an individual. The
utility of their state of health in the QWB is not judged directly by the respondents or
people like them, but is previously determined by a sample from the normal population. In
this way, those who have permanent physical impairments are judged a priori to have a
worse quality of life than those who do not. Again, the findings demonstrate that quality of
life is not necessarily highly correlated with physical limitations. The QWB’s ability to
summarize current symptoms and disability in a single number seems to oversimplify the

complex nature of the concept of quality of life.

Finally, when using quality of life measures, there is an assumption that the point of
reference does not move, or in other words, a participant’s feelings towards a particular
construct remain stable. Attitudes are not always stable, but can vary with time and
experience, as well as with psychological changes such as adaptation, coping, expectancy,
optimism, self-control and self-concept’. With an intervention such as the Mind/Body
Program, that has the potential to induce a number of deep psychological éhanges, the

‘reference point’ is likely to shift as well.

7.2.34.3 The MOS Social Support Survey
The MOS Social Support Survey is designed to cover the functional aspects of social
~ support, or in other words, not just the size of one’s social network (structural support), but

one’s perception of support (perceived availability if needed). This scale is made up of
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four subscales: tangible support; affectionate; positive social interaction; and emotional or
information support. This measure was included in the assessment in order to understand
the potential mediating factor of social support to the outcomes of the Mind/Body Program. |
- The qualitative findings demonstrate that social support is a critical factor in the experience
of the program. However, it is t.he quality of this interaction that is most important, and it is
questionable whether the scales'that make up this measure are sensitive enough to capture

the complexity of the social interactions that are most relevant.

What appears to be most relevant for participants is the degree of connectedness in their
lives. The MOS Social Support Survey does not appear to adequately measure the quality
of relating to others such as authenticity, vulnerability, and responsible and honest
communication. As an example, this scale does not differentiate between informational
and emotional support. The interviews described changes in participants’ relationships that
reflected their personal growth. Participants explained the number of support people in
their lives may still be the same as before the program, but because they were
communicating and expressing themselves more openly and authentically, the nature of
their social interactions shifted.
Social support was the same pretty much before as after, but the nature of it
probably changed because I had changed. So, I don't think the questionnaire really
allows for kind of, the nuances, of what's changed. I still have the same sort of
support people. I'm not one who would call my mother and say oh golly gee whiz
or cry on her shoulder, I wouldn't. I would be more open with her now than I would
a year ago. I would be less angry, less sort of ticked off because I'm communicating
clearer when things come up, so that's what's changed. The person is still there,

there's still one before and one after, but the context in which you are interacting is
very different. (2) '
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If social relationships become closer, more open-hearted, more communicative and
authentic, it is likely that one’s perception of social support changes, generally becoming
more positive.
~ So maybe there is something about whether you are more open with your support

people. And, are they more open with you? Have you noticed change in your

willingness to be more open? Maybe it’s around quality and willingness and need,

and opening your heart? (2) '
The benefits of this kind of support in one’s life are likely to be greater. In this way, it is
more than just the number of people that is important. Participants also described
eliminating some relationships from their lives if these were not serving them well. The
conventional measurement of social supports assumes that a greater number of
relationships is better, but the participants explain that authenticity of relationships is

critical, even if it means reducing the number of people in one’s social network.

Authenticity, as a state and a process, is not tapped in this scale.

7.2.3.5 Self Reported Experiences
The quality of the data collected from the questionnaires relies on self-reported answers.
While it is the participant’s perception of experience that is of interest, there needs to be
some consideration for the validity of these responses. As one participant explained, when
she became frustrated with the types of questions that were being asked, and felt that her
experiences were not well represented in the questionnaires (i.e. SF-36), her effort and
attention to responding began to diminish.

I don’t remember specifically much of the questions, but I remember more my

reaction to them that these are kind of dumb. Who asked this question? Why are

they asking this one? And, the answers could go so many ways depending on how I
interpret this question. How can they possibly hope to get anything from me on this
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one? And once I had that reaction then the whole thing, my reaction to it is kind of
skewed because I would just think well this isn’t going to work, so does it really
matter what I put down here now? They are not going to capture anything with this
one. I kind of lost confidence in them I think. And once I lost confidence, then ’'m
sure it must have had some effect on how I put down the rest of the answers. And
at some point, I think I remember thinking, well I just gotta get through this, and go
on with my day (laugh). This isn’t really going to help me, and its probably not
going to help the person who is going to read these as well. (13)

This response questions the quality of some of the quantitative data being used to represent

participant experiences.

7.2.4 The Relationship Between Well-Being and Healing
What is the relationship between transfonﬁing well-being and healing? As previously
explained, the discussion of the findings from the interviews did not use the word healing
in order to avoid confusion with common associations with this word. According to
Kleinman'®, healing is a process by which one manages illness rather than specifically
treats a disease. From this perspective, as Glik'' (1986) points out, “If we take Kleinman’s
view that healing is associated with the alleviation of psychosocial distress rather than the
cure of overt pathology, the logical extension is that healing is also associated with the
enhancément of feelings or stafes of wellness.” From this perspective, it appears that the

“process of transforming well-being can also be viewed as a description of a healing process.

Because the results were presented as the framework around the responses participants
gave to the question, “What does healing mean to you?” they do also represent a process of
healing. It is also evident that the responses giveﬁ correlate with the some recent
definitions of healing in the literature, developed from other qualitative work, such as:

Healing is an experiential, energy-requiring process in which space is created
through a caring relationship in a process of expanding consciousness and results in
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a sense of wholeness, integration, balance and transformation and which can never
be fully known.'?
Further study of mind/body interventions should address outcomes more closely
representing the broader concepts inherent in ‘healing’ as explored in various fields of
study outside of the health and medical sciences. These understandings, which move
beyond a biomedical framework, appear to be more similar to the types of meaningful

experiences described by the study participants.

