Maynooth
University

National University
of Ireland Maynooth

L

0 Rei maagien if og
anevocativeautoethnographgf living alongside
Myalgic EncephalomyelitiSME)

Orlagh FarrelDelaneyRGNMA

Athesissubmittedto MaynoothUniversity
in fulfilment of the requirementsfor the degreeof
Doctorof Philosophyn the Facultyof SocialSciences

Departmentof Applied SocialStudies

SupervisoandHeadof Department:

ProfessoMauriceDevlin

April 2020



Abstract

Acknowledgements

Glossary

Chapter 1
Chapter 2

Chapter 3

Chapter 4
Chapter 5
Chapter 6

Chapter 7

Chapter 8
Chapter 9
Chapter 10

Chapter 11

Chapter 12
Chapter 13

Epilogue

References

Appendix 1

TABLE OF CONTENTS

Introduction

Understandind/lyalgic Encephalomyeliti$ME)

TheStruggleCycle:

A CreativeMethodologicabndConceptual

Framework

6Struggl ebd

O

6Surrender
6Seeingod
6Sanctuaryéo
Photographs

60 St r WgdgrAnalgsis
0 Su r r @ndedAmalysis
0 S e eUnderAbalysis

6 S a n ¢ UndexAnalysdis
PoemsSit

Discussion

Conclusion

30

48

84

106

130

161

179

190

204

217

229

253

262

266

270

294



List of Figures (photographspagesl61-178)

Figurel

Figure2

Figure3

Figure4

Figure5

Figure6

Figure7

Figure8

Figure9

Figurel0
Figurell
Figurel2
Figurel3
Figurel4d
Figurel5
Figurel6
Figurel7
Figurel8
Figurel9
Figure20
Figure21
Figure22
Figure23
Figure24
Figure25
Figure26
Figure27
Figure28
Figure29
Figure30
Figure31l
Figure32
Figure33
Figure34
Figure35

ThePreciousrull Moon

Surrender

Thefamily

Wei amonghe producen the polytunnel
Margo (left), Flora (right)
Gracie(onwall), Zeb (left), Ely (right)
Christmagifts- BrambleJelly
Elderflowercordial

Dustbath

View of my little sanctuaryrom thehill behind
Nanandhenpal

ZebandPeggyby therange

My waysof thanking

Gift of Thanks

Harvest

Homemade

Peaceon the plot

Potteringin thesnow

Septictank issues

Priorto felling- forestrybehindthe goathouse
Little blind Junebug

Winter

SnowPatrol

Credence anwei in theboghole

Flora

Mu

Homegrown
Zeb,Peggy,GracieandWei

Ike with motherCorabethfollowing, across thdéield for summer
Foureggsin thelay spot
EstherandSadie-6 T IR&P a c k 6
Free Range

Evening

Struggle

Sanctuary



Poems (pages229-252)
Sit

Rescue

There

SkyCry
Mindless
Chosen
Morning Rituals
Holy

Hug

Enough

Simple
Summertime
Fall

Gift

Struggle

Plans
TheScentof Zen



ABSTRACT

This doctoralthesisresearchaimsto exploreand explainthe dayto day realitiesof living long
term with Myalgic EncephalomyelitiME). ME is an acquiredcomplexdisordercharacterised
by a variety of symptomsaffectingmultiple systemsof the body. Markedfatigueandweakness,
sickness,cognitive dysfunction and symptom flare-up can follow any physical or cognitive
exertion.ME is a chronic and disabling disorderand severeor moderatelyseverecasescan
leave patientsbed or housebound.It is estimatedthat there are 12,000 peoplewith ME in
Ireland and an estimatedl7 to 24 million sufferersworldwide. Despitethis thereis a dearthof
researclon theexperiencef living with ME.

| havelived with moderatelysevereME for the last 16 years.Utilising autoethnographws a
methodologyanddrawingon multidisciplinarysocialscienceheory,| aim to tell the storyof my
own lived experiencesf the illness, and how | soughtto reimaginea 6 s eor 4 life living
alongside the illness, that could still be considereda good life. Autoethnographyis an
autobiographicalgenreof writing and researchthat displaysmultiple layers of consciousness
connectingthe personalto the cultural. Autoethnographyusesther e s e a rexpérienceass
primary data and in this thesis | utilise field notes kept over the years, journal entries,

photographyandmy own poetry.

The datais presentecsa seriesof four narrativesThesenarrativesare theranalysedusingthree
interrelated conceptual and theoretical frameworks. The first is an original conceptual
framework,0 T IsteuggleC y c¢ Ildesignedor this study. It drawson andintegrateswo others:
Wi t k (20i4) S-our ConditionsFacilitative of Transformative Change,and the Buddhist
philosophyof the Four Noble Truths. Too often peoplewith illness are the passivesubjectsof
investigation by researchersvho do not have experienceof illness. An autoethnographic

approachelps toredresghis imbalanceandgeneratainiqueinsights.

| intendthatmy studywill helpthosewho live with ME to reflecton and understandheir own
experiencesandwill helpto inform medicalprofessionabndother supporservicesdealingwith
ME, aswell asthe generalpublic andthosewho sharetheir lives with peopleaffectedwith ME,
who can often struggleto understand.The insights generatedcould also apply to many other

chronicillnesses.
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GLOSSARY

Autoimmune disorders: An autoimmunesystemdisorder causeabnormallylow activity or
over activity of theimmunesystemin which casethe body attacksand damagests own tissues.
Commonexamplesof autoimmunedisordersare RheumatoidArthritis and InflammatoryBowel
Disease (IBD).

Biomarkers: In medicine,a biomarkeris a measurabléndicator of the severityor presenceof

somedisease state.

Cytokines: Cytokinesare a large group of proteinsthat are secretedby specific cells of the

immunesystem. Theysignalandmediateinflammation andmmunity.

Encephalomyelitis: This is inflammation of the brain and spinal cord, typically due to acute

viral infection.

Fibromyalgia: Fibromyalgiais a disorder characterisedy widespreadmusculoskeletapain
accompaniedby fatigueandsleepissues.

Gulf War Syndrome: Gulf War Syndromeis a chronic and multi-symptomatic disorder
affectingreturningmilitary veterans of th&990-1991PersianGulf War.

Irritable Bowel Syndrome (IBS): IBS is acommonlong-term conditionof the digestivesystem

which cancausebouts ofstomachcramps ploatinganddiarrhoeaandor constipation.

Immunological Circuits: The immune systemmust detectan incoming pathogenand initiate

complexcircuitsto regulatethis response.

Interstitial Cystitis (IC): IC is a chronicbladderhealthissuethat causesladderpressureand

pain.

Lymphadenopathy: This is adiseasef the lymph nodesproducingswollenenlargedor painful

lymph nodes.

Mitochondria: Mitochondria are called the powerhouseof the cell. They are free floating
organelledloating free throughouthe cell that keep it full olenergy.



Multiple Chemical Sensitivities (MCS): Multiple ChemicalSensitivityis a medicalcondition
characterisetty a heightenedensitivityto chemicalsmanyof which arecommonlyencountered
in daily living suchasperfumeand cleaningproducts.Disagreementemainswithin the medical

professioraboutthis condition, it is aontestedliness.

Myalgic Encephalomyelitis(ME): Thisis a systemicneuroimmuneconditioncharacterisedby
a reductionin functioningand a severeworseningof symptomsafter evenminimal exertion. It

causeslysregulatiorof theimmune,nervousandenergymetabolisnmsystems.

Neuroimmune System: the neuroimmunesystemis a seriesof structuresand processesand
interactionsbetweenthe nervousand immune systemsin orderto protectneurons(nervecells)

from pathogens.
Neuropathology: Thebranchof medicineconcernedvith diseasesf thenervoussystem.
Pathophysiology: Thedisorderedbhysiologicalprocesseassociateavith diseaser injury.

Prodromal Event: In medicinea prodromeis an earlysign or setof signsandsymptomswhich
often indicate the onsetof a diseasebefore more diagnosticallyspecific signs and symptoms

develop.

Psychogenic:Psychogenidiseaser illnessis a namegivento a physicalillnessthatis believed
to arisefrom emotionalor mentalstressorspr from psychologicalor psychiatricdisorders.It is
commonlyappliedto illnessesvherea physicalabnormalityhasnot yet beenidentified.

R a y n a 6yhdrasne: This is a medical condition in which spasmof arteriescausereduced
blood flow which typically causeareasof the body suchas fingers and toesto feel numband

coldin responséo cold or stress.

TMJ Disorders: The temporomandibulajoint (TMJ) actslike a sliding hinge connectingyour
jawboneto you skull. There isonejoint on eachsideof thejaw. Disordersof the TMJ cancause
painin the jaw joint andin the musclesthat control jaw movement.lt can also causesevere

headacheandpain withchewing.

Somatization: Somatizatioris atendencyto experienceandcommunicatgsychologicalistress

in theformsof physicalsymptoms.



