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This article is written in the style and method of an autoethnography that focuses on the
author’s spiritual journey with God while living with chronic pain. The labyrinth is used as a
metaphor and spiritual tool to describe this journey. The author’s personal experience with
religion and spirituality is described as well as the choice of moving from thinking about
God being ‘out there’, far away and looking upon God’s creation (supernatural theism) to
discovering God within — God ‘right here’ (panentheism). The affects and effects of living with
chronic pain are discussed in reference to the process of walking the circuits of a labyrinth. The
role of different people who played a part in this journey is highlighted. This way of writing
corresponds with a narrative way of living which concentrates on deconstruction of dominant
discourses and looking for outcomes that may lead to hope and transformation. The difference
between rainbow hope and reasonable hope is explained and the consequence of choosing
reasonable hope is discussed. Transformation of the person through the journey becomes
apparent in the article.

Introduction

In this article I present my personal spiritual journey with God and chronic pain. I am doing
this within the framework of autoethnography, embedded in the paradigm of Emancipatory
Critical Research. Arthur Bochner (2000; in Giorgio 2009:153) notes, ‘The purpose of self-
narrative is to extract meaning from experience rather than to depict experience exactly as it
was lived’. This statement depicts my aim with this article. The labyrinth is used as a metaphor
to describe my journey with God and chronic pain. According to Langer (2012:1), a “‘metaphor
is not language, it is an idea expressed by language, an idea that in its turn functions as a
symbol to express something’. The labyrinth is used as a symbolic pilgrimage in many
traditions. Through many ages labyrinths have been used in a spiritual manner (Schaper &
Camp 2012). Walking a labyrinth can create a heightened awareness of one’s own condition:
physical, emotional and spiritual. This can lead to personal and spiritual growth. Geoffrion
(2000:ix) states that, “The labyrinth is an effective spiritual tool, generic in nature, and personal
in application’. In this article, the labyrinth is used as a metaphor of personal and spiritual
transformation.

I'became very aware of the difference between organised religion and spirituality. This entailed a
moving from thinking about God being out there, far away and looking upon God’s creation
(supernatural theism) to discovering God within — God right here (panentheism). Marcus Borg
(1997) argues that:

a ‘panentheistic’ concept of God offers the most adequate way of thinking about the sacred; in this concept,
the sacred is ‘right here” as well as ‘the beyond’ that encompasses everything. (p. 5)

According to Borg, supernatural theism has led to the belief that God’s acceptance is based on
repentance for ‘wrong thoughts and deeds’. There are other ways to think about the sacred and
repentance.

Fulbright (2010) uses Borg’s explanation of repentance in a sermon to encourage the congregation
to think differently. She states: ‘In his sermon Borg (2000) states, to repent in terms of its
Greek roots in the New Testament means to “go beyond the mind that you have”. According
to Fulbright (2010):

The useful realm of religion is that which can help us ‘go beyond the mind that we have’, that which helps
us resist the base pull of culture and seek our greater truth, more full connections with other people and
life itself, and if we will, that which we call God. So part of self-love means to find ways to go beyond the
mind that we have, to that greater mind that sees wholeness, unity, beauty, love.
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Choosing to struggle with God in my struggle with pain
helped me to go beyond my own mind to a place where I
could experience wholeness despite having to live with
chronic pain. In this article I explain the affects and effects of
chronic pain on all aspects of my life. I also demonstrate and
illustrate how the acceptance of my new life changed my
perceptions about God and life. There are many people I met
on my journey. In this article those who played a crucial part
in my distress and in my healing are mentioned. Therefore,
their input will also be mentioned. Yolanda Dreyer was a
prominent person in my journey. Therefore, this article is
dedicated to her.

Concept clarification

Autoethnography within the paradigm of
emancipatory critical research

This journey follows the characteristics of an autoethnography
as described by Carolyn Ellis (in Jones, Adams & Ellis
2013:10), after she saw a drawing that someone created as
part of a story: ‘I saw and felt the power of autoethnography
as an opening to honest and deep reflection about ourselves,
our relationships with others, and how we want to live’.
Writing within this paradigm entails that I am authentic,
honest and reflexive in the moments of everyday living.
It becomes a way of examining my life and my thinking
and the origin of my thinking. Autoethnographic writing
means that [ write my story as a survivor of chronic pain. Jones
et al. (2013:10) state this as follows: ‘[An autoethnography]
seeks a story that is hopeful, where authors ultimately write
themselves as survivors of the story they are living’.

This way of writing corresponds with a narrative way of
living which concentrates on deconstruction of dominant
discourses and looking for unique outcomes (White 1991).
This way of living entails a different way of thinking, where
enquiring why we think the way we do becomes the daily
mode of living one’s life. Narrative living then becomes a
mode of knowing. Heo (2004) puts it as follows:

Narrative is a mode of knowing and understanding that captures
the richness and variety of meaning in humanity as well as a way
of communicating who we are, what we do, how we feel, and
why we ought to follow a certain course of action. A narrative
involves facts, ideas, theories, and dreams from the perspectives
and in the context of someone’s life. Individuals think, perceive,
interpret, imagine, interact, and make some decisions according
to the narrative elements and structures. (p. 375)

A narrative is a way to describe oneself and the realities one
lives in. Narrative is a way of giving meaning to one’s life.
Yolanda Dreyer (2003a:313) comes to the conclusion that
‘narrative as a way of knowing is ideological critical and
deconstructs dominant socio-cultural narratives’. She also
states that the telling of one’s story is much more than the
pure transferring of remembered facts. Remembering is the
present of the past and one’s expectations are the present of
the future (Dreyer 2003b:343).