7.2.5 Areas in Need of Further Exploration
While the 'qualitative findings provide a fair depth of information on the experience and
impact of the program, there are a number of areas that are not yet clear and deserve further
study. Such examples include: understanding the role of expectations; the influence of
spirituality; and for whom the program is most beneficial. It is clear, and of great interest,
that a number of factors influence one’s depth of engagement and commitment to the

program experiences.

7.2.5.1 The Role of Expectations
The role that expectations play in the participants’ reaction to the program is an interesting
and likely, complex issue. While it was hoped that participants would not come to the
program with rigid expectations, but instead, that they would stay focused on moment-to-
moment awareness and look deeply into themselves during the program, it is clear that
expectations did play a_role. What is not clear though is how expectations affect one’s
perception of program benefit. While the role of expectations cannot be comprehensively

understood from the interviews, it can be said, tentatively, that it appears that those who
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came to the program with a specific expectation, namely, wanting to ‘fix’ their particular
physical ailment, were the most disappointed.

Ultimately that is what I want to get out of all of this is, and not just the Tzu Chi,
but any other of the medical things that I am doing - I’d like to be able to get my
heart beating on a regular rhythm and have that be finished and then get on with the
rest of my problems in life. And the physical part [individualized therapies], some
good, some not so good effects. Ultimately, they didn’t do anything for my heart
rhythm so, ultimately, my estimation of it was not so great. It didn’t do what I
wanted it to do. So, I didn’t have the high marks for it, and the same with the
mind/body. At the end of the day, I’m still pumping along the same way I was
before, so I kind of had the same reaction. (13)

On the other hand, those who saw this experience as a journey of their own personal

process, and saw their particular physical ailment as solely one part of this process,

appeared to be most pleased with their experience, and described themselves as being most

positively affected. This is solely a hypothesis at this time. Further study would need to be

initiated to substantiate this. One participant noted this possibility in this way:
I know not everybody found what they thought they were looking for. I know there
were people who came to the program that were looking for goals, that were
looking to be healed of their problem, to have the problem go away. For me, [ have
just been learning, and through the program I have been learning to not look at the
problem as a goal, but as a process in my own living. That's what's been valuable
for me. (4)

It is possible, for many participants, if they are willing to leave their specific goals and

expectations at the door, they will find something much different and much deeper than

they ever could have expected.

As the above example illustrates, it is possible that those with high and/or very specific
expectations may be more dissatisfied with the experience than those with lower
expectations. It is also possible that those who were more optimistic about potential

benefits may have been more open and willing to engage in the program experience,
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therefore improving the possibility of potential benefits. These differing scenarios imply
that the resulting influence of expectations on the participants’ assessment of value could
be altered in either a more or less positive directién. It is important to note that the role
expectations do play in the assessment of the experience is likely to affect not only the

interview data, but also the questionnaire responses.

7.2.5.2 The Role of Spirituality

The qualitative findings allude to the importance of spirituality in one’s journey to

. improved well-being, but its exact role is not clear from these findings.” Some participants

speak of experiencing a new way of being and living that includes using inner guidance and
connecting to a urﬁversal life force. The ways in which participants describe and
understand spirituality in their lives was not asked about specifically, and was only
sometimes mentioned by the participants, but it is clear that it can play an important ro%e in
the personal growth of many. What is difficult in understanding this role is the implicit
nature of spirituality in many of the stories. Participants themselves made references fo
concepts that implied connecting to a greater purpose, or universal connection, but it was
not discussed by the participants in enough depth to have made a meaningful analysis

possible. This is an important area in need of further study.

7.2.5.3 Mediators of Program Effects
As mentioned in Chapter 6, section 6.3, there are certain mediating factors that influence
how one engages in the program, and the process of integrating new experiences and
techniques into everyday life. The program is not a passive ‘therapy’ where one just needs

to show up, but the impact of the program is greatly influenced by one’s engagement in the
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program. Knowing that one attended the séssions in not necessarily a sufficient indicator of
one’s ‘exposure’ to the intervention. One of the most important mediators is one’s
‘readiness’ for the experience that is related to a number of factors including willingness to
take responsibility for one’s own well-being, and commitment to integrating the learning

into everyday life. In this light, it is important to not only ask, does the program work, but

for whom does it work? When, and under what conditions? Further study needs to address

these additional questions.

Findings also allude to important shifts in one’s experiences that seem to solidify or deepen
one’s learning. These ‘turning points’ appear to be important in understanding the ultimate
impacts of the experience, and the way one moves through the stages of transforming well-
being. Further understanding of these experiences may be critical to understanding why
some experience greater levels of well-being than others. Because the measurement of
well-being will be influenced ‘by the effects of integrating new awareness and personal
growth into everyday reality, factors which influence or inhibit this process need to be
better understood. Jon Kabat-Zinn, the founder of the mindfulness based stress reduction
program at the University of Massachusetts, described the importance of integration as
follows:
No matter how skillful you become in mindfulness and in developing calmness and
stillness and relaxation, if it does not spill over into daily life, there’s no wisdom.
It’s no use sitting like a Buddha for one hour if the rest of the time you’re out of
control like a bull. You can get very deluded that you are a great meditator without
any awareness of serious problems with your work or family. We believe that

mindfulness in daily life is extremely important to the essence of meditation
13
training.
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7.2.6 Ethical Considerations
Of special note is the issue regarding the potential for the experience of the Mind/Body
Program to be emotionally charged and potentially harmful if not apprbpriately facilitated.
Tapping into repressed emotion, and gaining increased self-awareness are activities that can
be distressing and even harmful for participants if there is not appropriate respect within the
group, as well as skillful and compassionate guidance from the program facilitators. While
there were not any reports to indicate that participants felt particularly harmed by the
experience, they do allude to the discomfort that can result as they learn to integrate new
awareness or emotion within themselves. My experience involving similar research has
shown that it is essential for participants to bg clearly informed of the potential for the
experience to bring up emotions and repressed issues. This needs to be a part of the
informed consent process. The Tzu Chi Institute Mind/Body Program addressed this issue
by choosing well qualified facilitators, as well as setting up one-on-one sessions between
the lead program facilitator and the participant both pre- and post-program. These sessions
served initially to fully inform and assess the participant’s suifability to participate, and

post-program, to debrief these experiences.