CHAPTER 1

INTRODUCTION

As awomanwho haslived with Myalgic Encephalomyeliti§ME) for thelast sixteenyears,| am

personallyawareof the dearthof researcton the lived experienceof ME andthe knowledgeand
information gapsthat sucha paucity of usefulinformation and experiencecreatesfor sufferers,
who often must strugglealoneto find a way throughan iliness suchas ME. | am moderately
affected by the illness. The estimatedpercentageof the ME population consideredto be

moderatelyaffectedby the illnessis 60% (Macintyre 1998). Although this populationcohortis

frequentlydiscussedvithin the medicalresearcHiterature,theyarenot asvisible asthe severely
affectedcategoryin termsof the portrayalof their lived experiencesAs an incurable,invisible

contestedand unsupportedillness (Jason 2007Dimmock & LazellFarnen 2015) the lived

experienceof the illness is mostly portrayedin pessimistic,hopelessand optionless terms
(Munson2000;Mitchell 2003).

Myalgic Encephalomyelitis(ME) as achronic, invisible and contestediliness

Myalgic EncephalomyelitisVIE is describedasan acquired complexdisordercharacterisethy a
variety of symptoms, principally extreme fatigue or malaise following exertion lasting six
monthsor longer (Carrutherset al. 2011). ME is revealedas a chronic, invisible, contested
illness (Blease et al 2017) with a global prevalence of 17-24 million sufferers
(www.meaction.net It is estimatedhat12,000peoplein Irelandlive with ME. ME andChronic
FatigueSyndromehavebeenentwinedin aé w eofoc o n f u(€arutherset al 2011)for thirty
years.This has delayedresearchinto the iliness and fosteredstigmaand disbelief within the
medical profession(Dimmock & LazellFarnen2015). ME is a spectrumillness with patients
falling somewherainderor within the categorief mild, moderateor severeg(Twisk 2014).To
datethereareno laboratoryor diagnosticteststo identify ME, andno curesor treatmentgGreen
etal 2015).The cause®f the extremenatureof the fatigueandrelatedsymptomsassociateavith

ME arenot yet understoodalthoughrecentbiomedicalhypothesehiavebeencontributedfrom


http://www.meaction.net/

variousmedicalspecialitiesHoweverof greatestelevanceo this thesis igshatME is considered
a contestedlliness.A contestedllnessis a disorderthatis considerednedicallysuspecbecause
it is not associatedavith anyknown physicalabnormality(Conrad& Barker2010).The legacyof
this contestechatureis thatthe ME p a t i aedibilibyss underminedandasa resultdiagnosis
and adequatereatmentand supportare delayed.Patientsare wrongly psychologisedand not
appropriatelyreferred (Bleaseet al 2017; Jasonet al 2009). Patientswho feel disbelieved,
mistrustedor misjudgedby the healthcaresystemmay chooseto withdraw from healthcare
altogetherand go it alone. It is the contestecand unsupportechatureof the illnessthatis most
burdensoméo the ME population.ME constitutesa relatively new areaof researchasthe first
outbreakof the illness only occurredin the late 1980s(Ramseyl1988). The recentincreasen
researchnterestis biomedicalin origin (Montoyaet al 2017;Naviauxet al 2017)anda dearthof

researclon theexperiencef living with ME persistgBell 2000).

The centralaim of this thesisis to explore and explain the experienceof living alonewith a
chronic,invisible, contestedlinesssuchasME. Given thepessimistichopelesgportrayalof ME,
my researchquestionsask: is it possibleto reimaginea self or a life living with a chronic
invisible ilinesscontestedliness likeME? If it is, cansuchallife beconsideredg goodlife?

The methodologicaldesignof this thesisis an evocativeautoethnographyAutoethnographys
researchwriting and methodthat connectthe autobiographicalnd personalto the cultural and
social (Ellis 2004). Evocativeautoethnographis a researchprocessthat allows for expression
of 6 t boasciousnesand subjectivity of the author/researchehrough a personal,vulnerable,
reflective,self reflexive narrativev o i (Bacliner& Ellis 2016).1 cameto autoethnographgsa
researchmethodas a result of an encounterin July 2009, at the 5" Annual Mixed Methods
Conferenceat LeedsUniversity. | wasco-presentinga paperwith a colleagueanddearfriend on
our experienceof makinga radio documentaryaboutboth our experience®sf gettingdivorcedin
Ireland and the resilienceof our friendship (http://www.rte/doconone/therewaslové&ollowing
our presentationthe conferenceorganiserDr TessaMuncey (who had just written a book
CreatingAutoethnographies2010) namedour researctasautoethnographgndidentifiedit asa

relevantand potential method fany researchnterests.



Story

| amstanding withyouat theconference.

Youare fluentlyacademic

| havebeensickand silent foryears.

All around md hearfi n o mo t dnéfitiidcioo gr aphi c o
Theseare no longermywords

this would not benymessag@ow.

A Whaoe thesepeople ask.

AT hdade snad tyeusndle.

But | havechanged.

Now if | donot knowwhoyouare

| cannottaketo heart what yosay.

Too often peoplewith ilinessarethe passivesubjectsf investigationdy researchera/ho do not
haveexperienceof illness.An autoethnographiepproachcanhelpto redresghis imbalanceand
generatauniqueinsights(Ettore2010). My primary datain this thesisis drawnfrom somefield
notesbut principally from journal entrieskept over the courseof my illness. The early yearsof
illness,from 2002to 2008, are presentedas vignetteswritten from field notesandfrom journal
entries.A narrative gap between2009 and 2013 is identified as a result of relapsedillness
following a lengthydivorce. Vignettesdescribingmemoriesof eventsrelevantto this timeframe
are presentedJournal entries cover the period of 2014 to late 2018.The journal entries are
written in narrativeform, in the first personvoice and are by their nature evocative.l also
include my own photographsas datain this thesis.l receiveda gift of a small, light digital
camerain 2009 which lived constantlyin my pocketand | begancapturingmomentsin time.
Often, over the many yearsof my illness, my only capacityto recorda momentor a fleeting
story,wasto captureit in a photographin 2015an unwantedphonereplacedthe cameran my
pocketand capturedmomentsin time from thento 2018.Finally, | include poetryin this thesis

andthe majorityof it is my own poetrywritten over thecourseof my illness.






Thesisstructure

Following this chapter,Chapter2 outlinesthe natureof ME, its conflicted history, its contested
natureand the thirty yearsof disagreementith regardto the naming and diagnosingof the
illness. The medicaland psychosociahaturesof the illness are also discussedalong with the
consequence®r the ME communityof the negativelegacyfrom the yearsof disagreementand

misunderstandings.

Chapter3 outlines the methodologyand conceptualframeworksemployedin this thesis.An
evocative autoethnographys adopted using personaljournals, field notes, photographyand
poemsasdata.Four narrativesspanninghe length of theillnessarepresentecand subsequently
put underanalysisin four correspondinghaptersThe6 St r G g g Is enriginal conceptual
frameworkcreatedoy the authorwhich is influencedby andalsodrawson Wi t k Conditisns
Facilitative Of TransformativeChange(2014) and the Buddhist philosophyof the Four Noble

Truths. Thesethreeconceptuaframeworksareused incollaborationto analysethe narratives.

Chapterst, 5, 6 and7 presenthe four evocativeautoethnographicalarrativeswvhich expresghe
lived experienceof ME throughthe lensesof Gtruggld Gurrendell Gseein@ and Ganctuarg
respectively. The narrativesare comprisedof journal ertries with thefirst ( 6 st ralspg | e 6)
containingvignettesand poems.| presentthe narrativesin the languagethey were written in in
my journal entrieswhich is creative, prosaicand at times poetic. Evocative autoethnography
employsthe tools of literary and aestheticpractitioners.l wasinfluencedin my writing by the
literary works of JohnO 6 D o n o JptmMaGahern May Sartonandthe Zen poets.Poemscan
alsobefoundin the othernarrativesThe evocativenarrativesalsorevealthe 6 s t of awodnan
living aloneover a sixteenyearperiod,in a remote rural setting,alongsiderescuedanimalsand
aspiringtowardsa Buddhistphilosophy.Photographsevealingthe ordinarymomentsof sucha
life concludethis narrativesection.l selectecdhirty eightphotographd$rom a collectionof overa
thousand.My methodologyis not to narratethem individually, but insteadto allow them to
portrayvisually, andreflect,imagesandstoriesalreadydescribedn thenarraivesthemselves.

Chapters8, 9, 10 and 11 put the four narrativechapters,0 s t r udgsgul rer6é 8 @ eanad g 6
0 s a n c undeeanalysisusing theconceptuaframeworksalreadymentioned.Salientconcepts
and themes are identified and discussedincluding: voluntary simplicity and authenticity,
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enoughnesscompassionateand harmlessliving, reverencefor nature, gratitude and Zen
consciousnesd.hetrajectoryof the transformativeprocessor reimaginingof a6 s divinig @ith

ME isillustratedusingthed s t r aiyg@ll &6

A collectionof my own poetry, SIT, is includedafter this narrativeunderanalysissection. The
poemsreflectthe sentimentn both the narrativeandnarrativeunderanalysissectionsaswell as
reflectingthe photographs.

Chapterl2 presentsa discussionof the overall ethnographidramework,alongwith its original
contributionto knowledge andChapterl3 providesa brief conclusion.

Finally, thereis a narrativeEpilogue.

