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CHAPTER 24—

TURNING EMPATHIC DISTRESS INTO COMPASSION -
A HERO'’S JOURNEY FOR FAMILY CARERS

Jacqueline Seery

Jacky.seery@gmail.com

INTRODUCTION

We have learnt from other rich contributions to this book that the mind can be trained to respond
more positively to stressful life events by using mindfulness techniques. After conducting a small
research study into the impact of mindfulness training on the well-being of unpaid family carers, | am
now convinced that showing carers how to adopt an attitude of kindness and compassion towards
themselves and others plays a key role in alleviating the stress of individuals who find themselves in
long-term caring roles.

This chapter not only presents the findings of my research study. It also covers my own journey over
many years as | travelled from the painful depths of being an unsupported and unmindful full-time
mother and carer, through learning mindfulness and self-compassion, to finding myself flourishing
even when facing pretty stressful life events.

The greatest - and totally unexpected - gift | received on this exceptionally rewarding journey came
about when | began to share the juicy, sweet fruits of my training in mindfulness and compassion
with a small group of highly stressed family carers. The very act of opening my heart to these unsung
caring heroines and then extending heartfelt compassion to them contributed so much to my own
long-term healing and overall sense of wellbeing and fulfilment in life.

MY HERO'S JOURNEY

Vin Harris describes the ‘departure’, ‘descent’, ‘initiation’ and ‘return’ phases of the hero’s journey
in Chapter two of this book. The ‘departure’ indicates the moment in life when a crisis launches the
hero into a journey of new realisation. The ‘descent’ is the next stage of the journey where the hero
uncoversteachers and new skills to help him with the challenges that he will face on his journey of self-
discovery and change. The 'initiation’ represents the ultimate challenges to be faced and overcome
on the journey, culminating in the ‘return’ where the hero arrives safely back having conquered his
dragons and demons. He is now ready to share his story and knowledge to help others. This is my
hero's journey.

Having babies didn't come easily for me. 35 years ago, it took four miscarriages before my plight
was taken seriously by my doctor who put me forward for a trial treatment for recurrent miscarriage
at St Marys Hospital in London. This controlled clinical trial involved identifying the presence of an
antibody created during early pregnancy which immunises the mother against rejecting the foreign
body of an embryo in her body. Despite my four pregnancies | had never created this antibody. The
active treatment on this trial took the form of an injection of the prospective father’s white blood
cells. If you were in the control group however, you received just your own cells.
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When | received the treatment, my arm swelled up as though someone had planted large eggs
beneath my skin and so | was convinced | had received my partner’s blood cells. Following the
treatment, my next pregnancy was successful, and | carried the baby full term.

Following the birth, | was shocked to learn that | was in the control group. | was convinced that my
strong belief that | had received the active treatment had enabled my body to create the necessary
antibody. | also believed that the compassion, kindness and support | received from those running
this trial in an exceptionally caring manner contributed to the positive outlook | adopted. Since then, |
have firmly believed in the power of the mind, positive thought and the power of compassionate care.
Looking back on my own path through life, | can now see that it was at this point that my ‘departure’
on my own hero's journey began. My first baby was extremely ill from birth, and so | cared for her
intensely and with great stress until her death at 4 months. Years later, | became a full-time unpaid
carer once again as | looked after my youngest daughter day in and day out after she developed
severe anorexia as a teenager. At both these highly stressful times in my life, | didn't realise that my
intense caring role went way beyond the normal demands and experience of being a mother. At
neither time did | ever think of myself as a family carer in desperate need of some effective support.

Some years later a yearning for some kind of relief from my own troubled thoughts and feelings led
me to train in Taoist meditation, Qigong, Tai Chi and Yoga. This is where the ‘descent’ into my hero's
journey began. It took years for me to even understand ‘letting go’ and ‘going with the flow of life".
But after several years of steady progress, | deepened my practice by training to teach mindfulness
and compassion while completing the MSc Studies in Mindfulness with the University of Aberdeen.

It was only when | began studies in mindfulness that | truly began the ‘initiation’ as all the pieces of
the jigsaw were before me ready to be pieced together into a whole picture. Learning and practicing
compassion practices in the first year of the MSc completely changed how | responded to life. | finally
realised that it was time to become my own best friend so that | could keep soothing my troubled
self with self-compassion and unconditional respect. This is such an important key to wellbeing as
highlighted by Gilbert (2009) who states that most human beings spend too long in a destructive
threat and drive system caused by the very nature of our reptilian brains.