In the telling of my story I deconstruct the dominant religious
and cultural beliefs. In telling this story I have the expectation
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that it will be meaningful to you, the reader. I, as a human
being, as a woman who battles to live with pain, become
the text that you, the reader, will interpret. According to
Dreyer (2016:644) “a story is always open to reinterpretation’.
People read stories from their own perspectives and different
contexts and therefore the meaning given by the original
teller of the story might change. It can thus ‘have a much
broader impact and significance’ (Dreyer 2016:644). By
telling my story I construct my reality and I choose my own
preferred identity. The telling and re-telling is a process
that keeps on changing the perceptions and thoughts of
the reality of life. This process changes my identity and keeps
on doing it, ‘it is a process of always becoming’ (Sclater 2003;
cf. Sclater in Bainhaim, Sclater & Richards 2002:140).

Writing this article as an autoethnography also indicates that
the personal is the professional where my personal life and
my professional life as a psychologist cannot be separated
(Els 2000:18-20). As a psychologist I cannot not know what I
know regarding thoughts, feelings and behaviour. This
knowledge exaggerated the pain at times because of self-
doubt and guilt that entered the situation (see Patient & Orr
2004:33, 244; Berendes et al. 2010:174-182).

This way of writing also correlates with action and feminist
research strategies (cf. Bolak 1997; Charmaz & Mitchell 1997;
De Vault 1997; Hertz 1997; Lather 1991; Reinharz 1992, 1997;
Smith 1992; Weingarten 1997, 2000) where multiple realities
are preferred, and people and their words and actions are
always seen within a social context. Dale Spencer (in Reinharz
1992) states this perspective as follows:

At the core of feminist research is the crucial insight that there
is no one truth, no one authority, no one objective method
which leads to the production of pure knowledge ... feminist
knowledge is based on the premise that the experience of all
human beings is valid and must not be excluded from our
understandings. (p. 7)

This article is about my personal, subjective journey. My
story with God and chronic pain is shared with you, the
reader. You will have your own experience when you read
this. All our understandings of this journey are valid. “The
process becomes part of the product’ (Reinharz 1992:212).
This article introduces my personal journey with God and
chronic pain. My own attitudes, beliefs, perceptions and
values that are seated in my own culture — an Afrikaans
woman who grew up in the Dutch Reformed Church and
married a minister in the Netherdutch Reformed Church of
Africa — are reflected in this narrative.

The telling of my story helps me to understand my own
spiritual growth process and the pain I suffered and still
suffer in a more meaningful way. It helps me to come to
terms with it (again). This is a process that is never-ending.
Carolyn Ellis (2002) states this process of sharing one’s pain
as follows:

.. engaging in the process of uncovering, going deeper inside
yourself through autoethnographic writing, can stimulate the
beginning of recovery. Expressing my feelings vulnerably on the
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page invites others to express how they feel, comparing their
experiences to mine and to each other’s. (p. 401)

My unique experience became a way of living reflexively and
challenging my own assumptions, defences and fears. Ilearnt
that I had to live consciously in the moment and had to
consider and reconsider my thinking (Jones et al. 2013:10).
“We are positioned in particular discourses, which affect our
preferred ways of being” (Els 2000:149). I therefore had to
look at and assess the discourses that are embedded in my
thought processes. The Afrikaans culture and the religion of
the Dutch Reformed Church and later the Netherdutch
Reformed Church positioned me in discourses of ‘God is
almighty and watching over us and God is also watching
what we are doing and we will be judged according to our
deeds’, and ‘you have to be strong and not show how you
feel about things’.

Although a discourse as such is not positive or negative,
some discourses are dominant and therefore their effects
have more power in our lives. Our sense of who we are and
what we are allowed to think, say and do, derives from our
position in a particular discourse (see Foucault 1980:93). As
an Afrikaans woman, I was positioned in a subject position.
In my doctoral study I wrote the following (Els 2000:138):
“When we accept or fail to resist the subject position, we are
obliged to live according to the specific rules of that particular
subject position in that particular discourse’. This is exactly
what happened and it was only when physical pain got hold
of me, and there were no answers to my many questions that
I openly started to challenge the above-mentioned discourses
(cf. Burr 1995; Davies 1991; Els 2000; Foucault 1972; Mills
1997; Parker 1989; White 1997).

Autoethnography is the choice of this article because it is
transformative and it ‘changes time, requires vulnerability,
fosters empathy, embodies creativity and innovation,
eliminates boundaries, honors subjectivity, and provides
therapeutic benefits” (Custer 2014:1).

Religion and spirituality

There are many different definitions of religion and spirituality.
I agree with the explanation of Schutte (2016):

Religion is organised, close-minded and intolerant whereas
spirituality is extremely individualised, open-minded, tolerant
and universal. It is accessible to all people, no matter what their
particular beliefs. (p. 2)

In my experience religion usually entails adhering to a certain
dogma or belief system. To put it briefly, religion is a set of
beliefs and rituals that aim to get a person in the right
relationship with God. Therefore, Emile Durkheim’s (1915;
cf. Aldridge 2007:67) definition speaks to me:

A religion is a unified system of beliefs and practices relative to
sacred things, that is to say, things set apart and forbidden —
beliefs and practices which unite into one single moral
community called a Church, all those who adhere to them.
[Religion is] the self-validation of a society by means of myth and
ritual. (p. 47)
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Phipps (2012:179; in Schutte 2016:3) defines spirituality as ‘the
human desire for connection with the transcendent, the desire
for integration of the self into a meaningful whole, and the
realisation of one’s potential’. Spirituality today includes
belief in a higher power that is beyond the known and
observable realm. To me that power is God. It also includes
personal, sacred experience(s), or an encounter with the divine
within. To be spiritual means that one has the expectation that
personal growth and transformation will take place. This is
what I experienced in my spiritual journey with God.