Original contribution to knowledge

The experienceof living alonewith an invisible, chronic, contestedliness like ME is under

researche@ndunderreported.This is not unrelatedto the natureand constraintsof the iliness.
Using autoethnographwgs a methodmadeundertakingthis researchpossible,while still taking

its toll. The contributionto knowledgeof this autoethnographicalesearchthesisis thatit can
serveto inform medicalprofessionabndothersupportservicesdealingwith ME patients.lt can

alsoinform the generalpublic andthosewho, althoughthey sharetheir lives with peoplewho

live with ME, can struggleto understandThis thesiscan assistotherswho live with ME to

reflecton and understandheir own experiencesndincreasetheir own optionsfor change.This

thesismakesa methodologicakontributionbecausean autoethnographgn living with ME has
not beenwritten to date.Also, an evocativeautoethnographwith the additionalcreativestrands
of original poetry and photographyis an emergentresearchapproachat doctoral dissertational
level andit is hopedthat this thesis wilpavethe wayfor othersinterestedn this field.



CHAPTER 2

UNDERSTANDING MYALGIC ENCEPHALOMYELITIS (ME)

Introduction
In conductinga literaturereview on a medical condition, it might be expectedthat it could be

explainedquite succinctlyin termsof definition, symptoms,diagnosis,causesjreatmentsand
outcomesWhatbecomeglearearlyin aliteraturereview of Myalgic Encephalomyeliti§ME) is
thatME is consideredo be a contestedliness.A contestedllinessis anillnessthatis questioned
or disputedby membersof the medicalfield (Bleaseet al 2017). Thereis disputeover whatthe
illnessshouldbe called,how to defineit, andhow to separatét from ChronicFatigueSyndrome
(CFS) (Hyde 2009) and the complexrelationshipthat they have sharedsincethe late eighties
(Dimmock and LazellFarnen 2015). The contestednature of ME is also dominantin the
dichotomousnatureof the researchn termsof the biopsychosociabr psychogenidheory, and
the biomedicaltheoriesof theillness(Maes& Twisk 2010). Theresultof this dichotomyis that
ME advocacygroupsandthe world of medicinediffer greatlyon how to view and managethe

illness(Hossenbaccu& White 2013).

Myalgic Encephalomyelitis: ME

Myalgic encephalomyelitifME) is an acquiredcomplexdisordercharacterizedy a variety of

symptoms primarily extremefatigue or malaisefollowing exertionlastingsix monthsor longer
(Carrutherset al 2011). Many casesare precededy a viral infection, usuallya flu-like or upper
respiratoryillness It can also be precededby a nonviral illness or other trauma such as
chemical exposure.Onsetis usually rapid (acute) but gradual onsetsare reported (Ramsey
1988). Affected individuals do not recoverfrom the infection and insteadexperiencea wide

variety of inflammatorytype symptoms,including an inability to producesufficient energyto

meet daily demands(Klimas & Koneru 2007). Marked fatigue and weakness,sickness,
cognitive dysfunction and symptom flarei up follows physical and cognitive exertion. ME

representsa complex, multi-systemgroup of afflictions adverselyeffecting the brain, heart,
neureendocrinejmmuneand circulatory systems(Hyde 2003) Myalgic encephalomyelitiss a

chronic and disabling disorder. Moderateto severecasesleave patients houseboundor

7



bedboundrespectively.(Jasonet al 2015). Peoplewith ME may not look ill but maintaining
employmentor studymay provedifficult or impossible.Family andsocialinteractionsmay also

be compromised|nstitute of Medicine2015).To datethereareno laboratoryor diagnostictests
to identify ME, andno curesor treatmentgGreenet al 2015).ME is a spectrumilinessbut it is

widely acceptedhat patientsfall underor somewheravithin one of threesub-groupings(Twisk

2014; Brurbeck etal 2014). The UK Nationallnstitute for Health and Clinical Excellence
(NICE) guidelines (2007)describehem as follows:

MILD: wherepeoplearemobile, cancarefor themselvesandcando light domestictasks
with difficulty. Most arestill working or in educationbut to do this they haveprobably
stoppedall leisureand social pursuits. They often take daysoff, or usethe weekendto

copewith therestof theweek.

MODERATE: wherepeoplehavereducedmobility and are restrictedin all activities of
daily living, althoughthey may have peaksandtroughsin their levels of symptomsand
ability to do activities. They haveusuallystoppedwork, schoolor collegeand needrest
periods, often sleepingin the afternoonfor one or two hours.Their sleepat night is

generallyof poor qualityanddisturbed.

SEVERE:wherepeopleare unableto do any activity for themselvespr can carry out

minimal daily tasksonly (suchas face washingand cleaningteeth). They have severe
cognitive difficulties and dependon a wheelchairfor mobility. They are often unableto

leavethe house or havea severeandprolongedaftereffectif theydo so. Theymayalso
spendmost oftheirtime inbed,andareoftenextremelysensitive tdight andnoise.

DiseasePrevalence

The Institute of Medicine (IOM) in the USA reviewed the ME/CFS literature in 2015 and

estimatedhat between836,000and 2.5 AmericanshaveME/CFS. It is mostcommonin people
betweenforty and sixty yearsold with a femaleto maleratio of 6:1. The estimatedprevalence
of ME/CFSis 0.41% or betweenl? to 24 million sufferersworldwide. Meanillnessduration



rangesrom 3-9 years(Capellietal 2010).1t is estimated thahereare about 12,00peoplewith

ME in Ireland.(www.imet.ig

Myalgic encephalomyelitistME) and Chronic Fatigue Syndrome(CFS)

Myalgic EncephalomelitifME) is the original term for the illness. It wasre-categorisedy the

CDC (Centerfor DiseaseControl) in the USA in 1988, who consideredhe ilinessto be more
aboutfatigue than neurology,and renamedChronic FatigueSyndrome(CFS). The nameCFS,
despiteobjectionsfrom clinical, researchand patientgroups,persiststodayin the USA, andhas
far reachingeffects globally on the reality of ME. There are expertswho considerit to be a

matterof 6 s e ma and arguetiéat CFSis 6 A me r forcMEnadd therefore,particularly in

more recenttimes, they are usedinterchangeablyn both researchand clinical environments,
particularly in the US but increasinglyin researchparlanceglobally. I am discussingthe

realitiesof ME but whenquotingresearctandclinical expertsthatspeakandpublishin termsof

ME/CFSor CFS/MEI mustreferto it asit is quoted.However,aswill becomeclear,whenthe

CDC renamedME as CFSin the USA in 1988 they changedthe identity and integrity of the

classicalME diseaseentity and madeit a syndrome(a collection of disorders)(Johnson1996).
Theyalsointroducedpsychiatrywhoselegacy haveenvery damagingor ME patientsandtheir

families (Dealeet al 2001).CFSasa 6 s y n d hagbemrae an umbrellaterm underwhich

sometrue ME patientshave hadto shelter,sharingit with otherrelatedand unrelatedilinesses
and conditions.ME is a neurecimmune condition of severeonsetwhosedegree of central
nervoussystemdysfunctionand postexertionalmalaiseareits identifying featuresandarein a

differentseverityleagueto thoseof CFSasdefinedin its criteria(Hyde 2003,2009).

A web of confusion

ME and CFShavebeenentwinedin a dveb of confusiord (Carutherset al 2011)for thirty years
now. This dveb of confusior® has particularly delayedany focusedinvestigationinto ME asit
labouredunderorphanmedicalstatus stigmaanddisbelief. Researchwasunfundeduntil thelast
decadewhenit becameundedprivatelyin the majority (www.meresearch.uk.comSignificant

othercontributingfactorsto this web of confusion,havebeenthe constantdisagreemenabout,


http://www.imet.ie/
http://www.meresearch.uk.com/

and re-categorizatiorof, the diagnosticcriteria for ME internationally.For the purposeof this
chapterandto exposethe sourcesof the contestechatureof ME, which againis centralto this
work, a shortoverview of the most relevantmajor criteria consensugindings is providedhere,

with someadditionalcriteriaprovidedin Appendix1.

In the UK in the 1950sa seriesof outbreaksof a mysteriousillness similar to poliomyelitis
occurred.A Dr Ramsey,after studyingsuch an outbreakthat had occurredprincipally among
doctors and nurses at the Royal Free Hospital in London, declared it to be 6 beni gn
encephal oMmteathoutbieakiiadin commonwere symptomsof sorethroat, tender
lymph nodes pain andsignsof encephalomyeliti¢Acheson1955). Theterm6 b e nwagusad
asit wasnot provingfatal (asopposedo a malignantnature),andthe encephalomyelitibecause
of the Gevidenceof parenchymatlamageto the nervoussystemandthe presumednflammatory
natureof the disorded (Acheson1959:593). However,in 1970two psychiatristsconcludedthat
the outbreakswvere @sychosociaphenomenacausedeitherby dnmasshysteriaon the part of the
patient® or calteredmedicalperceptionn the community) (Mc Evedy& Beard1970:13). They
cameto theseconclusiondbecaus®f thelack of physicalsignsin the patientsandbecause ofhe
considerabhhigherprevalenceof the diseasen women.Theyneveractuallysawor interviewed
any of the patientsat the time. Despiteall Dr Ramsg 6ssienceand his objections(Ramseyet
al, 1977)health professionals at thi@ine subscribedo hysteriaasa plausibleexplanatiorfor the
condition(Speight2013).In 1984therewasan outbreakof an ME typeillnessin Incline Village,
a popularski town in Lake Tahoe,Nevada(Johnsonl996).In 1985,therewasa similar type of
outbreakin a relatively poor countrytown in Lyndenville, upstateNew York (Bell, Jordan&
Robinson2001).