The issues around potentially harmful or discomforting affects from the intervention are not
unique to this program in particular, or to many health care interventions in general. It is
often the case that interventions can cause some physical or emotional distress (i.e.
psychotherapy, surgery, chemotherapy etc.) in order to eventually produce potential

therapeutic benefits.
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7.2.7 Limitations and Methodological Considerations

While a number of limitations have already been outlined including small sample size and
the lack of information on why some individuals chose not to participate, it is also worth
noting the limitations due to the alterations ih the study design that evolved during the

. study. Specifically, a number of circumstances occurred during the implementation of the
study design that required it be adapted from its original conception including deciding not
to randoxﬁize participants, poor response rate, particularly at the 3 montﬁ point for the
control group, and reducing the length of the follow-up period. These so-called ‘real
world’ factors highlight the difficulties conducting randomized clinical trials in this setting.
Whlile these changes in study design were not helpful in terms of adding to the statistical
power, or assisting with understanding the impacts of the program over a longer period of
time, they provide very important insights into the reality of doing research in the real
world. There is a growing acknowledgment and trend for reéearch designs to be more fluid
in order to address issues such as the ones outlined here'®. Perhaps studying interventions
of this nature demands this flexibility. Many individuals who are drawn to this type of
work tend to seek out opportunities for more empowered health care choices and
interventions that emphasize this. Research designs may need to better respond to this

desire.

7.3  Generalizability of Findings
7.3.1 Statistical Generalizability
The participants represent a group of people experiencing a variety of chronic illnesses,

who are motivated to try complementary and self care approaches to managing their illness.
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A discussion of statistical generalizability is not of too much relevance given the lack of
statistically significant findings, although, because the program was a replicate of the
Mindfulness Based Stress Reduction and Relaxation Program of Jon Kabat-Zinn, they can

be compared to a growing literature looking at the effectiveness of that program.

7.3.2 Analytic Generalizability
While it is often believed that qualitative results cannot be generalized to settings other than
the ones in which they were developed, it has been argued that analytic generalization, as
opposed to sample-to-population generalization, is both useful and legitimate."® In other
words,’it can be legitimate to generalize to a theory rather than to a population. The theme
developed from interviews describes how participants use the mind/body techniques and
experieﬁces to enhance well-being. It is likely this type of process occurs with participants
from other programs and non-programmatic experiences of this nature. There may be
important ways this theme and the components within it can be generalized to more broadly
assist with understanding the impacts of similar programs, and the techniques used within
them. The elements that make-up the Process of Transforming Well-Being, including the
three stage process, the importance of transformation, self-discovery and mindful
awareness, likely have important contributions to make toward the understanding of

healing.
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74  Comparison with Existing Literature

7.4.1 The Findings in Context
The study findings did not show the same degree of quantitative chE}nge on physical and
psychological symptoms shown by other studies of group mindfulness based stress
reduction programs modeled after the Stress Réduction and Relaxation Program, originally
developed by Jon Kabat-Zinn of the University of Massachusetts'®'7'%192%2! " Djfferent
questionnaires were used from the Kabat-Zinn studies that may account for the difference,
and it is very possible at least some of this difference is due to the small sample size in the
present study. The Kabat-Zinn studies have focused on short-term and long-term changes
particularly in depression, anxiety and chronic pain, rather than more global measures of

health status and quality of life. .

The findings of this dissertation expand on previous work which has assessed the effects of
group mind/body programs for individuals living with illness by adding an in-depth look at
the experiences of i)articipants undergoing this type of work, and documenting their
perceptions of the meaningful impacts in their lives. One particular finding is that
measuring short-term changes in symptoms is not sufficient to understand the process of
transforming well-being the participants experience. The contribution of this study includes
highlighting the limitation of some conventional standardized measurements of physical
and psychological changes and their relationship to well-being, and the need to understand
the inner process work the participants undergo. This study involved only three of many
potential outcome measures, but it is evident that much of the critique may apply to many

of the currently available measures due to their common underlying assumptions related to
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health and well-being. In addition, some ciues as to the mediators of program effects, and
some of the reasons why some participants have a more positive experience than others are
assessed. Why some participants choose to integrate the experiences back into their
everyday lives, and the barriers of dding so are also explored. A complete understanding
of the program’s value must recognize both the immediate influences from the program
work, as well as the influences post-program as participants integrate the experiences and

awareness into their lives.

Some of the findings of this dissertation are unique within the Western medical literature in
terms of considering and discussing self-discovery and personal growth as outcomes of
programs of this nature, the importance of uncovering unconscious emotions in the process
of improved well-being, and critiquing the notion that well-being is heavily tied to physical
change. However, these ideas do exist and have been quite extensively discussed in the
sphere of complementary, alternative, and non-Western approaches to understanding of
health and healing. The following quotation by a B.C. physician, who mainly works with
chronic pain patients, and has written quite extensively on the journey of becoming well
provides an example:
| have repeatedly seen that lasting solutions to chronic problems invariably involve
a profound transformation of mind and spirit. It is as if these engrossing riddles of
irremediable pain and illness present themselves most importantly as invitations to a
greater understanding of ourselves and only secondarily as physical phenomena.
This seems to be the philosophical explanation of the remarkable journeys of
healing I have witnessed. Until a profound shift in an individual’s understanding
occurs — a shift often necessitating a descent into the chaos of unresolved traumas,

an examination of emotional “baggage”, and a confrontation with previously
unexamined cultural assumptions — no real healing occurs.”
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While little rigorous scientific evidence exists to illuminate these ideas, there are numerous

descriptions involving anecdote and case studies.