Labyrinth

The labyrinth predates Christian history. There are many
divergent stories regarding the origin of the labyrinth
(cf. also Geoffrion 2000; Schaper & Camp 2012:2-13; Ward
2006:6-13). It is clear that Christians have been using
the labyrinth as a spiritual tool as early as in the Medieval
times (cf. www.labyrinthbuilders.co.uk/about_labyrinths/
history.html). The labyrinth in the Chartres Cathedral dates
back to approximately 1205 (Ward 2006:10). In 1631 John
Amos Comenius, a Czech philosopher, pedagogue and
theologian from the Margraviate of Moravia, wrote the book,
The labyrinth of the world and the paradise of the heart. In this
book he describes his spiritual pilgrimage and ends with the
knowledge that God is with him inside him and not far away
(see ‘Project Labyrinth of the World’, www.labyrinth.cz).

Various labyrinth patterns can be found across the world.
The classical labyrinth design consists of a single pathway
that loops back and forth to form seven circuits. The
pathway is bounded by eight walls surrounding the centre
(see Figures 1 and 2).

Christians walk the labyrinth as a symbolic pilgrimage
(cf. Artress 1996; Bloos 2002:219-203; Jeanes 1979:12-15;

Source: Connely, D.K., 2005, ‘At the center of the world: The labyrinth pavement of Chartres
Cathedral’, in S. Blick & R. Tekippe (eds.), Art and architecture of late medieval pilgrimage in
Northern Europe and the British Isles texts, pp. 285-314, illus. pp. 134-148, Brill, Leiden

FIGURE 1: The most famous labyrinth is the 11-circuit labyrinth of the Chartres
Cathedral in France.
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Source: Ferré, R., 2000, ‘Foreword’, in J.K.H. Geoffrion (ed.), Living the labyrinth. 101 paths to
a deeper connection with the sacred, pp. xi—xii, The Pilgrim Press, Cleveland, OH

FIGURE 2: One finds these patterns in many cultures all over the world. A
labyrinth is not a maze. Mazes have multiple paths and multiple choices, mostly
leading nowhere specific. A labyrinth has only one path that leads circuitously to
the centre. The same pathway leads one out again. Labyrinths and mazes are
often seen as the same and dictionaries often define the one as the other. There
is a big difference in walking a maze and walking a labyrinth. When one walks a
maze there is confusion involved in trying to see where one is going. There are
many pathways and many dead ends. When one walks a labyrinth there is no
confusion and there is only one pathway to a specific centre and one pathway
out. Ferré (2000:x) puts it as follows: ‘In a maze we lose ourselves, in a labyrinth
we find ourselves’.

Reed 1990). From early on Christians believed that walking
the labyrinth represents the soul’s journey to Christ (Schaper
& Camp 2012:8). To me, walking the labyrinth is coming
home to my soul where God resides. Artress (2006:20) uses
the words: “... as you walk (the spiral of the labyrinth), it
takes you deeper into your center’. The centre in the Chartres
Cathedral is described as the New Jerusalem - this is the
place where transformation has taken place (see James 1977).
It is important to realise that everyone uses the labyrinth in
her own way (Artress 2006:7).

There are many different ways to walk a labyrinth (Geoffrion
2000). One can walk it for personal, psychological and/or
spiritual growth. A spiritual walking is completed mostly
in a prayerful meditative way or with a specific question
in mind. The labyrinth path is walked with devotion and
openness to be enlightened during the process of walking in
and out. Buechner’s (1983) words fit well with walking the
labyrinth. It is something to keep in mind when you stand at
the mouth of the labyrinth:

Listen to your life. Listen to what happens to you because it is
through what happens to you that God speaks.

It is in a language that’s not always easy to decipher, but it’s
there powerfully memorably, unforgettably. (pp. 92, 94)

Chronic pain

The definition of pain has changed over the years, as new
research results appeared in medical journals. Currently pain
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‘

can be described as follows: [it] is a complex,
multidimensional experience that not only has a sensory
component, but also cognitive, affective, and motivational/
behavioural components’ (Keefe, Somers & Kothadia
2009:38). Chronic pain can briefly be described as pain lasting
more than 3 months. This pain can be mild or excruciating,
episodic or continuous, merely inconvenient or totally

incapacitating.

The International Association for the Study of Pain ([1994]
2012) has established a taxonomy that describes the different
kinds and diseases that cause chronic pain. This article does
not have the scope to discuss this. The symptoms of chronic
pain include:

e Mild-to-severe pain that does not go away.

¢ Pain that may be described as shooting, burning, aching
or electrical.

e Feeling of discomfort, soreness, tightness or stiffness.

The emotional toll of chronic pain can also make pain worse.
Anxiety, stress, fatigue and negative thought patterns interact
with the chemicals in the body and can worsen the experience
of pain. Because of the mind-body links associated with
chronic pain, a multidisciplinary approach seems to have the
best results in treating chronic pain conditions (Keefe, Somers
& Kothadia 2009).

My story

Every person is born within specific contexts and linguistic
systems. We learn about our different selves and our world
by talking and listening to the people who share our world
with us (see Anderson & Goolishian 1992; Kotzé & Kotzé
1997). In this socialisation process we learn to speak in
accepted ways and we adopt the values and ideologies of our
cultures. As such the meanings that we attach to certain
concepts, values and ideas shift from time to time as we are
exposed to other cultures, thoughts and values in different
contexts. Thomas (in Saddington 1992:44) states that: "People
do not necessarily learn from experience; it depends on the
meaning they attribute to their experience and on their
capacity to reflect and review it

My journey with God and chronic pain is a very personal
story. I will reflect on my experiences as I walk this labyrinth
with you, the reader.