2016 saw the spark of my ‘return’ ignite when | was inspired to bring mindfulness, compassion
and mindful movement training to family carers. With the support of Carers in Hertfordshire, the
setting up of this final research project for the MSc flowed effortlessly as | experienced the amazing
phenomenon of ‘wu wei'. In the Tao Te Ching, Lao Tzu (Zi, 1939) explains that ‘wu wei’ is a mental state
in which our actions are quite effortlessly in alignment with the flow of life.

Everything had come full circle. My initial Taoist practices with meditation, Qigong and Tai Chi were
now fully aligned with my mindfulness and self-compassion training. At last, | was able to pass on the
fruits of my own training and practice to others with the core intention of empowering them as | had
been empowered.

Pause and Reflect

Are there any profound moments in your life which come into your mind which you feel
changed you? Are you able to see the path your life took since those times? Sit quietly
and reflect on the journey. Notice how it feels.
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CARING COSTS

Mindfulness and compassion develop at the same pace. The more mindful you
become, the easier you'll find it to be compassionate. And the more you open
your heart to others, the more mindful you become in all your activities (Mingyur
Rinpoche 2009, Location 3465)

At some point in most individuals' lives, there is a good chance that a close relative, such as spouse,
child or parent, will suffer from some kind of long-term illness or disability. This not only turns life
completely upside down for the family, but changes the relationship dynamic, as one member of the
family takes on the role of unpaid carer - a role that over time often becomes all consuming.

At first, family carers don't usually define themselves as a ‘carer’. As a mother, a woman often sees
the care of their sick or disabled child as just an integral part of their parenting role. Similarly, when
a spouse needs extra care due to a disabling disease or injury, a caring partner may see all their
extra caring duties as just part of the normal role of a spouse who has vowed to care for the other ‘in
sickness and in health”.

It was only when | conducted my own research into the plight of family carers for the MSc Studies
in Mindfulness that | realised that much earlier in my own life | had become a 'family carer’ for two
of my own daughters. At the time, | certainly did not identify myself as a caring heroine, but | do
remember hoping that | could use these difficult experiences to help others someday. Miraculously,
my training in mindfulness has finally provided me with that golden opportunity as part of my own
hero's’ journey.

Asthe caringdemands onaninadvertentfamily carerincrease overtime, they tend to become subject
to great stresses and strains that then have a seriously negative impact on their own emotional,
mental and physical wellbeing. From my own experiences as a family carer and from supporting
several groups of family carers with Mindfulness Courses, | now know that the impact of caring for a
sick relative can be a complex cocktail of devastating emotions which can then have a devastating
impact on carers’ long-term health and wellbeing.

According to Carers UK (2015) 1 in 8 adults in the UK (around 6.5 million people) are carers.
Furthermore:

® There are approximately 700,000 young carers aged 16-24. On average, young
carers miss 48 days of school a year as a result of their caring role. It is also
reported that they experience bullying at school and diminished health (Tubb,
2018).

e By 2037, it's anticipated that the number of carers will increase to 9 million.

e Carers save the economy £132 billion per year.

* People providing high levels of care are twice as likely to be permanently sick
or disabled.

® 625,000 people suffer mental and physical ill health as a direct consequence of
the stress and physical demands of caring.

In a study conducted by Carers UK (2012 p.6), carers reflected on their increased levels of stress,
hopelessness and fatigue. One carer stated that they “did not realise how much stress caring puts on
the carer and the effect it can have on your own health”. 84% of respondents in this study reported
increased physical and mental health problems due to their caring role. 1% reported increases in
anxiety and stress and 53% reported that they were suffering from depression.

The detrimental effects of being immersed in a professional caring role have long been researched
in some depth. The concept of compassion fatigue for example emerged in the 1980s when states
of heightened stress, exhaustion and physical conditions were observed amongst nursing staffin a
hospital emergency department (Joinson,1992). Compassion fatigue has been defined as a “deep
physical emotional and spiritual exhaustion accompanied by acute emotional pain”. (Pfifferling and
Gilley, 2000, p.39). This can occur as a result of caring for others who are suffering, and/or through
the absence of self-care and the lack of emotional support for the carer (Figley, 1995).