Some existing literature supports the findings that it is possible to feel ‘well’ despite having
an illness, questioning the present dichotomy between health and illness. ‘Health within

? is a concept just beginning to gain recognition in the academic literature. One

illness’?
qualitative study indicated that feeling healthy while living with illness involved the themes
of honouring the self, seeking and connecting with others, creating opportunities,
celebrating life, transcending the self, and acquiring a state of grace?®. These six themes are
highly correlated with the Process of Transforming Well-Being explained here as they deal

with improved connection with self, connectedness with others, and finding new ways of

living and re-engaging in life.

Consideration of the degree of involvement in a group mind/body program has rarely been
acknowledged. One exception is the work by Cunningham and colleagues®. While the
influence of group therapy on survival of cancer patients is somewhat uncertain due to
conflicting results in various studies, Cunningham’s work indicated the degree of
involvement in psychological work seemed to be related to survival in cancer patients,
offering an understanding of a potentially important mediating factor. An implication of
the theme of The Process of Transforming Well-Being is that the deeper one goes into the
experience, and hence, the deeper the psychological work that takes place, the deeper the
healing experience. More work exploring this issue could help illuminate more carefully

the complex array of influences in the lives of participants post-program. It is becoming
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clear that the ‘exposure’ to an intervention of this nature, measured more accurately than

simply attendance at the sessions, could assist with better understanding program impacts:

7.4.2 The Art of Living with HIV Study
The author was involved in conducting a concurrent study while working on the -
dissertation that is worth mention. This project was conducted to assess the effectiveness
of another mind/body program, the Art of Living with HIV Program, aimed at improving
well-being of individuals living with HIV/AIDS. The Art of Living with HIV program is
designed to teach people living with HIV/AIDS breathing, movement and meditation
techniques in a group setting. The Art of Living with HIV program is somewhat similar to
the Mind/Body l;rogram at the Tzu Chi Institute in content (breathing, movement,
meditation, group process), but the format is different as it involves a 15 day in-residence
program in addition to twelve, once-per-week follow-up sessions. This study was also
mixed-method utilizing a randomized controlled trial methodology with standardized
outcome measures, as well as in-depth qualitative interviews to measure prograrh impacts.
The three questionnaires used to assess general well-being were the Mental Health Index,
the MOS-HIV Health Survey, and the Daily Stress Inventory. Sixty participants were

enrolled in the study, thirty in each study group.

7.4.2.1 Overview of Art of Living with HIV Study Findings
Upon return from the fifteen-day residential corﬁponent of the program, participants
demonstrated significant improvements on a number of scales on the outcome measures
that indicate an improvement in well-being. In particular, the Mental Health Index showed

improvements in the overall mental health index summary score, as well as the subscales
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positive affect (feeling happy, calm and peaceful), and psychological well-being, but
significant differences between groups were not maintained over time. The MOS-HIV
Health Status Survey showed significant improvements immediately after the residential
program in general health, social function (which measured interference with social
activities as a result of physical and emotional problems), and cognitive function (which
measured interference with concentration, decision making, and memory) subscales, but
again, these were not sustained for the duration of the study period. The Daily Stress
Inventory, on the other hand, did not show any significant changes between groups
immediately after the residential program, but showed differences at 6 and 12 weeks post
residential program. In this case, the amount of personal stress and average amount of

stress associated with daily events was greater for those in the treatment group.

While the quantitative findings did not detect significant changes in well-being between
groups at the 6 and 12 week data points, the qualitative findings provided a different
picture. When treatment group participants were asked to describe their experience of well-
being four to six weeks after returning from the residential program, the major theme that
emerged described positive and profound changes in their experience of day to day living.
The changes in how individuals are living their lives, in large part, were attributed to four
main skills and experiences gained in the program: developing a greater awareness of
themselves; learning to live in the moment; developing a greater level of acceptance for
themselves, others and circumstances of their lives; and learning techniques to calm their

mind/body.
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The changes experienced in day-to;day living were described by the theme that was
developed and entitled: A New Way of Living. This.theme illustrated profound shifts in
the lives of the respondents that included beginning to engage in life in new ways.
Participants began to live their lives more fully, which included engaging more socially,
striving to reach personal goals and trying new activities. Essentially, they began to
actively create the life they wanted to live. A New Way of Living also includes a new
sense of comfort and acceptance fof uncertainty in their lives. Participants gained a faith
that regardless of the outcome of situations outside of their control, they will be ‘okay’.
Living moment by moment allowed them to let go of worry, and focus on their present
situation instead of becoming overwhelmed with concerns of past and future. Finally,
participants gained skills to manage the physical and emotional issues related to their HIV

status in more positive ways.

Positive changes in well-being, captured by the quantitative measures, peak immediately
following the residential portion of the training program. While statistically significant
changes in well-being are not maintained at the six and twelve week data points, it may not
be accurate to simply assume the positive changes in well-being are not sustained, but

instead, a more complex process is taking place.

7.4.2.2 Implications of the Art of Living Study for the Dissertation
Complexity in measuring program impacts is illustrated again in the HIV study. For
example, the quantitative findings document an increase in the number of stressors and the

impact of these stressors in the lives of those in the treatment group. These results appear to
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be at variance with components of the qualitative theme that described increased feelings of
‘being okay’, including an improved ability to manage everyday stressors. Again, the
complexity of attempting to measure ‘positive’ changes is inherent in this contradiction.
This study provides additional support that understanding the benefits of mind/body
programs is difficult to sufficiently measure using some currently available quantitative

measurcs.