I have always in my life been aware of God. I knew that I was
God’s child and that God would always take care of me.
I come from a Christian patriarchal family and learnt that
God was like my father ... loving but strict. My paternal
grandmother played the most significant role in my
development as a child of God. She taught me that I had to
give my heart to Jesus and then Jesus will always take care of
me. She also taught me that God is a strict father who sees
everything I do. I had to live according to certain rules or
I knew I was going to be punished. I learnt that I had to ‘be a
good girl” so that God will accept me. If I did something that
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was not approved of, I would be told that a child of God does
not do that and that I was listening to the devil. I also learnt
that God watches me and sees the things that were not
approved of. I had to repent quickly — even when I did not
think that what I did was wrong — otherwise God was going
to punish me. This religious system was the one that I grew
up with. When I was in my last year of Sunday school, the
minister did not allow us to be confirmed if we couldn’t give
him the date, time and place of our conversion to Jesus.

After school I went to the University of Pretoria to become a
teacher. I was very active in the Student Congregation of the
Dutch Reformed Church. The discourse of God as a punishing
father continued with extra focus on the ‘fact’ that we have
been born as sinners and that only the belief in Jesus
could save us. I participated in the Youth to Youth Action
that focussed on ‘winning souls for Jesus’. The Reformed
discourse of Jesus as personal saviour was imprinted on us.

I met my husband in the University Choir. He was
a member and theological student of one of the other
Afrikaans-speaking denominations that was politically more
conservative but theologically more open. He introduced me
into a new way of reading the Bible. The Bible was not the
exact words of God. The Bible is a library of books that tell
stories of people and the God they knew. Everything has to
be read contextually. I am not supposed to believe in the
Bible. I may believe in the God of the Bible. This was the
beginning of a new way of thinking about God and the Bible.

As the life partner of a full-time minister I was actively
involved in establishing Bible study groups and teaching
women what the Bible actually is and how they can relate to
the words that can transform their lives. I also was a high
school teacher and challenged the learners about certain
beliefs they had that was part of the fundamentalist view on
the Bible, for example the ‘gay issue’. I had a group of gifted
learners in Port Elizabeth in the early 1980s. The report of the
Reformed Church in the Netherlands (Gereformeerde
Kerken Nederland) on being gay was just published and
I took this group of 15-year-old high school learners to the
then University of Port Elizabeth (today it is the Nelson
Mandela Metropolitan University) to listen to the discussion
on this report. Afterwards we had ice-cream on the beach
and one of the boys told us that he is sure that he was gay.
This came as a shock to the group. One of the other boys in
the group belonged to the Dutch Reformed Church of which
his father was a prominent minister. My telling them that
their friend was born this way and that God loves all God’s
children was severely challenged. It was clear that my
understanding of God and the Bible was not accepted in
these religious circles.

When we moved to Alberton from Port-Elizabeth, I decided
to become an Educational Psychologist and enrolled at the
Rand Afrikaans University (today it is the University of
Johannesburg) to do a BEd, MEd and later a DEd. I had a
busy private practice as an educational psychologist when
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I first became aware of severe pain in almost all my muscles.
I was tired all day. I went to bed exhausted and in the
mornings, I could hardly get out of bed. Our family doctor
referred me to a physician who admitted me to hospital
where many different tests were performed. In the end the
diagnosis was made: Fibromyalgia.

I'lived with this and kept on working. I applied for a post at
the Rand Afrikaans University and got it. | managed the pain
and fatigue with medicine and taking a rest when I could.
Working with the master students and teaching them how to
practically do therapy gave me new energy. This made me
wonder whether it could be true that fibromyalgia might be
existing in my head. Just as I thought that I had control over
the pain and fatigue, it struck again and I knew that this was
a reality that I would have to live with.

Three years later, while I was completing my doctorate, I
experienced acute pain in my legs. This led to many visits to
doctors all over South Africa, a back operation where a
decompression in my lower back was performed and more
pain. The final diagnosis by the neurosurgeon was: Peripheral
Neuropathy. This was confirmed by three other specialists, a
physician, a professor and anaesthetist, who was the manager
of a pain clinic in Bloemfontein, and a rheumatologist. The
symptoms corresponded with other distal symmetrical
polyneuropathies, but I did not have any of the diseases that
caused this kind of neuropathy. They could not get to the
cause of the neuropathy and the verdict was that I would
have to live with it. The pain could be managed by medication
and changing my daily routine. I would have to learn how to
manage the pain and pace my day so that there will be time
to relax. This was the only way that the pain would not drain
me totally. The earlier diagnosis of fibromyalgia (1997) which
caused widespread muscle pain through my body as well as
fatigue was re-affirmed as well. Now I had two separate
diseases that caused pain in my body. I had to re-think my
life and how I wanted to manage it.

As a child of God, the biggest question running around in my
mind was whether God was now punishing me for telling
people that God doesn’t operate in a way that is not loving?
Was the God that I loved and came to ‘know” different than
what I now believed? Was God actually like my grandmother
taught me?