273



Lynch and Lobo (2012, p.2125) conducted one of the few existing studies into the instance of
compassion fatigue amongst family carers and concluded that,

Compassion fatigue occurs when a caregiving relationship founded on empathy
potentially results in a deep psychological response to stress that progresses to
physical, psychological, spiritual and social exhaustion in the family caregiver

Further distressing consequences of caring for a sick relative include isolation, becoming lost and
engulfed in the caring role and feelings of grief or guilt (Wada and Park, 2009). Grief can manifest
from losing a loved one to the iliness or from the carer’s life not unfolding as they hoped or expected.
Family carers can also feel guilty every time they do something for themselves, which can prevent
them finding time for self-care (Gilbert, 2009).

When family carers are continually faced with the suffering and sometimes negative moods of their
sick or disabled relative, the feelings of empathy the carers experience may lead to burnout, even
amongst the most devoted caregivers. Symptoms of burnout include having no energy, having
disturbed sleep, depression, irritability and a decrease in quality of life (Marriott, 2003). Compassion
fatigue appears to be common amongst long-term family carers. But why should a positive emotion
such as compassion have such a negative effect on carers in the long run? Klimecki and Singer (2012
p.369) have proposed that,

rather than compassion fatigue it is empathic distress that underlies the negative
consequences faced by caregivers who are exposed to others’ suffering

Therefore, it has been suggested that the condition of compassion fatigue should be renamed
‘empathic distress fatigue’ (Ricard, 2009).

Neuroscientist Tania Singer and team set up an extensive study to identify how individuals’ responses
to empathising with others’ suffering can play a significant part in damaging their own sense of
personal wellbeing. For example, ‘suffering with’ another can cause caring individuals to feel the
other person’s pain as though it were their own pain. This in turn can then lead to caring individuals
suffering more stress and poorer health. Singer argued that if carers simply accept that it is the other
person that is in pain not them, and if carers then cultivate feelings of compassion for the person
suffering, carers can end up feeling more positive and in better overall health than if they continue
to go on suffering with the person in pain or distress. See Figure 1 below.

\4 \4

= Other-related emotion + Self-related emotion

* Positive feelings: e.g., love * Negative feelings: e.g., stress

* Good health + Poor health, burnout

= Approach & prosocial motivation * Withdrawal & non-social behavior

Figure 1: - Compassion (Singer and Klimecki, 2014, p.875)
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This concept is supported by Perry, Dalton et al., (2010, p.3) who encourage a self-care strategy for
family carers by emotionally “distancing themselves from their relatives’ suffering”. This inspired my
study in which | encouraged participants to shift from ‘suffering with’ their sick or disabled relative,
to aiming to attain a state of compassion in which they had sympathy for, and a desire to help, their
loved one, without moving into empathic distress. The results of my study indicated that this shift
had occurred.

THE ALCHEMY OF MINDFULNESS, COMPASSION AND QIGONG

The benefits of mindfulness-based interventions, compassion and Qigong are well reported and
include symptomatic relief to stress and depression as illustrated in Figure 2 below.

Reduces stress (Kabat-Zinn, 2013)
. Reduces depression (Segal, Williams and Teasdale, 2013)
Mindfulness Increases body awareness (Kok & Singer, 2016)
Decreases thought content (Kok & Singer, 2016)

Increases feelings of warmth and positive thoughts about
others (Kok & Singer, 2016)

Activates neural networks of love and positive emotions
(Kok & Singer, 2016)

Compassion Reduces negative ruminative thoughts (Kok & Singer, 2016)
® Increases sense of purpose in life (Fredrickson, Cohn et al., 2008)

¢ Increases the ability to cope with unpleasant emotions
(Gilbert and Irons, 2010

® Reduces stress chemical cortisol (Tsang and Fung (2008 p.859)

e Reduces stress, anxiety, depression and blood pressure (Jahnke,
Larkey et al., 2010)
Increases levels of serotonin and dopamine in the body, inducing
calmness (Gaik, 2009)
Improves sleep duration (Manzaneque, Vera et al., 2009)

Figure 2: Evidence of benefits

Hoppes and Bryce et al., (2012, p148) claim that “Training in mindfulness has shown to be effective
forindividuals under stress and has intriguing potential for caregivers”. There are many other studies
which have found a positive impact of mindfulness on specific groups of family carers, for example,
those who are caring for relatives suffering from specific conditions such as dementia (Waelde,
Thompson et al., 2004) and parent carers of sick children (Bégels, Lehtonen et al., 2010).