Subsequento thesetwo significantoutbreaksjn 1986 Ramseybecamehe first to coin theterm
myalgic encephalomyelitisbasedon his description of symptomsof the 1955 Royal Free
outbreak.Myalgic = musclepain, encephalomyelitis= brain and spinal column inflammation.
His categorizationand identification of symptomshas beenrefined severaltimes since 1986
including hisown modificationsin 1988,but theyhaveneverbeendeviatedfrom substantiallyin
termsof ME. Heidentified:

(1) Musclephenomenakatigability, pain,clumsiness.

10



(2) Circulatory impairment: Cold extremities, hypersensitivityto climate change,
ashergreyface pallor20-30 minuteseforethe patientcomplainsof feelingill.

(3) Cerebral dysfunction: Impairment of memory, impairment of concentration,
emotional lability. Alteration in sleep rhythm, vivid or violent dreams.
Autonomic nervous system symptoms including orthostatic tachycardia
(increasedheart rateon standing) frequencyof urination.

(4) Symptomsandphysicalfindingsmayvary greatlyin thecourseof anyday.

(5) Thisillnesshas @Gnalarmingtendencyto becomechronid(Ramseyl1988).

In 1988, the Centerfor DiseaseControl (CDC) in the USA, having visited the outbreaksite in
Incline Village, but not in Lyndonville wrote a report. They basedtheir findings largely on one
symptom;fatigue and renamedhe iliness chronic fatigue syndrome(CFS). They alsoincluded

neuropsychologicaymptoms irtheir criteria.

In 1991, a group of British doctorsunhappywith someof the American CFS criteria, met at
Oxford to discussand subsequentlypublishtheir own criteria for CFS. The Oxford Criteria for
CFS(of which SharpeandClare,both psychiatristswerethe main protagonists)ncludedfatigue
as the main symptom(as opposedto postexertionalmalaise) and included depressionand
anxietydisordersas criteria (Sharpeet al 1991). The Oxford criteriadid not requirea patientto
haveanyof thecardinal distinguishingeaturesof ME that Ramsehadidentified:

1 abnormamusclefatigueaftertrivial exertion with abnormallprolongedrecovery.

1 neurecognitivesymptomssuchasloss of memoryandconcentration.
1 variability in severityfrom dayto dayor longer.
1

the tendencyor theillness tobecomechronic.

Also the Oxford Criteria included peoplewith fatigue dueto burn out as a result of stressof

overworkor overtraining.

In 1994 the CDC updatedtheir 1988 Criteria (Fukudaet al 1994). As Fukudawas the first
researchauthorlisted, thesehave becomeknown as the Fukudacriteria. The main difference

betweenthe 1988 and 1994 versionswas that now the 1994 criteria also allowed minor
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psychiatric disorderssuch as anxiety, depressionas causesfor fatigue in CFS. Oxford and

F u k u dhewargeriafor CFShadmoved awayrom R a ms éniiad descriptionof ME.

As a new millennium dawned,there were significant consequence®r ME as a result of the
name changeto CFS, and the changingof the diagnostic criteria, particularly to include
psychiatry and somatizationor when psychological concernsare converted into physical
symptoms.Anne Macintyre, a British medical pioneerin ME (who also had the condition
herselffor manyyearsand sadlypassed away 2018)offersthis summary:

1 CFSnow coversabroaderangeof conditionscausingfatigue,not only ME.

1 Thesecriteriaconcentrateon onesymptom,6 f a t, whjch is gart of everydaylife and
presentin many illnessesand has meantthat the many neurological symptomsand
disablingaspectareignoredanddenied.

1 Casesareincludedwhosefatigueis dueto depressionanxiety,stressor burn out which
dilutes thepotential severitpfsomep at i ent s 6 il 1l ness.

1 This hasposeddifficulty in qualifying for socialsecurityor illness pensionsbecauséehe
illness isperceivedy manydoctorsandofficials asbeingmainly psychiatric.

1 Conflicting resultsin researchstudiesasdifferentcriteriaareusedandthe characteristics
of patientgroupsusedin researchmaynot be thesame(1998,p.93).

The Canadian Consensu<Criteria 2003

Up to this point Canadawas using Fukudéa grevised 1994 CDC) definition for ME/CFS.
Howeverasthis was primarily designedo standardizeesearchprocessesnd not for useasa
clinical casedefinition for ME/CFS patients family physiciansandotherclinicianswerein need
of a clinical casedefinition. By the CDC singling out prolongedfatigue asthe sole compulsory
criterion, it minimized and de.emphasizedhe importanceof the other cardinaland identifying

signs of ME/CFS (postexertional fatigue/malaise,cognitive dysfunction, pain and sleep
disturbancesetc). This made it increasingly difficult for a clinician to distinguish the
pathologicalfatigue of ME/CFS from other fatiguing illnessesand indeedordinary fatigue. In

responséo this, in 2001,HealthCanadan co-operationwith the NationalMEFM Network (FM

is fiboromyalgia), establishedermsof referenceand formedan expertmedicalconsensupanel,
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comprisingtreating physicians,teachingfaculty and other researchergwww.me/fmaction.co).
This panelhad collectively either diagnosedor treated(or both) 20,000 patientswith ME/CFS.
Their taskwasto conducta review processand establishconsensugor a clinical working case
definition and diagnostic and treatment protocols. In 2003 they published the Canadian
Consensu<Lriteria (CCC) which provided a working clinical casedefinition (Carutherset al

2003). This clinical casedefinition would include the patternof positive signs and symptoms
uniqueto ME/CFS. Thesesignsand symptomswould identify ME/CFS as a distinct entity and

distinguishit from otheroverlappingclinical entities. In fact the panelconcludedthat the more
prominentsigns which it identified (seecriteria categorieso follow) should be consideredas
compulsoryfor a positive ME/CFS diagnosis.In orderto help focus a clinical encounterand
facilitate a diagnosis the panelgroupedtogethersymptomswhich shareda &commonregion of

pathogenes versus the patient presentingwith a daundry list of seemingly unrelated
symptom$(Carruthersetal 2003:10).

DiagnosticCriteria asproposedby the Canadian Consensus
A patientwith ME/CFSwill meetthecriteriafor all of 1-4 below*

1. Fatigue of recent onset, unexplained,persistentor recurrent physical and/or mental
fatiguethatrestrictsactivity.

2. Postexertional malaise (PEM) T inappropriateloss of physical and mental stamina,
cognitive and muscle fatigability post exertion, tendencyfor clustersof symptomsto
worsenon activity, pathologicallyslow recoveryeriods.

3. Sleepdysfunction: un-refreshedsleep, decreasesn sleep quantity and quality and/or
significantdreamdisturbances.

4. Pain:significantdegreeof myalgia, painin musclesand/orjoints, thatis widespreadand

migratory. Headachesf newand/orsevereorigin.

A patientwill havetwo or moreof the followingneurological/cognitivenanifestations:

5. Impairment of concentration,confusion, shortterm memory problems,disorientation,

difficulty processinginformation or finding words. Muscle weaknessespverload
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phenomenon:sensory (photosensitivity, hypersensitivity to noise) and/or emotional

overloadwhichcanleadto6 ¢ r ppesrhi od s 6 .

A patientwill have atleast ONEsymptomfrom 2 of thefollowing 3 categorieg6) a, b, c:

6. a) Autonomicdisorders: orthostaticintolerance(light headednesen standing),POTS,
(fast heart rate on standing),neurally mediatedhypotension(low blood pressureon
standingfrom faulty brain signals),extremepallor, nausea]rritable Bowel Syndrome
(IBS), urinaryproblems palpitationswith or withoutcardiacarrhythmias.
b)NeuroendocrinenanifestationsLoss of thermostaticstability, intoleranceof extremes
of heator cold, subnormalbody temperaturefeverlesssweats,anorexiaor abnormal

appetiteJoss of adaptabilitandworseningof symptoms withstress.

¢) Immune manifestationstenderlymph nodes,recurrentsorethroat, recurrentflu-like

symptomsnewfood sensitivitieshew medicatiorandchemicalsensitivities.

7. Theiliness persistsfor six monthsor more.lIt is usually of distinct suddenonset
althoughit may be gradual.To be included underthis diagnosiscriteria the symptoms
must have begunor have been extremely altered after the onsetof this illness. The
physical disturbancegend to form 6 s y mpct!| ouns whech fisicbuate over time. It is

unlikely a patient will sufferfrom all the symptomsn 5 & 6.
*Condensedor conveniencef readingpurposes fronMEpedia.