The qualitative findings from the Art of Living with HIV study helped inform the
development of the qualitative theme of the dissgrtation: ‘A Process of Transforming Well-
Being’. The ideas developed in the ‘A New Way of Living’ theme in the HIV project were
developed further and the three-stage process was developed in this dissertation. While
there were differences in some of the program experiences, it appeared the inner process
work that occurred for the participants demonstrated very similar properties. The nature of
one’s illness did not appear to influence the funciamental aspects of the journey of self-

discovery and personal growth that these programs initiate.
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Chapter 8: Conclusions and Implications

8.1 Overview

The objective of this dissertation was to explore what can be known about the influence of
the relationship of mind/body on the processes of health and wellness. Comparing research
methods utilizing the positivistic tradition of Western medical research to research methods
utilizing a non-positivistic, qualitative epistemology highlighted some interesting and
important differences. Findings from the qualitative interviews illustrated a valuable
process of change that was not easily correlated with short-term changes in symptoms
captured in the questionnaires. For example, while the interviews describe profound
changes in the lives of participants related to improved well-being, the Quality of Well-
Béing Scale did not reflect these changes. Because the quantitative results in this study had
limitations due to lack of randomization and sample Size; the quantitative results are not
strong enough for a thorough comparison of specific results. However, the qualitative
findings indicate the nature of the quantitative measurement undertaken may not ever
demonstrate sufficiently meaningful changes regardless of the statistical power and quality
of the methodological execution. Instead, results call for a renewed look at methodological
appropriateness, and the need to assess further some of changes captured in the theme of
the qualitative findings: A Process of Transforming Well-Being. Traditional, collective
assumptions regarding the nature of ‘positive’ change, the assumption that positive change
is necessarily linear, and the reliance on changes in short-term physical and psychological
symptoms as indicators of the value of a successful intervention of this nature are

questioned.
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The nature of the experience of the program for participants indicates our efforts at
understanding the benefits of mind/body interventions have not paid sufficient attention to
the important subjective experiences of participants related to working through their ‘inner
process’ and self-discovery. While it is known that in addition to the physio'logical
changes due to increased relaxation produced by mind/body therapies, they can influence
deep psychological processes, but these changes are rarely assessed or even acknowledged
when mind/body programs are evaluated. For example, the ability of mindfulness
meditation (also referred to as ‘insight meditation’) to assist individuals to become aware
of issues they have long held unconscious is recognized, but rarely examined in a rigorous
scientific evaluation. It is understandable that assessing cost effectiveness and changes in
symptoms may be a first priority because it appeals readily to a medical audience, and
reflects the health administrators’ concern with cost containment. However, until we move
past this limited evaluation approach, the true impact and pbtential of some of these

therapies will never be fully and appropriately documented in a rigorous manner.

8.2 Healing: Moving to A More Holistic Approach

It is worth considering the implications of these findings related to the way we
conceptualize health and healing and the ways health interventions are assessed which will
then direct the ways in which‘health care is delivered. Specifically, these findings raise a
number of questions that deserve further consideration such as: How can we move forward
with a new understanding of health and well-being? How can clinical effectiveness as well
as value and meaning be assessed when evaluating health care interventions? How can

we continue to undertake research on the mind/body/spirit relationship to facilitate this new
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understanding of health and well-being? Each of these questions will be considered

briefly.

1. How can we move forward with a new understanding of health and well-
being?

A rigid dichotomy between health and illness is questioned. The participants in this project
demonstrated that feeling well does not necessarily mean getting rid of physical symptoms
or overt pathology. Moving past this dichotomy means acknowledging that feeling well
and healthy can co-exist with the experience of illness or disease. Thus a paradigm of
healing suggests that healing rather than solely treatment or cure may be a legitimate
ultimate objective. Healing aims to address issues from a holistic, mind/body/spirit
approach:
The reason we need to clarify the difference between healing and curing is quite
simple: Effective therapy — whatever its outer form — initiates, facilitates, and
supports the patient’s self healing efforts, whereas the “curing” process is one that
provides a more temporary and perhaps only palliative effect. Although “curing”
may remove the symptoms of disease from the outside, so to speak, it usually leaves
the underlying causes of symptoms untouched.’

- When the participants were asked what healing meant to them they expressed the idea that
healing was linked to increased awareness, personal insight and expression (understanding
and expressing self in a more complete way), connecting to emotion and/or release of this
emotion, and/or feelings of connectedness with others as opposed to simply a reduction or
disappearance of symptoms. Further, healing was about a journey, a process, whereby

some individuals could actually see how their illness facilitated both an important personal

journey, and the experience of the journey itself was a healing phenomenon.
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The mind/body relationship clearly holds the key to shifting a treatment oriented approach
to a healing oriented approach. Thus an emphasis on exploring more about the nature of
mind/body and it’s relationship to healing is needed to truly understanding the complex and
holistic qualities that encompass healing. Until such time, shifting mainstream health care

delivery to reflect a holistic orientation is unlikely to occur to any significant degree.

2. How can clinical effectiveness as well as value and meaning be assessed when
evaluating health care interventions?

Moving from a ‘treatment’ orientation to a paradigm of healing would mean that the value
of health interventions be assessed not only for clinical effectiveness (i.e. change in
symptdmology), but alsQ on how closely they reflect the values of those choosing to use
them. If healing means addressing issues of self awareness, personal growth, and
transformation, then healing interventions should be evaluated for their ability to address
these processes. If patients are looking to be ‘heard’, and for a holistic approach to care,

these elements of an intervention need to be assessed.