The Dalai Lama was said to have asked neuroscientists to rise to the challenge of identifying the
positive qualities of compassion (Jinpa, 2015, location 261). Singer rose to that challenge and
investigated the impact of ‘the loving kindness meditation’ in comparison with the three mindfulness
practices of breath awareness, observing thought and the body scan, which are typically included in
an 8-week mindfulness course. In a study involving the use of psychometric tests and MRl scanners,
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researchers were able to analyse behaviours and activity in the brain as a direct response to specific
types of mindfulness meditation practices. The results of this study are summarised and illustrated
in Figure 3 below. Whilst all four practices led to increased awareness of body and decreased the
tendency to become distracted by thoughts, the compassion practice of loving kindness was the
only practice to increase positive thoughts in a statistically significant way.

Greatest impact on body awareness
Decreased number of thoughts

Body Scan Decreased tendency to be distracted by thought
Increased present focus and energy

Decreased number of thoughts

Decreased tendency to be distracted by thought
Increased present focus, warmth and energy
Increased body awareness

Greatest impact on increasing positive thoughts
Loving Only practice to positively link thoughts of self and other
Kindness Increased body awareness and energy

Observing Most effective in increasing awareness of thought
thought

Figure 3: Phenomenological Fingerprints of Four Meditations (Kok, Singer, 2016, p.9).

The Loving kindness (metta) practice, derived from Buddhism some 2500 years ago, is a practice
which focuses on cultivating a heartfelt wish that others may be free from suffering. Recent research
has found that the loving kindness practice “activates neural networks of love and positive emotions,
even in the light of distress stimuli” (Klimecki and Singer, 2012, p.370). Hutcherson, Seppala et al.,
(2008) found that just 7 minutes of loving kindness meditation induced positive feelings for self and
others. These key findings influenced the design of my course for carers. | realised that this practice
and short meditations could help transform the carers’ stressful responses to their caring role and in
particular the suffering of their relative to a much healthier positive response.

Whilst most research into the stress suffered by family carers has focussed on the impact this
stress may have on their mental and emotional wellbeing, stress can also result in negative physical
symptoms. For example, Behnke (1997) claims that suffering in the body can occur as a result of
tension and emotional stress. Family carers can be said to be living in a fight or flight zone, where
repeated demands from the relative they are caring for and the emotional trauma experienced from
the loss of self in the caring role, may cause them pain and tension in the body. Practices which
involve becoming bodily aware can help shift the experience of one’s body into one of softness and
ease and thus be of real benefit to stressed, tense carers.

Qigongisasystem of healing medicine founded in China. The psychological and physiological health

benefits of Qigong have been recognised for over five thousand years (Gaik, 2009). Qigong is known
to improve mood and quality of life, whilst decreasing stress, anxiety and depression, and can thus
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be seen to have similar benefits to practices such as mindfulness meditation. Over a longer period
of time a regular Qigong practice can strengthen the organs, nervous system and cardiovascular
system as well as balancing emotions.

Pause and Practice

Take 10 minutes or so out of your daily life to practice this simple Qigong sequence -
available at http://www.mindbodyone.co.uk/butterflysweepinggigong

RESEARCH

In my research study | came up with the following key questions designed to explore the plight of
family carers and to see what types of mindfulness training would benefit them.

1. What symptoms of stress and emotional distress in response to their caring role
are presentin family carersthat negatively affecttheirwellbeing and flourishing?

2. What would be the impact of a specifically designed 10-week Mindfulness,
Compassion and Qigong Course (MCQC) on the overall wellbeing and
flourishing of family carers?

With any desired transformational outcome there is a process that needs to be followed. The
problem, solution, process and goal are highlighted in Figure 4 below.