The CanadianCriteria frameworkwas welcomedinternationallyand is still usedwidely today
with manyME patientadvocacygroupsand ME supportorganizationsand charitiesadvocating
its use.Howeverit wasimproveduponby anotherinternationalconsensusriteriabody (ICC) in
2011.This bodyin particularwantedto dissociateME furtherfrom CFS.Due to the constraints
of this chapter| referthereaderto Appendix1 for detailsof the ICC criteriafor the diagnosisof
ME. Principally, and of mostrelevancehereis that becausef the morerecentresearcHindings
that had become available since 2003 when the CanadianCriteria was written, the ICC
(Carrutherset al 2011) assertedhat the researchstrongly pointedto widespreadnflammation

and multi-systemic neuropathology that indicated a specific underlying pathophysiology
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peculiaronly to ME. Therefore,ME havingits own identifiable pathophysiologysuggestedhe
needfor a refinementof patientstratification.lt alsorecommendethattheillnessonceagainbe
calledME. It suggestedt wasthe mostaccurategermasit reflectedthe underlyingmuilti system
pathophysiologyf the diseaselt consideredME and CFSto be two widely diverseconditions.
It rejectedtheinterchangeablasesof thetermsME andCFSandit rejectedtheir combineduses
as ME/CFS or CFS/ME. It suggestsagainthat a diseaseentity should have only one name
consistentwith the WHO classificationrule that a diseasecannotbe classifiedundermorethan
one rubric. Finally of interesthereis thatthe ICC (similar to Ramsey)also put as its major
criterion postexertionalfatigueor malaise althoughit choseto rename it with anoredescriptive
term: 6 p cesettionalneuroimmunes x h a u PENED Thé ICC maintainsthat patientswho
exhibit low thresholdsof physicaland mentalfatigability in responsdo exertion(which canbe
confirmedscientifically) alongwith the multi-systempathophysiologyhave ME. Othersthat do
not fit this criteria, belongunderthe moreencompassin@FS classification.It subscribedo the
belief that sciencecannotbe advancedwithout a relatively homogenizedatientgroup. Other
researcheragreedthat it was counterproductivéo useinconsistentand overly inclusive criteria
to gleaninsightinto the pathophysiologyf ME, if up to 90% of the patientsetsresearchednay

not meetthe criteria(Jasoretal 2009).

This lengthyweb of confusionin termsof namingthe ilinessandagreeingon the criteriafor its
diagnosishad not occurredwithout a significantimpacton the ME community. In Thirty Years
of Disdain Mary Dimmock explainsthe impact of bad definitions and their legacy for ME
patients,firstly in terms of researchand secondlyin terms of clinical practice (Dimmock &

LazelFFarnen2015). In research:

1 It has resultedin flawed epidemiological studies, faulty prevalencenumbersand
erroneouglaimsof risk andprognosigJason &Richman2007).

1 It hasvirtually stalled drug developmentand severely impactedthe ability to attract
private and commercialinvestmentinto the disease(the primary clinical trials for
diseasemodifying treatmentsfor this diseasehave been Ampligen in the USA and
Rituximabin Norway, neither ofwhich havebecomeavailable).

1 It hasimpairedthe developmenbf diagnosticbhiomarkersleaving the diagnosisone of
subjectivityandexclusion (Jasoatal 2009).
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1 It hasgeneratedguchdisdainandscepticismn the researclcommunitythatresearchers

avoid the diseasdike leprosyout of a fear that it could kill their careers(One such

exampleis St a n f RyofegsérkseMontoya whose early mentor suggestedhat he

couldend uphomelessf he pursuedesearchnto ME).

Secondlyjn clinical careandpracticethe lengthywebof confusion that hasurroundedME:

T

Has warped the p h y s i anderstaddingof the diseaseleading to medical
disbelief,hostility andinappropriatdéreatments.

Hasfacilitated and allowed flawed Gvidencebased clinical guidelinesthatinclude
maladaptivepersonalitiesand recommendationsor Cognitive BehaviouralTherapy
CBT andGradedExerciseTherapyGET which continueto hurtpatientstoday.

Has madeit very difficult for patientsto get disability paymentsand insurance
reimbursementbecausenost tests antteatment@reconsideredgxperimental.

Has stigmatizeddisabledpatientsterribly and sentencedhem to abysmalclinical

care.

Worst of all, has directly enabledand nurtured psychogenicviews. This has
dramaticallyalteredthe perceptiorof ME by the public at largeensuringthat neither
thediseaser itsvictims aretaken seriouslypy anyone(Jasoretal 2004).

The psychogenicview

Undisputedlythe greatestobstacleto both scientific and medical/clinical progressin ME has

beenthe psychogenicview and its legacy. After one of the first American ME outbreaksat

Incline Village, Nevada,Dr William Reeves(2005) of the Centerof DiseaseControl (CDC)

characterizedhe outbreakas hysteria.He would go on to lead the CDC CFS program,the

biggestin the world, for ten years.Known asé t H e c t vathiro his@®wn organization,his
contribution was a CDC 6t o o bf kCognifive Behavioural Therapy (CBT) and Graded

Exercise Therapy (GET) and sleep hygienefor a 6 ¢ o n daf untwerd | me a disease

(www.Pheonixrising.m&012).In 1988, Dr StephenStraussof the National Institute for Health
(NIH) publishecthat patients witlCFS:

wereeducatedvhite women,weremorelikely to getthe diseasevhich could eitherreflecttheir resources
to acces®valuationsor someuniqueconstitutionalfrailty of suchindividuals. Most had excellenthealth
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and some were competitive athletesat least with aggressivelymaintainedphysical conditioning. A less
casual approachhowever often uncoveredhistories of unachievableambition, poor coping skills and
somaticcomplaints. It is difficult andattimesunpleasanto addresthe demandof suchpatientsor to test

the hypothesessto the etiologyof theirwoes(Strauset al 1988:793).

In 1988, SimonWessely,a British psychiatristat Kings College,promotedthe diopsychosocidl
theory of ME, saying it was causedby psychologicalfactors and physical deconditioning.
Wessleyhasrecentlyretiredfrom the ME field ashe hasbeenseverelytrolled andthreatenean
theinternetbecausef his views. By the late 1980sandearly 1990sthe mainstreanpressbegan
to reflect theseviews and the dismissiveterm 6Yuppie Flué appearedBoffey 1987). Munson
(2000: 108109) describeshow ME/CFS becamean @cceptedsocial parody the yuppie flu
serving as a &atchall metapho@d The biopsychosocialtheory persiststoday despiteall the
evidencethat ME is an ongoingorganicdiseaselts theorysuggestdME patients mai nor ai n 6
0 p er p ¢heinllagsshy activity avoidancewhich causesdeconditioningwhich causeghe
ongoingdisability and symptomsthat patientsexperienceME p a t i leelrets,behavioursand
othersocialfactorsare6 k e e thamis g Reirds, van der Meer & Bleijenberg2006). In order
for the ME patientto combatthesebeliefs, biopsychosociatheoryrecommend<BT (cognitive
behaviouraltherapy)to reversethep a t i masumediear of activityd and dalse beliefd that
their diseasas actuallyrgani@ It alsorecommend$ET (gradedexercisetherapy)to reverse
their presumedieconditioning (Whiteet al 2011). The claim that patientscanrecoverasa result
of CBT andGET is nofustified by the dataandis consideredo be highlymisleading.

In 2011,the largestclinical trial conductedo datein the UK on ME was calledthe PACE trial

(Pacing, graded Activity and Cognitive behavior therapy: a randomizedEvaluation). It was
funded by the National Health Service,the Medical ResearchCouncil and the Departmentfor

Work andPensiondor a costof £5million. The publishedresults,which claimeda recoveryrate
of 20%, arestill a sourceof controversy (Whitet al 2011;seealsoWiltshire etal 2017;Kindlon

2017).Biopsychosociatheoryexplainspatient® poor responseo treatmentand poor prognosis
overall as stemmingfrom thep a t i @wn bebefs that they havean organicdiseasgeor their

desiringto be inreceipt of disabilityallowance(Yancey& Thomas2012).

Eventhoughthe long awaitedinstitute of Medicine (IOM) (2015)reportdeclaredVE a Gserious
chronic,complex,multi-systemdiseaseahat canconsumehe lives of thosewhomit afflictséand

went on to highlight how 6 the proposedpsychologicaletiology createdgreatcontroversyand
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convinced health professionalghat thiswasa plausible explanationfor the conditiorg the
psychogeniwiew still hasits proponentdoday(Wessley,Nimnunan& Sharpe,1999; Knapson,
2015). The enduring legacy of the psychogenicbias and actual unproven biopsychosocial
theoriesare, accordingto Dimmock in Thirty Yearsof Disdain responsiblefor the way the
HumanHealth Services(HHS) in the USA, the UK governmentand the internationalresearch
community as a whole have viewed, studied and treatedME for the last 30 years. Mary
Dimmocksummarizeshe eraof the psychogeniwiew andmisjudgednterventionsasfollows:
Medical mistreatmentancausegreatphysicalharmfrom inappropriatdreatments.But the neglect,stigma
anddisbeliefthey [ME patients]experienceare crushingto the psyche Whena horrible diseaséhasripped
your life to shredsjsolatedyou from your family andfriends, destroyedyour career Jeft you destituteand

graspingfor a life you no longer have, it is deeplydemoralizingand heartbreakingo haveto fight off
suggestionsthat you just want to be on disability or that you could overcomeyour ill health with

6 p o s i andexeicisefDdmmock& LazellFarnen2015:13).

The drive for a wholly physical etiology, accordingto feminist health psychologistLara
Staplemangdoesnot allow for the inclusionof other&mpirically supportedand/or theoretically
groundedpossibilitiesfor diseaseetiology...thatconsiderthe complexrelationshipof biological,
social and psychologicalphenomenadao medicalillness (2005: 264). However, Staplemarncan
concedehatthatis a uxurybaffordedto illnesseghatare dvisible andacceptedy conventional
medicin®andcertainlynot psychologise@ndcontested likeVE.