In an era of increasing chronic illness, there is an increasing trend for those experiencing
chronic illness to choose to use complementary therapies (those offered outside of the
conventional system) including therapies aimed at influencing mind/body pathways.
Individuals appear to be choosing these therapeutic modalities in order to achieve outcomes
they value, values not generally addressed by conventional care. It is known that patients
value such things as a sense of being in control, being an active participant in treatment,
and developing a caring and trusting relationship with their practitioner. From a healing

perspective, ‘feeling better’ is as important as ‘getting better’. As patient preferences and
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values shift, so should the criteria in which interventions are judged to be successful.

Research protocols will need to be designed to be sensitive to these new criteria.

3. How can research methodologies be adapted and further research be
conducted to investigate the mind/body/spirit relationship to reflect this new
understanding of health and well-being?

The findings suggest research methodologies need to be adapted to respond to the
challenges highlighted. A ‘qualitative add-on’ to a study designed with a positivistic
epistemology is not sufficient. The foundation on which studies are designed must respect
the non-dualist reality of participants. With increasing evidence that healing shares a close
relationship to self-awareness, it becomes important to consider how self-awareness can be
appropriately understood and méasured. Further, a more thorough understanding of the
experience of transformation needs to be obtained. The measurement of these aspects of
healing will require additional qualitative exploration in order to assess their true
complexities, the breadth of individual experience, and the process-oriented nature of the
journey. There is a study currently being designed and will be undertaken by the Tzu Chi
Institute to do just this. The project ‘Exploring cancer patients' transformation experience
in integrative health care’ is anticipated to commence in the Fall of 2002. The objective of
this study is to describe the essential features of the transformation.experience among
people living with cancer using one-on-one qualitative interviewing. Barriers as well as

facilitators of transformation will be explored.

While quantification likely oversimplifies the changes taking place, once a deeper, more

experiential understanding of mind/body influences and the process of healing is
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documeﬁted and understood, it may be possible that quantitative measures pould be
developed which would better capture these experiences. Issués around appropriate
instrument design, as well as appropriate interpretation of the data will have to be
addressed. These measures would need to capture within-subject changes, and assess the
process nature of healing. To capture within-subject changes more individualized
questionnaires are likely to be useful. While completely individualized questionnaires may
not be possible bécauée of the need for adequate between-subject assessment, at least
partially individualized ones may be feasible. For example, including a generalized impact
assessment along with the measurement of an individual’s symptoms to understand not
only the impact of symptoms in one’s life, but the relationship between this impact and the
journey associated with healing. Individﬁalized items and/or individualized weights for
items may assist with this. In this case, the focus remains more on change rather than
absolute values, and allows for the assessment of subjective experiences of health and well-

being.

When interpreting these data, considerafiqns about the timing of data collection, the
number of repeated measures, and the length of the follow-up period need to be carefully
considered. In particular, it may be appropriate to rely more on long-term assessments for
evaluating interventions that encourage. participants to work on deeper psychological
issues. Short-term outcomes may not reflect change in this context and need to be
interpreted with caution. Because depth of psychological work experienced during the
progfam is likely related to the nature of the outcome, there is a need to find ways of

assessing the degree of involvement in psychological growth in order to more accurately
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interpret outcomes. Judgments regarding what are seen as positive and negative oﬁtco.mes
will have to be carefully considered as it is the subjective feelings towards a particular
‘state of being’, and the role this state has in one’s overall healing journey that may be most

relevant.

In addition to challenges around outcome measurement this study also illuminated some.o'f
the challenges using randomized clinical trial methodology for studying an interventioq of
this nature. The clinical trial, also called an explanatory trial, is meant to replicate a
controlled laboratory environment, and as such, is methodologically challenged by
everyday variations and individual differences for complex interventions of this nature.
The core value of this methodology is control through random assignment, blinding of
researchers and participants to the study group assignment, and the expectation of a
standard ‘exposure’ of the intervention for each participant in the treatment group. The
execution of the evaluation of the Mind/body Program struggled with each of these
elements. Specifically, participants resisted randomization, it wa‘s impossible for blinding
to occur, and the degree of ‘exposure’ to the intervention was dependent on a number of
complex factors related to the individual par_ticipant. Further, withholding the treatment
from the control group was difficult, and the follow-up period was reduced due to pressures
from the control group to have the opportunity to exp/erience the intervention. In contrast,
a ‘pragmatic trial’” that values carrying out a comparison under everyday conditions may
provide an improvement to some of the challenges listed. The aim of this trial is to assist
more directly with clinical decision-making as it reflects the actual nature of day-to-day

clinical encounters. In a pragmatic trial, as long as the criteria are clearly and reliably
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predetermined it is possible to tailor the treatment to the individual patient. For
interventions that emphasize a ‘holistic’ approach and choice for participants, this is a very
important consideration. It does not necessarily require the patient or therapist to be “blind’

to the treatment being given, and is designed to take patient preference into account.

An example of a pragmatic trial about to be initiated is a joint project between the BC
Cancer Agency and a complementary cancer care center in Vancouver, The Centre for
Integrated Healing. The study is being conducted to evaluate the effectiveness of
participation in the holistic cancer care program offered at the Centre for Integrated
Healing to improve quality of life, survival and assess costs to the health care system for
patients diagnosed with cancer believed to be incurable by conventional means. The
treatment group will be given the opportunity to participate in the holistic cancer care
program at the Centre involving an introductory workshop as well as a collection of
experiences the participants can choose from, including private consultations with
physicians, consultations with associate practitioners, and opportﬁnities to attend a number
of ongoing classes. Both groups will be offered standard conventional palliative care.