Affect and effects of chronic pain

Fibromyalgia is a chronic pain syndrome defined by
widespread pain in soft tissue and musculoskeletal system
in the body. Additionally, patients report other symptoms,
predominantly disturbed sleep, fatigue and affective
disturbance. It is a disease with unknown aetiology that
complicates the treatment and coping thereof. It often leads to
the disruption of daily functioning (Clauw 2014; Glombiewski
et al. 2011:280).!

the journal Painsa, 2011 pp. 25-39). See also Zautra; Fasman; Parish; Davis — referred
to in the journal Painsa, 2006, pp. 37-45).
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Neuropathic pain is characterised by unpleasant symptoms
such as shooting or burning pain, numbness and sensations
that are difficult to describe. It can be a direct consequence of
a lesion or disease affecting the somatosensory system either
peripheral or central level (Haanpaa et al. 2011:14). Pain with
neuropathic characteristics is generally more severe and
difficult to treat (Dworkin 2007). It also impacts the quality of
life more (Chetty et al. 2012:5).

The problem was that the doctors could not find the cause of
the peripheral neuropathy, and therefore an already difficult
disease to treat became impossible because the cause could
not be found (Fedler 2010:56). I had to come to terms with the
diagnosis of ‘Idiopathic Neuropathy’. In 2012 I went to a
rheumatologist who discovered that I had psoriatic arthritis.
This is an inflammatory arthritis and also an auto-immune
disorder. My nails and my feet were the first target. The
doctor then wondered whether the peripheral neuropathy
was triggered in my feet and caused an inflammatory
response that spread through my body. This would confirm
the suggestions of a doctor-friend in Canada that it could
possibly be mould disease that energised the inflammatory
response through my body because of our house which had
severe damp problems. My husband had to start taking
chronic medication for his lungs during this time. This
confirmed the possibility of mould disease as cause for the
neuropathy.

In peripheral neuropathy a disease or injury of peripheral
nerves may alter the fibres, and this sometimes results in a
distortion of the response to an applied stimulus (Hodgson &
Raff 2011:22). This leads to hyper excitability of the nerve
fibres. It seemed that the psoriatic arthritis was the disease
that caused the injury of nerves in my feet, and it was
suggested that the mould exacerbated the inflammatory
response in my body and caused the severe burning pain.

Neuropathic pain caused disability in my life and this led to
altered mood states with despair and depression featuring
high on the list of psychological effects (see Haanpéaa et al.
2011). It felt as if my whole body was in flames 24 h of the
day. I battled to sleep and during the day I couldn’t be who I
wanted to be because the pain was stealing my memory and
concentration. I couldn’t play with the children who came for
play therapy and I battled to listen to the adults telling me
about their problems. I felt helpless and stupid, and most of
the time I thought God was helpless as well. I often wondered
why God was punishing me. I did my level best to be who I
thought God wanted me to be. I often put other people ahead
of my own needs and I couldn’t understand why God was
‘doing this to me’. I fully agree with the following words of
Chetty (2012):

The burden of neuropathic pain for the patient is substantial.
Neuropathic pain is associated with psychological distress,
physical disability and reduced overall quality of life ... (p. 5)

This pain was indeed ‘the worst pain one could possibly
imagine’ (Pain Forum 2008:1)
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The circuited path to the centre —
God and people far ... God and
people near ...

The labyrinth has a path that winds farther and nearer to the
centre. One enters at the mouth far from the centre. I entered
the labyrinth with Psalm 143:7 (The Message) going through
my mind:
Hurry with your answer, God! I'm nearly at the end of my rope.
Don’t turn away; don’t ignore me! That would be certain death.

As I'walked I grappled with the following;:

¢ Loneliness — feelings of being cast aside — not part of the
‘professional class’. This led to me becoming withdrawn
and loosing intimacy with God and my loved ones.

e Ilost my professional identity ... I realised my identity
was built on what I do; my profession and ability to
be there for others have disappeared. I no longer had
the strength to listen to the problems of other people.
My body was burning. I was in the hell of flames 24 h
a day.

e I tried to do what I could every day and I experienced
that because I do not look ill, everyone thought I was
doing fine. I felt misunderstood and alone.

¢ The busy bee who has been there for all who needed me
died. She was to be no more.

¢ Toften cried when my husband was asleep. I did not want
to keep him awake with my pain. I could not sleep
because the pain was excruciating. It was having a
devastating effect on our marriage and our sex life.

e [ felt desperate at times and depression crept in. I often
had suicidal thoughts.

¢ Pain stole my joy and my peace.

e Pain stole my life.

¢ I was angry at times and wondered whether God really
knew that I existed.

¢ Iread the Bible whenIcouldn’tsleep ... Iread Job and the
Psalms and I wondered what God was doing in my life.

e Why was God angry with me and punishing me? What
have I done wrong? Is there a way that I can make things
right again and will the terrible pain subside then?

¢ I wrote poems and long pieces in my journal.

Being diagnosed with a disease that causes intense chronic pain
was the turning point in my personal spiritual journey. Questions
like “Where is God?’, ‘Is God punishing me?’ and ideas like
‘Maybe there is no God” were things that I struggled with.
During the night when I couldn’t sleep, I asked myself: How do
I perceive God? Who is God? Who am I?

Is there such a thing as grace and mercy?

If this is what hell is, how do I stay serving God ... a God who
tortures?

Why is this happening to me?

Can I be angry with God? Is God testing my faith?
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I read the Bible to try and find answers:

Psalm 6 (The Message)

Please, GOD, no more yelling,

no more trips to the woodshed.
Treat me nice for a change;

I'm so starved for affection.

Can’t you see I'm black- and-blue,
Beat up badly in bones and soul?