Anotherunfortunatdegacyfrom the psychogeniwiew of ME is the subsequenportrayalof the
illness by the media,on which the public dependdor its social view. A 2017 analysisof the
contentof Americannewspapemrticles (n=214) from 19872013 revealedthe following. The
etiology (cause)was portrayedasorganicin 138 of the articles(64.5%). Therewasno mention
of casedefinitions or diagnosticcriteriain 120 (56.1%) of the articles. The mostcommonco-

morbidity was depressionin 49 (22.9%) of the articles. In 42 of the articles (19.4%) the
headlinesnislabeledhe nameof theillness.In 109 ofthe articles(50.9%)therewasno mention
of anyform of treatmentfor the illness.In 119 of the articles,(55.6%)therewasno mentionof

the prevalenceates(Siegel,Brown & Devendorf2017).

Recentresearchand the physiologicalview
In recentyearstherehasbeenan increasein biomedicalresearchalmostentirely fundedfrom

within the ME advocacycommunity.In the USA, the OpenMedicine Foundatiorhasraisedand
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funded 8 million dollars of researchinto ME sinceits inceptionin 2012.Ilts CEO is Linda
Tannenbaumwho founded the foundation after her 16 year old daughterbecameill with
ME/CFS. In the UK, charitieslike Investin ME (www.investinme.ory fundraisefor research.
The charity is run by volunteerswith no paid staff. They haveneverreceivedany government
funding. Pia and Richard Simpson,are two suchvolunteersthey are parentsof two daughters
with ME. Every year since 2006 they have organizedan annu& 6 | n wneMEtInternational
Co n f e rwhich brngs togetherworld leadersin biomedicalresearchfrom 15 countries,to

shareresearctandideas.

ME ResearcltUK (www.meresearch.org.ykexiststo fund biomedicalresearchnto ME/CFS,to

find its cause,developtreatmentsand find a cure. In fifteen yearsit hasfunded 38 specific
researchprojectsin the UK andbeyond,which is morethanany other organizationoutsidethe

USA. It is estimatedthat there are approximately 250,000 people in the UK with ME

(www.meaction.nét In Irelandit is estimatedthat thereare approximatelyl2,000peoplewith

ME (www.imet.ig. The ME community in Ireland is supportedby the ME Association
(www.irishmecfs.org andthe Irish ME Trust (www.imet.ig. In 2002the Irish ME Trustsenta

guestionnaireto all GPsin the country. Of those that responded85% favoured a properly
structuredreferral systemorchestratedy the Departmeniof Health. They aresstill lobbying the

governmentfor a medicalconsultantto overseeME patientsin Ireland. To datethereis none.
The Irish ME Trust offers information and supportto ME patientsin Ireland along with free

classesand subsidizedmini breaksaway, in safe (chemicalfree) and supportiveenvironments.
Howeverit hasnot generatednyresearctof its own. It contributests fundraisednoniesto ME

ResearchUK (www.meresearch.org.jlkand is a sponsorfor the Invest in ME Research
Conferencegwww.investinme.org/iime.shtnl Tom Kindlon, the AssistantChairpersorfor the

Irish ME/CFS Association,is himselfa longtime ME patientandan independentesearchertHe

haspublishedwidely, particularlyin relationto the PACE trial (the useof gradedexerciseand

cognitivetherapyas ME treatmentsindits ongoingcontroversy(Kindlon 2017; Wiltshire et al

2018).
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Possiblecausesof ME

The causeof ME remains unknown. Generally symptomsare triggered by some sort of

@grodromal evend such as dnfection (which is the most common)immunization, anesthetic,
physicaltrauma,exposureto environmentalpollutants,chemicalsand heavymetalsand rarely
bloodtransfusiong(Carruthers& Van der Sande2005).1t is generallyacceptedhata precursor,
such as a virus, occurswith ME. There can be other factors such as an accidentor trauma
coupledwith a genetic predisposition.Klimas (2019) assertsthat geneticsloads the gun and

environmentpulls the trigger. What follows the prodromaleventis sometype of encephalitisor

brain inflammation causingcerebraland multi systemicdysregulation.There are inflammatory
responsesvhich becomechronic. Over time comorbiddiseasesre commonsuchas Migraines,
IBS, Fibromyalgia,Interstitial Cystitis, Raynauds,;TMJ diseaseThesetypesof symptomshave
beenhighlighted when discussingthe diagnosticcriteria previously. However #MePedialists

over50 commonlyreportedsymptomsby ME patients.

As aresultof relatively recentlyfundedbiomedicalresearchthereare severalwidely accepted
causalhypotheseslt is not within the remit of this literaturereviewto elaborateon the natureof
theseemerginghypothesesHowevera very brief descriptionis relevantherein termsof how
theyvalidatethevery 6 r ephysidogicalnatureof theillnessand the subsequenphysiological

realitiesthat ME patientsmustdealwith or managesveryday.

Theneuroimmunéaypothesis

JoseMontoya, Professorof Medicine (Infectious Diseases)at Stanford University Hospital,

California, revealedabnormalitiesn the levelsof 17 immunesystemproteinscalledé c yt o ki ne s &
in patients with severe casesof ME (Montoya et al 2017). What disrupts the normal
inflammatory responseis not yet known (Komoroff 2017). One theory is that the T cells
mistakenlybecomealarmedby one of the h 0 s awé groteinsratherthan an invader,and the

fighter B cells secreteself reactive antibodieswhich would be evidenceof an auto immune

disorder (Montoya et al 2017; Sotzny et al 2018). ProfessorNancy Klimas is a clinical
immunologistwho leadsthe ME researchand treatmentcentreat Nova S.E. University, Fort

Lauderdale Florida. This centrehas58 staff dedicatedto Gulf War Syndrome ME/CFS and
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HIV. In 60-80% of published samplesME/CFS presentswith acute onset of illness, with

systemicsymptomssimilar to influenzainfection, but they do not subside(Underhill 2015).

Many of the symptomsareinflammatoryin nature(myalgia,arthralgiaor joint pains,sorethroat
andtenderlymphadenopathyEvangardet al 2003; Russellet al 2016). Klimas is adamanthat

immunefindings in ME/CFSis proven.80% of patientswith ME/CFSin the USA arewomen
(Jasonet al 1999). In a particularstudy ofplasmacytokinesin women,Klimas concludecdthat:

&ytokine abnormalitiesare common in ME/CFS. However to date the cytokine changes
observedarelikely to be moreindicative of immuneactivationandinflammationratherthanbe

specificto ME/CFS5(Fletcheretal 2009; Klimas& Koneru2007).

Themicrobiomehypothesis

The microbiomeis the ecologicalcommunityof commensalgorganisms)symbiotic (mutually

beneficial)and pathogeniddiseasecausing)microorganismsthat live on the skin and genitals
andin thenose, ears, mouth amguit. Dysbiosis, isvhenthereis animbalancean this community
of commensalskRecentlya lot of attentionis beingpaid to dysbiosisandthe pathophysiologyof

ME, particularlyin the areaof 6 g b & a | Iritelstidal microbiote play a major role in the gut-

brain axis, with neurologicalconsequence¥/iral infectionsandstressorgancausealterationsn

the microbiome, increasingintestinal permeability. The extent to which the gastrointestinal
microbiomeand peripheralinflammationare associatedvith ME are as yet unclear(Komoroff

2017). 33-90% of ME patientsreport abdominal discomfort consistentwith Irritable Bowel

Syndrome(IBS) (Aaron et al 2001). This causesintestinal dysbiosiswhich canin turn alter

immunologicalcircuitsandcognitionand mood © dMalley2015).

Themitochondrialfailure hypothesis

ResearcherbBaverecentlybecomeinterestedn the role of possiblemitochondrialfailure in ME
(Myhill et al 2009, 2013). Mitochondriaare the powerhouse®f every cell (exceptred blood
cells) in the body. They generatanostof eachc e | ehebggby manufactiring ATP (adenosine
triphosphate)Infections with pathogensjncluding viruses, bacteria, parasitesand toxins can
causechangesn the function of mitochondriaand in turn energymetabolism.Metabolomics,
refersto the systematiddentificationof the small moleculemetabolicproducts(the metabolome)

of abiological system(suchasa cell, tissueorganor biologicalfluid) ataspecificpointin time.
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It is the systematicstudyof the uniquechemicalfingerprintthat specificcellular processeteave
behind. Metabolomicshasrevealeda chemicalsignatureof ME. It hasidentified a patternof
chemicalabnormalitiesor metaboliteabnormalitiesn ME patients.ProfessoiRobertNaviaux,a
world leader in Mitochondrial diseasesand Director of The Mitochondrial and Metabolic
DiseaseCentreat University of California, SanDiego, writes that &he findings of an objective
chemicalsignaturein ME/CFS helpsto removediagnosticuncertainty,andwill help clinicians
monitor individualized responsedo treatmentsand will facilitate mitochondrialclinical trialsd
(Naviauxetal 2016).