The The The The
Problem Solution Process

Empathic Distress . .
Fatigue Mindfulness 10 week course Compassion

Wellbeing &

Stress Compassion Flourishing

Short practices

Qigong Good health

Informal practice

Positive feelings

Figure 4: The process for transforming empathic distress to compassion and wellbeing
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THE MINDFULNESS COMPASSION AND QIGONG COURSE

Carers in Hertfordshire kindly volunteered to support my study by recruiting twelve family carers,
all women, to undertake my course. Participants had a range of caring roles including caring for sick
husbands, parents and children. The course was held in a beautiful location at an old priory which
provided a sense of sanctuary for the carers for their two-hour session for ten weeks.

The Mindfulness Compassion and Qigong course (MCQC) was developed using the 8-week
Mindfulness Based Living Course (MBLC) as its base (Mindfulness Association, 2011). The course
was extended to 10 weeks to allow for additional practices to be included from the Compassion
Based Living Course (CBLC) (Mindfulness Association, 2017), Qigong movement and space for
group discussion and sharing.

From my experience, family carers do not feel they have time to include a formal mindfulness practice
into their lives, so in my course | emphasised informal and ‘daily life" practices that would be easily
achievable day by day. To encourage a regular formal practice, | recorded short 10-minute audio files
of each guided practice in the MBLC course and the compassion practices for the participants to
practice with at home. | taught the carers about taking comfort in small things, similar to the practice of
Hygge in Denmark. Hygge (meaning wellbeing) takes its origins from Norway in the 19th Century, and
means to find comfort, rest and safety whilst regaining energy and courage (Sederberg, M.T., 2016).

Pause and Reflect

Think of a pleasant event - such as the feel of sunshine, the smell of the flowers, the
smile from a stranger. It could even be a simple activity you enjoy, such as drinking hot
chocolate by the fire or taking a walk in a park. Notice how this activity makes you feel
- the sensations in your body, your mood and your thoughts. Reflect on how you can
change how you feel by changing your thoughts (energy follows focus).

One of the most important aspects of the training | provided to family carers was an emphasis on the
importance of looking after themselves first and foremost. To begin with it was clear that the carers
were not used to doing this. To convey this key idea, | used the analogy of the safety instructions
on a flight to put your own life jacket and oxygen mask on before helping others. | also integrated
Qigong into every session as a stress relieving practice. As a basis | taught them butterfly sweeping
Qigong and movements from the traditional 18 move Qigong. | also taught them a further practice
which involves using imagery and movements to clear out negative emotions. | showed the carers
how to visualise a bubble of positive energy around themselves from which they can pour out their
love and care. At the same time, | emphasised that this positive energy bubble could protect them
from any negative environments and people including the negative energy of their sick loved one. |
also included here the negative energy of ‘the authorities’ with whom most of the carers seemed to
do battle on a pretty regular basis.

In order to understand how the carers were feeling and the impact of the course on their health
and wellbeing | needed to collect information from them. | did this by collecting data through four
questionnaires which examined the carers state of stress using the Perceived Stress Scale (Cohen,
Kamarck, 1983); resilience using the Brief Resilience Scale (Smith, Dalen et al., 2008); overall
wellbeing and flourishing using the Flourishing Scale (Diener, Wirtz et al., 2010) and self-compassion
using Neff’s (2003) Self Compassion Scale, before and after the course. Whilst the data | collected
this way was revealing, the most important aspect of my research turned out to be capturing the
carers''lived experience’ through their stories, poems, paintings and heartfelt sentiments from focus
groups, weekly observations and interviews. Evidence of carers’ wellbeing before, during and at the
end of the course came tumbling forth in a torrent of heartfelt emotion and experience. The rich
narrative which emerged later formed the essence of a carer’s journey from empathic stress fatigue
to wellbeing, from grief to acceptance and from role engulfment to a positive self.
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EMPATHIC DISTRESS TO WELLBEING

The main findings from my study confirmed that there is a big physiological and psychological ‘cost
of caring’ for a sick relative, illustrated below in Figures 5 and 6.

Role

Engulfment Guilt Physical illness

Chronic stress

Exhaustion

Depression
Chronic fatigue
Poor sleep

Physical
ailments

Grief

Empathic Isolation
Distress

Fatigue

Anger

Emotional exhaustion

Figure 5: Symptoms of Figure 6: Physical ailments

Empathic Distress Fatigue experienced by participants
pre-course

Anne shared a poem with the group, which aptly reflects the dark depths one can reach as a family

carer;
?gge-u_-—- > ‘/%F
3

Dark Days and Dark Nights

Dark days and dark nights, who cares?
| care and look where it's got me
Sitting in & puddle of piss,

Guilt, duty and love engulf me in crap.
It builds up, threatening to suffocate me.