Iread all the psalms and when Gys, my husband, was awake
with me, Iwould discuss my feelings and thoughts regarding
the passages that I read with him. I often wondered
whether it was right of me to be angry at God ... whether my
disappointment for not being healed would worsen the
pain. Gys helped me to understand that in any relationship
there is anger and disappointment. If there is a good
relationship between me and God, my feelings of anger and
disappointment are evidence of this relationship. He showed
me where Jeremiah was feeling despair and that he actually
told God what he was feeling.

Jeremiah 15:15-18 (The Message):

You know where I am, GOD! Remember what I'm doing here! ...
Just look at the abuse I'm taking!

When your words showed up, I ate them —

Swallowed them whole. What a feast!

What delight I took in being yours,

O GOD, GOD-of-the-Angel-Armies!

Inever joined the party crowd in their laughter and their fun.
Led by you, I went off by myself ...

But why, why this chronic pain,

this ever worsening wound and no healing in sight?

You're nothing, GOD, but a mirage,

a lovely oasis in the distance — and then nothing!

This helped me to feel free to utter my own anger and
disappointment. The circuit of the labyrinth turned to being
closer to God for a little while.

Praying to a God I did not know ... this was extremely
difficult and resulted in more physical and emotional pain.

This is one of the poems I wrote during that time:

Pain, you win!

You invade me, so that Lishje disappears and becomes a bitch!
You change my being and steal my self-confidence.

You make me into someone that I don’t want to be —

Someone who's spirit does not live with God’s spirit

but with yéurs ... your angry, bitchy, burning personality!

I am a stranger in my own head and body.

You succeed in fooling me to forget that God loves me

and that it is God and not you who resides IN ME!

Writing poems and letters to God helped me to experience
God with me. The last sentence in the poem above comforted
me despite the angry voice of pain.

Just as I thought that I am now near the centre, where
I believed that I can meet with God, the path turned back ...
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People were easily giving their answers to my situation ...
Your belief is not strong enough ... Your parents did
something bad and did not repent ... Satan is doing this ...
we have to send Satan away or get rid of Satan.

I met people who stressed the fact that God was indeed far
and punishing me. A female minister came to pray for me.
She said that I was not getting better because my faith was
not strong enough. She also said that Iam ill and experiencing
severe pain because my parents did something very wrong
in the eyes of God and they have not repented yet.

I then requested the elders to please come and pray for me.
The men battled to pray. The prayer that stayed with me was
the request that God must take the evilness away.

The discourse of God as the angry man who punishes when
I am not doing what was expected was dominant. The other
discourse that was stressed was that there was a devil that
was controlling the pain in my body. These were dominant
discourses that aggravated the feelings of despair, and it also
worsened the pain.

I was devastated and with Jesus I yelled: ‘God! Why have
you forsaken me?!”

Luckily the winding path also went close to the centre. There
were people who loved and cared for me. Gys, my husband,
and Lize, my daughter, helped as much as they could. At
times in the night when the pain was excruciating, Gys would
hold my hands (he could not really touch me because of the
hyper sensitivity of my body) and the tears would just roll
down his cheeks. This saddened me because I did not want
to burden him with my pain, but it also comforted me because
I felt that he understood what I was going through. Later
I learnt ‘that those who witness pain in their partners
demonstrate brain activity that is similar to actually
experiencing pain’ (Keefe, Somers & Kothaida 2009:40).

The path then made another turn towards the centre ... One
Sunday morning when I didn’t go to church, there was a ring
at the gate. I decided not to open as I was alone. Suddenly the
gate opened and four cars drove in. Gys came in last. It was
Reverend Koppin Dingaan from the Natalspruit Maranatha
Reformed Church of Christ with the elders. They came to
pray for me. This was an exceptional experience. I could not
understand all the prayers but I felt the presence of God.

I was confronted with the fact that these people came because
they heard about my illness. No one asked them to come.
They just came! These were the people who were living the
love of Jesus despite their own struggles with being poor and
living under difficult circumstances. These African people
came to our house to comfort me ... the white ‘MaMuruti’
[wife of the Reverend]. I was astounded and the tears
streamed down my face.

Unfortunately the path turned back again ... I had two very
good friends who worked in the corporate world. We would
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meet once every second or third week for coffee or a cocktail
at a restaurant. We shared our worries and our lives. When I
became so ill that I had to stop working, our relationship
changed. Suddenly I would hear from them, ‘you don’t work
anymore ... you don’t understand what it is like to work long
hours with the stressors of the corporate world’. This had an
immense impact on my self-esteem. I was confronted with
the discourses of, ‘your life only has meaning when you earn
a good income’, and ‘you only have relevant knowledge
when you are a career woman'. For the first time in my life I
had a serious identity crisis. I also experienced that my life
now had no meaning. I felt far from God and far from people.

I experienced feelings of abandonment and intense loneliness.
I struggled to come to terms with who I have become. At
times I was completely exhausted. I could not find peace in
my situation.

Having intense feelings while one is walking the labyrinth
may happen. According to Lauren Artress (2006:50) one
should stay with these feelings: ‘Once you begin to let your
feelings flow, you are able to reflect upon your pain,
confusion, and wounds from others’. I decided to stay with
my feelings and reflect in my journal.

The questions I reflected on were:

e What does your identity look like?
e What formed your identity over the past years?
e  What would you like your identity to consist of?

These are some of the things that I wrote: Over the past years
I had been a successful educational psychologist. I was a
lecturer at the Rand Afrikaans University and I had a very
good relationship with my clients and my students. The
students that I accompanied in their master’s dissertations all
finished within the time frame, and most of them obtained
high marks.

As I wrote this, I realised that my identity and my ego was
one and the same thing. I was forced to ask myself where
God is in this picture? This led to another turning point in my
journey. I had to change the questions that I was asking God
and myself.