This project will use an integrated mixed method protocol utilizing a randomized trial
methodology in which the qualitative assessment is not an ‘add-on’, but is used to guide the
methodological direction and work closely to direct and illuﬁinate the quantitative
measurement. Individualized assessments will be included with the quantitative

questionnaires where possible.
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8.4 In Conclusion

Continued exploration of the mind/body relationship using methods that extend beyond a
reductionist, positivistic epistemology is critical to advance the area of mind/body
me'dicine, and to appropriately direct the subsequent deliVery of care. A truly holistic
approach means acknowledging not only that a causal relationship exists between
mind/body, but also dismissing the conceptual dualism that is still widely prevalent. This
dismissal of dualism must occur not only in the use of language, but in the ways research
protocols are operationalized, ways in which the value of such mind/body interventions are
assessed, the way health is conceptﬁalized, and the way in which health care is delivered.
Three themes of a holistic approach to health, which are common threads in the literatﬁre,
include self-awareness, transformation, and wholeness®. These concepts are not easily or
appropriately understood with objective, quantitative measurement, and assessments do not
always comfortably fit within a traditional randomized clinical trial methodology. In this
dissertation, even accounting for potential statistical limitations, the implications suggest
the need to rethink the basis of an evaluation of an intervention of this nature. This does
not suggest the need for the abandonment of quantitative methods, but instead, puts forth a
challenge for the quantification of the value of programs and individual experience to be
more intimately tied to the true experiential realities of participants. It is important to
consider whether the objective is to understand ‘outcome’, or to understand ‘healing’. It
may be that specific ‘outcomes’ in and of themselves, particularly in the form of short-term

changes in symptoms, may not tell us very much about the process of healing.
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Appendix A

Reflections on Being a Participant Observer

The Mind/Body Program

My role as a participant and an observer in this research is worth a special note. |
participatéd in both of the Mind/Body Programs that were conducted (the second program
for participants in the control after the study follow-up period had ended), and through this,
I gained immense experience and understanding. This kind of understanding would not
have been possible by any other means. Witnessing the journeys of the participants gave
me an understanding of the context within which to interpret the interview data. This
produced a higher quality of data, and a richness of description of the findings not
otherwise possible. Afte1.f having this experience, I believe this type of participant
observation should be considered as an. integral aspéct of the assessment of interventions of
this nature in the future. Having said this, it also feels important to reflect on some of the

challenges I experienced using this method of data collection.

While the experience of participating provided me with the opportunity for profound
learning, and at various times, it also brought profound uncomfortableness. Finding a
balance between being a researcher and a participant was not always easy. It was a place
where [ felt boundaries were too rigid and too loose all at once. They were too rigid
because I longed for everyone in the room to see me as truly 'one of them', and yet, they
knew, and I knew, I was there trying to understand their experiences for my research. That
made me different. And sometimes they were too loose because there were moments

where [ found myself with intense emotion, caught up in my 'own stuff' so to speak, and I
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worried I would miss something that was happening for someone else while immersed in
my own process. | had to make choices in some moments between allowing myself to
completely become immersed in an experience, and pulling myself out of the experience to -
remain an observer. I allowed myself to do both at different times. If I had only observed,

I would not have fully known the experience, and if [ had only experienced, I would have

lost the opportunity to fully witness what was happening for others around me.

One question of relevance to this project is whether the participants ever really saw me as
'one of thém', and whether they were able to experience the program freely with me there.
I feel confident that they were able to do this to a large extent. I will never fully know my
influence, but I consciously tried to behave the way others participants behaved in the
program. I spoke when it was my turn, expressed emotion when it came up, and engaged
in the éctivities with curiousity and wonder. I chose not to take any notes in the presence
of participants. So, while my presence was known, I was part of the group. The

comments, the questions, and conversations I had with participants lend support to this.

The Research Interviews

Conducting the research interviews was another source of challenge for me. It was
difficult to find a balance between being a researcher, an information gatherer, and a more
‘active participant, or a friend. This discomfort was enhanced because of my previous
relationship with intewieWees during the Mind/Body Program. While my long-standing
training in positivist methods told me to detach, an interpretivist tradition allows for and
embraces the importance of interaction. But, what does interaction look like? An example

of this struggle is represented in a quote from my research journal on September 18, 1998:
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I felt today more issues around what my place is as a researcher. Specifically how

. much do I engage in the discussion and the dialogue? I found I could relate to so
much that she [the interviewee] was talking about, and it’s very difficult for me to
know when and if to share my experiences as part of the interview. Is it
appropriate, misleading, or biasing? There was one point when she said to me,
"Does any of this make sense to you?" And it did make absolute sense to me. I had
experienced the same things and I said so. I think she needed confirmation that I
could relate to her, that I could understand her. It wasn't enough to just listen, she
wanted to be understood. We share an understanding.

5

It took time and experience to learn to find a place of comfort in the interviews. What I
learned was a balance between making sure I did not create an environment which one
participant responded to by saying; ‘ I feel as though I am on stage here,” and giving myself
permission to engage in the conversation. I learned that I could share a piece of myself
with someone and still collect the data that I am looking for. I learned that when I bring
myself forward, even in a small way, I become human, and the level of comfort for the
participant can shift dramatically. From here, a deeper, richer, more open conversation can
often occur. Irealised the question of bias is significant at any level of engagement with a
participant. The bias created from a participant feeling discomfort due to my detachment
in the interview process is as important a bias to consider and address as the potential bias

from the interviewer actively engaging.
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Appendix B

Means and Standard Deviations for all Scales by Group and Time-Point
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Means and (Standard Deviations) for SF-36 Health Status Survey
by Group and Time-Point

All scales are scored between 0 and 100 with higher numbers indicating more positive change.