ME as acontestedillness: the greatestburden

Peopleliving with ME sharein the burdensthatarecommonto manychronicinvisible illnesses
but without doubt thgreatesburdenof all is thefactthat ME is acontroversialllness.In factit

is classifiedasa contestedlinessalongwith otherillnesssuchasGulf War Syndrome Multiple

Chemicalsensitivities(MCS) andto a degreeFibromyalgia.ContestedlinessessuchasME are
disordersthatare6 me d i suspéctbegauseahey are not associatedvith any known physical
abnor mal i & Bakdr2010170).a d

ME is anillnessthatis pervadedoy medical,socialand political uncertainty(Dumir 2006). ME
is acceptedasa chronicillnessby the World Health OrganisatiofWHO 2007) yet thereis huge
disagreementvithin medicineand now scienceasto its aetiologyor pathophysiologyand how
to conceiveof theillnessandhow to treatit (Bleaseet al 2017). It is the personallived legacy
of this contestedview of ME that mostpeopleliving with theillnessfind the mostdifficult to
bear.Theyreportfeeling devaluedanddisbelieved por defendingtheir moral characterandtheir
experience®f illness and having to deny malingeringas the most burdensomeaspectof the
illness (Asbring & Narvanen2002). The outcome of protractedexposureto such medical
disbeliefis very often a distancingof the personwith ME from the medicalworld (Bowen et al
2005; Raineet al 2004).This in turn contributego the extentthat ME canimpingeon quality of
life, to agreaterextent tharotherchronicillnessesncludingcancer(Dancey& Friend2008).

Studiesshow that manyif not most peoplewith ME report negativemedical encounterswith

outcomesof dissatisfaction,distressand being disbelieved(Deale et al 2001). Almost all
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anecdotakvidencereveals thesameoutcomegwww.imet.ieg www.meaction.ngt This has been
theinevitabledynamicfor thirty yearswith ethicalrepercussions medicaleducatiorandpolicy
making. Havi Carel and lan Kidd (2014, 2016 employ MirandaF r i ¢ K@07)@osceptof
epistemicinjustice (wherea specifickind of injusticeis doneto someonan their capacityasa
knowerwhich underminegheir credibility), to examineand namethis thirty yeardynamic.The
aetiological (causal)and nosological(classificational)uncertaintyattributedto ME to date by
medicineand scierte, arguablyaffectsmedicalp r o f e s pdgemertof thedtestimoniesof
thosepresentingwith ME. This leadsto what Fricker calls testimonialinjustices.A testimonial
injusticeoccurswhena speakeis unfairly consideredo belesscredibleasa resultof prejudice
concerningheirmembership of aegativelystereotypedjroup,this prejudicein turnleadsto the

speakebeingconsideredintrustworthyor unreliable.

WhenanillnesssuchasME is contestedandor given a negativestereotypeand the personwith
ME hasbeenvictim to testimonialinjustice, their epistemiccontributionto consultationsand
wider conversationgbouttheir healthand future well beingareunfairly compromisedCarel &
Gyorffy 2010; Carel& Kidd 2014;Kydd & Carel2016; Wardrope2015).Kidd & Carel(2016)
considerthe theoreticalunderpinningdor suchstereotypingalsoto be an epistemicinjustice of
the hermeneuticatype. While Fricker considergestimonialinjusticeto be within the realm of
theindividual, hermeneutical injusticis also present and t®nsideredo be a structuralproblem
(Fricker 2007). If hermeneuticafesourcegconcepts,deasand narratives)are absentor sub
standard hermeneuticalnjustice occurs. It also occurswhensuchresourcesared n espected
and/orignored by membersof other socialg r o u(Bleaseet al 2017: 552). Hermeneutical
resourcessuch as conceptsof health and iliness and diseaseenableinterpretationof negative
physical experiencesuch as for examplepain. The positioning of illness narrativeswithin a
socialcontextarebasicto all healthcare.Without theseresourcesit is not possiblefor patients
to turn bewildering, challengingand unwelcomesymptomsinto an understandablédiness. Nor
canthey, without a providedtreatmentprotocol,learnto self managetheir illness (Bleaseet al

2017). This hasprovento be particularlytruein thecaseof ME.

After many years of disagreementand struggle, conceptualresourcesfor identifying and
understandindE are availabk to mainstreanmedicine,particularlyatap a t i fersh gord of

call, theG P ®ffice. Theyare suppliedn bothIrelandandthe UK by the ME societie§ Thomas
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& Smith 2005). The WHO recognisesvIE to be a disabling,debilitating condition of prolonged
unexplainedfatigue lasting 6 monthsor longer, togetherwith other symptomssuch as post
exertionalmalaise,cognitive problemsand pain (Carrutherset al 2011). Yet surveysof GPsin
the UK revealthat up to 50% of GPsdid not believe ME was a real illness (Thomas& Smith
2005). Of GPssurveyedwho did recogniseME as a clinical entity, 50% of them expressed
lack of confidencan diagnosingheillness(Bowenet al 2005).This lackof belief anddifficulty
in diagnosingon behalfof the doctoris in direct proportionto the lower credibility theyattribute
to the reporting patientin front of them (Bleaseet al 2017). If in the UK you do receivea
diagnosisof ME, it is only usually after approximatelysix medicalappointmentgRaineet al
2004).In Belgium researchrevealsthat patientswait an averageof 5 yearsfor a diagnosis(Van
Hoof 2009). This lengthy period prior to a diagnosisis often when the patientis very ill with
symptomswhich arenot helpedby the uncertaintyand stressassociatedvith their medicalcare
or lack of it. Thereis researcho provethat (aswith mostillnesses)he earlierthe diagnosisof
ME the betterthe prognosis(Joyceet al 1997; Nisenbaumet al 2003). Recentresearctreveals

that thesituationhasnotimprovedfor patientsto date.Accordingto Professor Nancilimas:

Womenstill sufferfrom dismissivemisogynisticassumptions Doctorsprobablyneverevenhadanhourin
their medicalschoolcurriculumon ME/CFS...Ihavebeenat this now for 32 yearsandwhile therearemore
doctorsnow thatdo understandj still hear the same shamegibriesof derogatoryexperiencesWe havea
lot of medicaleducatiorwork aheadKlimas2019).

Negativestereotypingpf patientswith ME by their doctorsis well documentedME patientscan
be describedasd h e a r arsla ik iy roéat asid @ i w ip@ind they are often not considered
worthy or in needof referralto specialistyNajmanet al 1982; Ward et al 2008). The roots of
this hermeneuticalnjustice can be found in the medical schoolswheretraining and education
relatingto ME is sparseor non-existent.Lessthanonethird of medicalschoolsincludeME/CFS
on their curriculum(Petersoret al 2013).0nly 40% of medicaltextbooksincludeinformationon
ME/CFS. As recentlyas 2015, Stenhoffet al carried out a study of medical studentsat the
University of ManchesteSchoolof Medicine. The studentgevealedhat ME to themwasmere
0t i r ed .n .ethigkdyqd they are just knackered]...] like everyonegetsknaclkeredno-one
reallyc a r Alkstlbe.studentsn Stenhoffeta | siuslyadmittedto no trainingin ME, yet some

would have considereitl a wasteof anacademiaveek.
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The negativestereotypingthat ME patientsendureis as a result of the controversialnatureof

theirillnessor it beinga contestedliness (Bleaseet al 2017:553). This also putsthemon the
receivingend of both testimonialand hermeneuticainjustices. Their credibility is undermined,
diagnosis is delayed and adequatetreatment and support denied. Patients are wrongly

psychologisedand not adequatelyor appropriatelyreferred. This stereotypingis not just

containedwithin healthcarebut hasfiltered out andis evidentmore broadlyin society. Studies
haveendorsedhat one of the mostdifficult legacyissuesof suchnegativestereotypingor ME

patientsis the difficulty in relating to others due to misunderstandingsibout and incorrect
attitudesto ME (Ward & Hogan2009). As a result, patientswho feel disbelieved mistrustedor

misjudgedby the healthcaresystem may chooseto withdraw from healthcarealtogether(Bowen
et al 2005; Van Hoof 2009). ME patientsalsoreportfeeling the needto adoptsocial distancing
and concealingstrategiesto avoid stigmatisationby others (Bowen et al 2005). Epistemic
injustice carthereforecauseharm(Bleaseetal 2017: 555).

lliness management

While researchinghis work overrecentyearsit hasbecomeapparenthatbiomedicalresearchs
of primaryinterestto ME advocacyandsupportgroups,andthatfinancingit is the main usefor
their fundraisedincome.In reviewingthe annuallnvestin ME ResearchConferencegof which
therehavebeen14) the samecentralcohortof international multidisciplinary expertsareto be
found repeatedlyat this annualevents(www.investinme.org/iimel14.shtinl They are leadersin
their field who speakto eachother abouttheir specialist,scientific and medical expertise,and
their findings. However, conspicuoushy their absencds the ME patient. They are mostly too
unwell and unableto attend,but their 6 v o iiscalsadmissing as a priority. Despitethis, the
closing linesof Dr RozVahling®d 20191IME14 conferencesummaryreportstruckan optimistic
note:

é t h ehasbeenenormougdevelopmenin researchand managementver the years,leadingto a greater
understandingf this complexdiseasevhich seemgo becomemorecomplicatedaswe learnmore...[and]

thatthe answersare getting closerandthereis so much more hopenow for the potentialbiomarkersto be

confirmedandtreatmenbptionsto beforthcoming (p.9).