I decided to not walk the path on my own. There were other
women in the community who wanted to pray with me. I
decided to make a call and ask for help. This helped to sustain
my faith in aloving God. Lamentations 3:28-30 (The Message)
spoke to me when I had my quiet time and I knew that there
will be more help for my despair:

When life is heavy and hard to take, go off by yourself. Enter the
silence. Bow in prayer. Don’t ask questions: Wait for hope to
appear. Don’t run from trouble. Take it full-face. The ‘worst’ is
never the worst.

Hope arrived in a woman who became ‘Jesus incarnated” to me,
Yolanda Dreyer. She visited me often and listened to my despair
and struggles with God. She loved me and cared for me. She
came whenever I needed someone to talk to. She showed me the
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love of God that was visible in the actions of Jesus. She also
spoke to the congregation and taught them how to deal with my
illness in a more appropriate way. Yolanda was ‘doing hope” in
a way that gave me hope to cope with the pain. Weingarten
(2000:18) explains this as follows: Hope is something we do with
others. Hope is too important — its effects on body and soul too
significant to be left to individuals alone.

She explained to me that God is not angry with me. God is
also not punishing me because of things my parents did. God
is a loving God. Maybe we don’t understand what is
happening and why this illness with the severe pain is
happening to my body, but what I must remember is that
God is with me in my pain ... just as God was there for Job,
Jeremiah and Jesus. She reminded me that God was angry
with Job’s friends because they did not speak the truth about
God (Job 42:7-8). In this journey with pain I had to choose
whose voices I wanted to listen to. She helped me to
remember other times in my life where I battled with
difficulties and in the end I was assured of God’s love for me.

In these times of struggle I came to know that I had an
obsession with ‘knowing and understanding’. I wanted to
understand what God was doing in my life. I then came to
realise that I wanted to be in control and ‘[t]o offer questions
to God is to stop that obsession with knowing’ (Johnson
1999:104). I was confronted with my beliefs about God. I
discovered through conversation with Yolanda and reading
different books that God was in me and talking to me through
my body.

I learnt that accepting uncontrollability (perception of
helplessness) may be less stressful than attempting to control
an uncontrollable situation (Ogden 2004, in Pienaar 2010,
2/3:20). To change my attitude from ‘I am helpless and have
no control over the pain and its effects and therefore I can do
nothing’, to ‘this is as it is and I can still do something’, made
a big difference in the way I functioned every day.

During this time a woman I didn’t really know brought me a
book that has helped her to cope with cancer and the pain she
experienced: The Healer Inside by David Patient and Neil Orr.
While I was reading the book, I realised that I have to accept
the pain and take the responsibility for my thoughts. This
was the introduction to Psychoneuroimmunology. I learnt
that I had to be kind and grateful towards my body. This
article does not have the scope to write about everything this
entails (cf. Pienaar 2010, 2/3:13-20). It helped me to make a
definite turn towards the centre of the labyrinth.

I learnt that my questions had to change to “What do you
want me to do in this situation God? How can you use me
despite the pain?’ Ilearnt that to ask “Why is this happening?”
had no answer; I had to think differently about my situation
and God (see Deist 1985).

Kaethe Weingarten was another woman who played a
significant role in my learning process to accept and live with
chronic pain. I met with her in Somerset West after attending
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a course that she presented. She taught me the difference
between rainbow hope and reasonable hope.

Rainbow hope is consistent with a dominant religious
discourse that says praying and believing strongly enough
will heal the disease and give back one’s health. It causes
unrealistic hope, which leads to more feelings of distress
when life does not happen that way. Fundamentalist
approaches to the Bible lead to the belief in rainbow hope.

Reasonable hope is more sensible as it accepts risks and
uncertainty. Weingarten (2010) states this as follows:

Reasonable hope, consistent with the meaning of the modifier,
suggests something both sensible and moderate, directing our
attention to what is within reach more than what may be desired
but unattainable. (p. 7)

This session helped me to focus on things that I can do instead
of concentrating on the pain and the different aspects of loss
that accompanied the pain.

The sessions with Yolanda helped me to realise that God is
with me in my pain. The other people who cared and prayed
and listened helped me to realise that this journey in pain is
not a lone journey ...

Doing reasonable hope helped me to make sense of what was
happening in the here and now and helped me to make plans
for the future. By showing empathy and understanding, the
people in this part of my journey showed me that God is not
punishing me. God is with me in my everyday struggling.
With hope I could enter the centre of the labyrinth.

I started to experience a change in my spirit and in my coping
skills, but when there were a lot of stressors the pain caught
up again. My back started giving problems again and my
body was burning. I was sent for nuclear x-rays. When I went
back to the neurosurgeon he sent me to an orthopaedic
surgeon with the words, ‘I have never seen feet this bad.
Your back is okay’. The orthopaedic surgeon said that there
isnothing that he can do. I have to get off my feet or otherwise
in a few years’ time I would not be able to walk. This was a
blow to everything that I have planned and decided and
again the path in the labyrinth turned away from the centre.

I decided that I needed a break and also that I needed a
therapist again. I flew to Cape Town to stay with my
‘daughter from another mother’ for a week and made
appointments to see the man who helped me with emotional
problems when we lived in Port-Elizabeth and was now
residing in Bellville.