Get out they say! Spend some time on your own.
All atternpts to clamber out of my dank hole are futile,
% Oh! | may escape for an hour or so, Maybe even a day or two {
But eventually | slip ungraciously back into the same shit,

The levels raising and the bottom deepening
Some days it's hard to see the light,
| onty hope when | finally break free
That there will be enough of ME left,
Let's hope I'm not someone else's shit.
Slaughtered at the altar of caring for a love one

S
.

Written deep in the dark of night by Anne, 2017

(3 - R

By analysing the words used to describe how participants were feeling | created a word cloud below
in Figure 7, which highlights emotions and ailments experienced before the course.
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Pause and Practice - 3-minute breathing space

| now invite you to do a practice that the carers found very beneficial in their daily lives. Sit
comfortably and close your eyes. Bring your awareness to your body sensations, thoughts
and feelings. Expand your awareness to your senses to include sounds, smell and touch.
Now allow your focus to rest only on the sensation of breathing. How you breathe, where
you can feel it. Explore the whole sensation of breathing as if noticing it for the very first
time. Do this for about a minute or so. Next allow your awareness to spread to the rest of
your body and become aware of any sensations in the body, noticing contrasts of tension
and warmth, tingling etc. Expand your awareness to your emotions and thoughts. Allow
your senses to reengage with sounds, smells touch and sight as you open your eyes.

Check in with how you are feeling now.

TRANSFORMATION

One of the most exciting findings from my small study was that when the results from the
questionnaires were analysed for the group after the course, a 32% increase in self-compassion was
seen. Perceived stress levels were reduced by 32%, feelings of wellbeing and flourishing increased
by 26% and resilience increased by 26%.

Six key themes became apparent which had contributed to the carer’s transition from one of empathic
distress to one of flourishing and improved health. | observed and recorded the unfolding process
using weekly notes. The transformation represented a journey starting with mindful awareness
to self-compassion and self-care, acceptance, the emergence of a more positive sense of self,
improvements in carer/relative relationship and concluding with psychological and physiological
wellbeing.

The word cloud in Figure 8 below, represents the positive words extracted from the carers’ narrative
data indicating the transformational impact of their commitment to the course and their practice.
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Figure 8: Post course experience

The results of my study indicated that an important shift in response to empathy had occurred as
described in Figure 1. For example, one participant in my study describes:

The turning point was when | said to him, | know you are feeling crap. I've always
said - yes, | know you are in pain etc - but | have never put it to him that | am not
going to take that pain on board. It's not my pain and | can’t take it away for you

MINDFUL AWARENESS

The carers in my study became more mindfully aware as a result of the course. It provided them with
new insights into their behaviours, thoughts and feelings and assisted them to realise that they have
a choice about how they respond to stressful situations. One participant reflected;

It's the awareness that makes the difference. | didn't realise the destructive path
| was travelling down. The course has given me to the opportunity to be allowed
to be aware

An awareness of how their minds worked and their usual patterns of behaviour enabled most of the
participants to gain some insight into how they might be able to change their reactions to stressful

triggers:

| now realise | can change things. Whereas before | would have got annoyed by
my father but this time | decided not to get annoyed. It has changed me

One participant became aware of how her mind created stories that caused her to suffer:

I've been making up stories as | have been going along. | used to worry about what
people think but now | am different. | realised | didn’t need to make up a story

SELF-COMPASSION AND SELF-CARE

Self-care is not selfish or self-indulgent. We cannot nurture others from a dry well.
We need to take care of our own needs first, so that we can give from our surplus,
our abundance. When we nurture others from a place of fullness, we feel renewed
instead of taken advantage of (Jennifer Louden 2004, p.2)
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Prior to the course, several participants described how they would forgo their own concerns and
go along with the desires of others in an attempt to make them happy. But at the end of the course,
they described how they had become more protective of their own wellbeing and were more self-
accepting and self-compassionate. Clare stated, “l am more inclined to say | deserve a break and do
something for myself”. Others stated that they were doing things they wouldn’t have done before,
feltempowered, and that they were taking back control of their lives. Many of the participants started
taking short breaks from caring and doing things for themselves like exercise and creative classes.