Physical Functioning

Baseline 3 Months 6 Months
control 62.9 (31.5) N=13 | 64.0(32.9) N=8 62.5 (33.6) N=8
mind/bod 28.5) N=26 66.4 (25.8) N=25 68.6 (28.2) N=21
. ‘ ”ﬂ - - A o =

Role - Physical

Baseline : 3 Months 6 Months
control 17.3 (29.6) 15.6 (35.2) 21.8 (36.4)
mind/bod 22.1 (39.6) 38.1 (42.3) 44.0 (44.0)
Bodily Pain

Baseline 3 Months 6 Months
control 50.2 (31.2) 61.8 (31.1) 61.4 (29.4)

mir}d/bod

51.6 (22.7) 58.6 (22.3) 61.9 (26.4)

General Health

Baseline 3 Months 6 Months
control 48.7 (24.5) 37.1 (22.5) 39.6 (30.2)
mind/bod 45.1 (19.5) 57.5(19.3) 53.3(23.9)
Vitality

Baseline 3 Months _ 6 Months
control 35.4(27.7) 46.3 (23.9) 40.6 (31.6)
mind/bod 35.8 (20.5) 49.0 (20.7) 49.3 (20.2)
Social Functioning

Baseline 3 Months 6 Months
control 47.1(26.1) 48.4 (37.5) 46.9 (30.4)

mind/bod 52.5 (26.3)

67.9 (27.3) 67.9 (26.1)

R

Role-Emotional

Baseline 3 Months 6 Months
control 30.8 (44.0) 54.2 (43.4) 66.7 (39.8)
)mind/bod 49.3 (42.1) 524 (44.2) 60.3 (45.5)

i

Mental Health

Baseline 3 Months 6 Months
control 58.5(22.9) 62.5(24.0) 61.0 (20.9)
mind/body 59.5 (19.0) 70.9 (19.6) 71.0 (17.5)
Health Transition*

Baseline 3 Months 6 Months
control 3.2(1.1) 3.1(0.8) 2.8 (0.9)
mind/body |, ' 3.1(1.1) 2.4 (1.0) 2.6 (1.0)

*A single item that provides an indication of perceived change in health. Scored on a 5-point scale where
lower numbers indicate more positive change.
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Means and (Standard Deviations) for Quality of Well-Being Scale
by Group and Time-Point

All scales are scored between 0 and 100 with higher numbers indicating more positive change.

Acute and Baseline | N=13 Three N=8 Six N=8
Chronic N=26 Months | N=25 Months | N=21
Pain .
Day 1 Day 2 Day 3 Day 1 Day 2 Day 3 Day 1 Day 2 Day 3
| control 44.5 41.3 40.3 37.5 38.7 38.2 44.6 422 44.5
(7.5) ©.1) (10.1) | (13.7) | (14.6) | (13.5) | (10.2) | (9.3) (6.3)
mind/body 424 40.4 41.7 43.0 394 41.5 40.2 394 414

(12.6)

are Baseline

€ ‘
and Months
Mobility .

Day 1 Day 2 Day 3 Day 1 Day 2 Day 3 Day 1 Day 2 Day 3
control 0.7 0.7 0.0 0.0 0.0 04 04 0.4 0.8

2.5 (2.5) (0.0) (0.0) (0.0) (1.1) (1.1) (1.1) (1.4)
mind/body 0.5 04 0.6 0.2 0.3 03 0.3 0.3 0.7

- (1.2) (1.0) (1.3) (0.7) (0.9 (0.9) (0.9 (0.9) 2.1

Physical Baseline
Activity Months Months
Day | Day2 | Day3 | Dayl Day2 | Day3 | Day]l Day2 [ Day3
control 5.1 5.8 7.8 3.6 3.6 5.6 8.8 5.6 77
4.9 (5.8) 6.7 (3.8) 3.8) (5.6) (6.9 (5.6) (6.2)
mind/body 5.9 6.4 6.0 6.0 42 5.8 7.1 54 5.1

@5 |65 16D 1@n @45 (56 6D D |G

Self Care Baseline
and Usual Months Months
Activity

Day 1 Day 1 Day2 | Day3
2.0 3.4

28 |28

control

mind/body

Baseline

“Daily

Quality of Months Months
Well-Being
Day 1 Day2 |Day3 | Dayl Day2 | Day3 | Day | Day2 | Day3
control 46.3 49.7 48.6 56.9 55.0 53.7 42.8 49.7 43.6
9.2) (10.,6) |-(11.3) [(7.8) ](19.6) | (19.0) | (154) |[(15.2) | (12.0)
mind/body | 47.9 50.3 49.1 48.0 54.8 50.2 49.9 53.3 50.5
©.1) 9.8) (11.0) [ (26) (12.8) |(152) |({16.2) [(14.6) | (153)

m&m%&m scEr iR b

Average Baseline Three

QWB Score Months | Months

control 48.2 55.2 454
(8.4) (18.6) (12.9)

mind/body 49.1 51.0 51.2
(9.0) (11.8) (14.4)
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Means and (Standard Deviations) for the MOS Social Support Survey
by Group and Time-Point

All scales are scored between 0 and 100 with higher numbers indicating more positive change.

Tangible Support

Baseline

3 Months

6 Months

control

49.5 (29.9) N=13

36.7 (27.0) N=8

50.8 (32.8) N=8

mind/bod

- Affectionate

49.3 (33.0) N=26

59.1 (28.1) N=25

56.3 (29.0) N=21

Baseline

3 Months

6 Months

control

59.0 (30.9)

51.0 (38.0)

542 (32.4)

mind/bod

Positive Social

62.3 (31.5)

63.8 (29.2)

68.8 (30.2)

Emotional or
Informational Support

T

Interaction

Baseline ‘| 3 Months 6 Months
control 49.5 (36.2) 54.0 (32.2) 60.9 (32.5)
mind/bod 61.3 (24.0) 64.1 (23.2) 60.0 (22.3)

4.

Baseline

3 Months

6 Months

control

62.0 (25.5)

62.5 (31.3)

67.6 (27.6)

mind/bod

Overall Social Support

57.0 (26.3)

64.2 (26.4)

64.5 (25.9)

Baseline

3 Months

6 Months

control

55.0 (27.5)

51.0 (28.6)

58.4 (29.0)

mind/bod

57.5(25.9)

64.0 24.2)
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