My visit to Cape Town was my final turning point. I asked to
be left alone and I spent many hours gazing at the sea. I saw
the therapist who asked me to think about my life and what I
still wanted to do and achieve. These questions took me back
to the identity crisis that I experienced before. I left him with
a knot on my stomach and again I wondered whether my life
had any sense ...
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The next morning I strolled down to the beach and I sat on
the sand and watched the waves crashing on the rocks. I
wondered whether I came to Cape Town to finally realise
that the life I hoped for was not going to become reality. If I
had to stay off my feet, I would not be able to do the house
work, run the women'’s weekends, play with the children or
sing in the church band. I would not be able to do shopping
the way thatIwas used to ... Iwould become more dependent
on other people for help. All these thoughts created havoc in
me and once again I wondered whether I shouldn’t just walk
into the sea like Ingrid Jonker did.

As I sat there, watching how murky the water has become, I
saw a Cape Cormorant in the waves. Then it was as if I heard
God’s voice speaking in my head.

‘Lishje, do you see the Cormorant? Watch what it is doing
... I saw the bird watching the waves and then sometimes it
moved to the left and other times it dived underneath the
waves. It went on like this until it reached the lovely blue
water. Then I heard the voice again:

You can now choose ... You can either be like this Cormorant
and plan which of the ‘waves’ of your illness you want to face
and which ones you want to swim away from; or, you can be like
the Seagulls and yell about the life you have to live.

At that moment a flock of seagulls flew over my head,
‘yelling!” Furthermore, I heard:

Do you see this ocean that this Cormorant is in? That is me, your
God. You can choose whether you want to trust and be with me
like I am with you or whether you want to turn away and keep
on yelling.

This experience was the most amazing thing that has ever
happened to me. It also was the final turning point to the
centre of the labyrinth. My questions changed to: What kind
of person do you want to be now? How can you be of help to
other people who are also suffering with physical pain?

Being in the centre of the labyrinth

Discovering contemplative spirituality and becoming more
contemplative myself added to my personal journey. Walking
a labyrinth with the purpose of connecting with God who
lives in me became part of choosing to live differently.

I discovered in the words of Trevor Hudson (2007) that “...
the Divine Voice causes [my] heart to burn with renewed
faith and hope’ and I too discovered that understanding this
quiet voice in my heart led me to a ‘more generous love of
God and other people, and a proper love of [myself] as
beloved of God’ (p. 35). I also learnt that the words of Mother
Teresa (2016) are true: If we really want to pray, we must first
learn to listen, for in the silence of the heart, God speaks. This
is what happened to me on the beach. I stopped questioning
God and just sat ... and God spoke!

Except for my husband, the people who co-created hope
with me were mostly women. This reminded me that it was
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also mostly women who were at the cross of Jesus in his
deepest despair and it was the same women who were there
when the grave was empty. The last witnesses of Jesus’
suffering became the first witnesses of the resurrection. The
following quote by Osiek (1997:116) states the role of the
women in Jesus’ life and in my life clearly: “The women
disciples who followed Jesus from Galilee to Jerusalem, even
to his death on a cross, faithfully performed their diakonia
of service, witness, and representation” (Mk 15:40—41; Mt 27:
55-56; Lk 8:1-3; 24:10).

When I arrived in the centre of the labyrinth, I realised that
the power of the resurrection — the transformation of my
life — was God’s gift to me. I realised that God walked the
journey with me ... The power of our victory went through
the journey with suffering. God lives inside of me and
through the cracks in my life the everlasting LIGHT shines —
now and forever.

I made a decision to be there for people suffering. I joined
PAINSA and did a course on pain, the effects and treatment
thereof. I started a support group and am still running it. I
also decided that I am accepting the situation as it is and I
know God is with me because God lives in me. I changed my
way of life to a more contemplative way of living. I learnt
that breathing, meditation and mindfulness do not cure the
illness, but it surely helps me to cope with the pain in a more
healthy and appropriate way. The following words of
Richard Rohr (Center for Action and Contemplation Daily
Meditation) speak loud and clear:
We must die before we die. Suffering — whenever we are not in
control — is the most effective way to destabilize and reveal our
arrogance, our separateness, and our lack of compassion. If we
do not transform our pain, we will most assuredly transmit it.

Walking out

With a grateful heart I am still on my journey. Gys and
Yolanda showed me what the compassion of Jesus means
practically. They loved me enough to confront me at times
when my ego and will to control were too strong and
hampered my healing. I learnt that healing is often not
physical but spiritual and that this kind of healing is what I
actually needed. I also learnt that my identity comes from
within where God and I live together.

I also learnt that the faith community finds it difficult to deal
with problems and illness — especially when it resides in the
home of the minister. They had to be taught how to deal with
it. Furthermore, I now know that the church as institution
often stays with the discourses that make the ministers and
the managing team comfortable. The comfort zone of the
institution lies within the discourses that teach a God who
judges. Heaven and hell still play a dominant role in this
discourse. I do not adhere to these discourses any longer.

I experienced the love and compassion of Jesus mostly
outside the formal church situation with people who would
just be with me. The prayers of the official church people,
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the ministers and the elders scared me and were not helpful.
This confirms my belief that the institution and the managers
of the institution will keep living and preaching the discourse
of an unloving God. Judging and deciding what God ‘wants’
and ‘needs’ are still important elements in the religion of the
Dutch Reformed and the Netherdutch reformed Church.
This leads to a religion that is exclusive in nature. I strongly
believe that this is not what God wants and what Jesus
taught.

I agree with the following words of Catherine LaCugna
(In Rohr Daily Meditation 03 March 2017): ‘“The nature of
the church should manifest the nature of God ...".

I found peace in my being with God. Meditating and praying
brought me to a safe place where I do not have to perform
any longer. My identity is in God. I am living my life with
the words of Carolyn Myss (2007:235): ‘Surrender and let
God reorder the flow of your life. You are re-entering your
life ... soul first’.
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