Joy shared her experience.

Realising that you are only human and accepting that sometimes you are pushed
to your limits and can’t cope any more - that's the thing. Thinking you are a bad
person because you have yelled at someone but recognising that you are only
human. Recognising that it isn't an issue - it's big.

Mary stated that she was more compassionate with herself:

I actually say to myself - you have been through an awful lot over four years and not
many people | know would be able to handle that without getting to breaking point.

ACCEPTANCE

Acceptance and acknowledgment of feelings of grief were unprompted key themes which arose in
the narrative from the interviews and focus groups. One participant described her grief as being

paralysing:

The course helped ground me and not allow the grief to keep taking over. Trying
to let everything be, as | cannot change what has happened.

Another participant acknowledged: “Life wasn't what | expected of life. It's really a loss".

The RAIN practice is included in the MBLC course. Developed by Tara Brach (2003), the practice
involves inviting a difficulty into a meditation and going through a process of ‘Recognising’ the
difficulty, ‘Allowing’ it in, ‘Investigating’ into how this difficulty makes us feel and finally seeing if
we can let it go through a process of ‘Nurturing’. As a result of practicing 'RAIN’ one participant
shared some of her deep insights which she felt resulted from a new awareness of her thoughts and
reactions:

Looking atthingsfrom a differentangle helped me to break through. I didn'trealise
what my undercurrent of thoughts was about. Then | realised the undercurrent
was anxiety. | suppose once you know what something is, you can deal with it,
realise there is no substance to it. So, let it go or at least let it pass through and
go. Before | was overwhelmed, too scared to address any of it. Now it is nice to
sit there and not pretend. To be authentic, true to myself, allowing it to be there

Clare reported learning how to:
accept things as they are. The course helped me to stand back and not worry

myself sick. Its major to be able to do that. | notice how | am feeling and then say
- Let's cope, let's not worry if things might go wrong

Pause and Practice

Explore the RAIN practice for yourself by visiting Tara Brach'’s practice page
https://www.tarabrach.com/selfcompassion1/
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FINDING POSITIVE SELF

As part of my unfolding journey, | wrote a poem in
my journal during the first year of MSc Studies in
Mindfulness. | realised that | had found my voice
and a more positive sense of self.

One of the most remarkable findings that emerged
from my research was that my small group of family
carers had also begun to find their voices.

The finding of their voice was integral to the
emergence of a ‘positive-self’ which compared
favourably to carers’ pre-course states of role
engulfment, guilt and grief. My research has
revealed that a positive-self can emerge through
a combination of increases in self-compassion,
self-esteem, self-confidence and social-self, as
represented in Figure 12 below.

In my study, as participants’ feelings of isolation
were alleviated, other positive changes in their
mood and emotional state followed. As the carers’
self-compassion and self-confidence increased, so
their self-esteem improved. Participants stated,
"l started doing things for myself”, and “I feel

F The Voice

I
e

"There is a voice

Its silent echoes are in a land far away
You know it is there

You can feel its sorraw

You can feel its pain

For it wants to be heard

It has something to say

The voice yearns to be liberated
Foritis lost and remains unheard
Waiting to be free

Pause and breathe ... .

And you can hear the voice maore clearly
Pause and breathe... .

And you can feel it coming towards you
Then in time it becomes more familiar
Pause and breathe...

Be still - be empty - be compassionate
Wyait - and you will understand what it i
What it is trying to say

It cames closer

‘You recognise it

It expands and strengthens

Until it fills you - becames you

And you set it free”

Jatqueline Seery (2015)

s T

e

&

empowered. | feel | am taking back control”.

IMPROVED RELATIONSHIPS

Generally, my carers reported that their relationship with those they were caring for was more relaxed
and had improved throughout the course. Some attributed this change to their own improved
sense of calm and happiness. Some participants shared that they were no longer taking things so
personally or feeling like a victim of their role. One participant said that,

The relationship with my husband was as if we turned the clock back 20 years. My
husband says he has seen a change in me and | have seen a change in him

Some of the participants said that they practiced mindfulness with their relative which had a positive
effect on them both.

PSYCHOLOGICAL AND PHYSIOLOGICAL WELLBEING

Before the course, participants described being stressed, anxious and depressed. After the course,
their levels of stress had dropped significantly. In particular one participant reflected:

I felt really alone, really depressed and | wasn'tin a very good place. The difference
now is that when things happen to me, okay | am really upset about it, but | don't
let it affect me as much as | did before. | think that is because | am more mindful
of not letting it consume my whole being. | can feel it, live with it and know that
feeling is going to pass

Participants described how they were sleeping better, feeling calmer, more relaxed and coping

better. One participant described the change in how she felt thus: “l used to get angry and short
tempered, but now | am more back to my philosophical self.” Mary described how her body used to

283



be in so much pain that she ended up in hospital with high levels of stress. She explained:

My physical body, stress, anxiety and depression is better. The way | handle
situations are all better. Everything is much better than it was

Another participant described how she used to feel snappy and stressed. She says, "Now | don't feel
angry or stressed. The mindfulness took it to another level in how | feel about myself”.

DEPARTURE

My small study revealed evidence of the symptoms of empathic stress amongst family carers. These
symptoms included high levels of stress, depression, anxiety, ill health, sleep problems, grief,
guilt, frustration, isolation, exhaustion and feelings of helplessness and hopelessness. My findings
strongly suggested that maintaining a short daily formal practice and integrating brief moments of
mindfulness and self-compassion into daily life are sufficient to bring about greater overall wellbeing
in stressed family carers. All of the participants commented that the course was highly appropriate
and beneficial to them and three reported that it had changed their lives.

Two ofthe participants described the course as ‘brilliant’ and thatitwasimportantthatthe compassion
and Qigong had been a part of it. Others recognised the particular value of the compassion element
within the course;

| can see the value of the compassion element of the course. You have to have

it tailored correctly for the people it's for. That's where a lot of people have a

negative view of mindfulness. How you altered the course for us was brilliant

I think this is amazing. you have given us a gift. That's how | feel about it

It had become apparent that that the carers had begun their ‘departure’ into hero's’ journeys of their own.

THE HERO'S RETURN

Anne shared a poem she had written with the group. Her descent into her own hero's’ journey had
begun:

%‘s&- i As | conclude this story about the awful stress
Seasons p experienced by a small group of family carers, and
| have Iived In Winter for too long. their extremely positi\{e responses to the course
Burdened by the weight of responsibility I ran for them, | realise the impact of my own
| have grown cold and lonely. empathic response towards their pain. Sharing their
Mindfulness, you have shown me Spring. pain made me acutely aware of my own feelings as

You hawve touched me with the soft breeze of
change.
You have cleansed me with bitter sweet tears

| cried along with them. | shared their journeys from
suffering to glimpses of transformation, as bodies

of rain. relaxed, smiles appeared, and they finally began to
! You have shown me a glimpse of sunshine. become much more empowered and accepting of
i% But it will be me wha steps into Summer, alone, their unavoidable caring roles.

Head held high to catch the warmth.
It will be ry Sumrmer,

Others may choose to follow and that will be | lived and breathed these carer's stories for
their Summer. twelve months. In Ricard’s (2015 p.60) words |
Winter will come again ' feel a “profound, heart-warming courage linked

But | will have Mindfulness at my side,

my companion for Ife" to limitless love” for the family carers in my study.

i | salute these unacknowledged heroines of our
‘Anne’ - Family carer in Hertfordshire, . contemporary rather uncaring society. Spending
2017. : quality time with these incredibly courageous and

L, . .
generous women felt to me like coming home. |
” = —t %
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had returned to a place of unconditional love and compassion for all suffering human beings, but
particularly for all those amazing carers who - like my past-self - courageously keep going under the
most stressful circumstances.

As | write this chapter, in June 2018, Britain is commemorating the end of WW1 and saluting all the
heroes of that dark time in our history. But as well as saluting these 20th century heroes, | would like
to salute here the thousands upon thousands of unsung caring heroes of the 21st Century.

| feel so privileged to have been able to hold a warm, compassionate space for these caring heroines.
| feel so blessed that | was able to share with them all that | have learnt on my own heroine’s journey
through life. | am now so incredibly grateful that my own challenging life journey, during which |
have met, and been supported by, so many incredibly wise, generous and empowering mindfulness
teachers, has enabled me to offer these vulnerable, stressed carers a set of effective tools and
insights to initiate them into their own heroine’s’ journey home to unconditional love and wholeness.
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