However,while the ME communitywaits (in variousstatesof ill healthandwith varyinglevels
of copingskills) for scienceandmedicineto both discoverandagree all theycando is learnto

0 ma n #hgirdlldess. Not alone mustthey learnto managetheir energyin orderto carefor
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themselvedut theyalsohaveto managed o t hreterrasof relationshipsand expectationsand
attitudes.They have to manageto balancethe seesaw like motion betweenloss and hope.
NancyKlimasis aleaderin thefield of ME researctandtreatmentin responséo the challenges
just described her practice has recently shifted from the immunological supportapproachto
integrative andunctionalmedicinewheresheaims tocarefor the wholepatient andheir society
(Klimas 2019). She has come to realise that the scientific model does not always work for
chronic disease. Integrative medicine advocatesfor clinicians to be partners with their
chronicallyill patient, providing care for mind, spirit, community and body. It combinesthe
conventional and alternative medical approaches,employing natural and less invasive
interventions when possible. ME/CFS is a complex multisystem illness and treatment
approachesshould include diet and suitable supplements,sleep management.appropriate

exercisepainrelief, detoxificationandemotionalsupport(Klimas 2019).

A managementheorythat is frequentlyencouragedor consideratiorfor ME patientsis the
theory of pacingo n ednergyor the 6 e n eerngvye | Thip po8its that maintainingo n e 6 s
expandecenergyat the samelevel aso n eavaableenergymay help reducethe frequencyand
severityof symptoms(Jasonet al 2013). Patientsspeakof trying to avoidthe6 b o andb u s t 6
of energyscenariosSally Burch (a scienceteachetbeforeME) advisesto only do 60% of what
you cansustainwithout producingsymptoms this is@acingd
€ w eattemptsomethingwe really 6 waan h e etd do. The thrill of 6 d o iralegsésadrenalineso we keep
doing. This isthe boomscenarioriding thatboomand gettingasmuchdoneas possibleHoweverthis high is
generallyshortlived and aswe comedown off it we experiencea big 6 ¢ r a@mwhwéardsfor severaldaysor

muchlonger,this is the bust. If we arelucky Burch states,we canboomandbustand not lose any long term
ability. Howevertheboom andbustcanleadto permanentiecline.(2014).

Dr David Bell, a family practicephysicianin Lyndonville, New York, at and sincethe time of
the ME/CFSoutbreaktherein the mid 80s,hasbeencaringfor andlisteningto ME/CFS patients
for thirty years. Hewritesin his Ebookd F aafEBE S 6 :

Many who suffer from CFS experiencea period of relief at somepoint in their day. During this period
patientsareableto undertakesomeof the activitiesthatare ordinarilytoo difficult toma n a g e é totalf o r e
disability claims them again, stealing hope for at least anotherday. Most CFS suffererslive for this
window of time andtypically theywill try to accomplishas muchaspossiblewhenit opens,eventhough

they havelearnedthroughexperienceahat any exertionwill makethemfeel evenworsewhenthe window
closesagain. Nevertheless| haveobservedthat mostpatientspreferto fly for two hoursandthen6 c r a s h
andb u rafteéwardratherthanstaywithin theconfinesof theh a n dBelt 2600:40)
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Managingthe 6 f a t of §I is domplicatedby the inability of the ME patientto describeor
explainthe 6 n a t ai thar@atigue, which in turn contributesto the inability of othersto
understandand acceptthe 6 t i r elda v of dhe MB person. Ironically it is the sheer
exhaustiorandthe subsequensilentandinvisible natureof the chronicallyill personin general
but the ME patientin particularthat canbe incorrectlyperceivedastacit agreementvith theill
informed notions of ME exhaustion.
Most descriptionsof ME missthe essenc®f it andfall shortof capturingits reality. Partof the problemis
thewordé f a t It ig lnotha&red herringanda hopelesslynadequatalescriptionof how peoplefeel. ME
sufferersare not tired in a floppy, niceto-havea-nap kind of way, suchas after the flu whenbed feels
good and snugglingunder the coversfor a few days brings a gradualreturn to well-being. It is as if
someonehad frayed the endsof every nervein the body and left them raw and exposedlt brings an

overwhelmingneedto closedownsensonjinput and,for manyto retreatfrom everydayordinarystressor$
conversationnoise light, movementTV 1 sincetheyareagonizingto dealwith (Mitchell 2003).

While the ME community mustrestin Va h | i (20§99 &ptimismand hopd) it must be
balancedwith the reality of considerabldoss. In the words of a doctor, himself suffering with

ME, &hereis nothingthatyou hold dearthatthis illnesscannottakefrom you. Nothingd (English
1991).

ME patientslose partners,friends, jobs, careers hobbiesand financial security, at times being
deniedsocialwelfarebenefit.In the UK, ME is not treatedasa disability underthe Equality Act

2010. ME is listed amongstdmpairmentswith fluctuating or recurring effect® in the 2010
Equality Act Guidelines,and ME patientsmay be only consideredas disableddependingupon
the effects the illness has on their daily lives. In Ireland, disability or invalidity paymentis

provided by the Departmentof Social Protection.The disability benefit equals29% of the
averageandustrialwage(Central StatisticsOffice 2018). The 2010 CanadianCommunityHealth
Survey(CCHS)discoveredhat 29% of patientswith ME/CFS hadunmethealthcareneedsand
20% had food insecurity (Seligmanet al 2010).ME patientslose their voice, their power, at
times their senseof hope and self worth (Horton et al 2010). They lose the future they had
dreamedof, their 6 o | O vaeesaken,yet 6 t hrenyain.In the &Millions Missingd campaign
(www.millionsmissing.meaction.ngt protestsare held on World ME day, May 12" outside
governmentbuildings in 12 cities to raise awarenes®f the millions of ME patientsdnissing
from lifedanddmissingtheir old livesd A variety of pairsof shoeswith an explanatoryaganda
photo (if the personis too sick to be there),arelaid out in front of the buildings. Hundredsof

pair of running shoes hiking boots,beachshoesdancing shoesor diving flippers, all signify
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lives lost, and old ways of being,taken.Yet ME patientsstrugglewith what David Bell calls
dhealthidentity confusiora
Theyremembemvhatit waslike to be confinedto bedandarenow just so gratefulto beableto be 6 u pré
to 6 maiktethes t o Mheyconsider themselvesell now because thellavelearnedhowto copeandto
be able to function with tremendousadaptation.If recoveryis coping, doesthis copingleadto confusion
and false perceptionsof health?If you mostly have normal appearanceare misunderstoody the public

and medicalopinion, if you havelargely negativelab resultsand have learnedto adaptto survive, then
youlabourunder,6 h e mléntitylc o n f u(Beil 20025

ME patientsknow that nothingis certainabouttheir prognosisand mustwonderhow long they
will be sick, or how long they will live? Little researchis done on examining mortality.

Anecdotalinformationaswell assomesmall studiesindicatesthereis a higherrisk of suicidein

the ME community(Jasonet al 2006). Thesestudiesshowan increasedisk of earlierall-cause
and cardiovascularelatedmortality alongwith a lower ageof suicideand cancer(Smith, et al

2006;Kapur& Webb 2016Robertsetal, 2016).

Conclusion

Carel (2013) arguesthat conceptionsof the lived experienceof chronic illnessare under

representeth healthcarg¢heory.However,the facesandthevoicesof peopleliving with ME are
sometimesvidentin the literature.In Stricken(Munson2000)and LostVoices(Boulton 2009),
essaysre contributedby peopleliving with ME, or caringfor peoplewith ME. Mitchell (2003)
and Whitehead(2006) both conductedinterviews with ME patientsfor their research.Tova

Bailey (2010) and Duyn (2006), both severelyaffectedby ME, havewritten creative,personal
accountsof their illnesses.Due to the severecognitive impairmentthat accompanieME, and
since the advent of social media, it is now more common for online blogs
(www.phoenixrising.me, www.chronicallyhopeful.com) and patient fora
(www.smartpatients.comme, www.healthrising.orgforums) to provide expressiveoutlets for

the ME community (Carel and Kidd 2014). Naomi Whittingham, herself severelyaffectedby
ME for many years,writes a blog do those shut away from the world becauseof intense
suffering with  MES (www.alifehidden.corp Recent documentaryfilms d&/oices from the
Shadowé (2011), and dJnrest (2017) document the consequencedor ME patients of

psychiatricprejudiceand medicalignoranceaboutthe iliness, particularly for thosewho arein

the severelyaffected category.It is evidentfrom reviewing the literature that thosewho are
severelyaffectedby ME (bedboundandrequiringcare)and are estimatedo constitute20% of
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the patientpopulation(Macintyre 1998: 117) are portrayedmore frequentlyin documentaries
(asevidencedabove)andby the patientsupportandadvocacygroupsandcharities.In the USA,
Whitney Dafoeis very severelyaffectedby ME. He is the sonof ProfessoRon Davis, Director
of the StanfordGenomeTechnologyCenter,California. Davis now leadsa dedicatedresearch
centrefor ME/CFS within the GenomeDepartment(CFS ResearchCenter).Davis also, along
with his wife, JanetDafoe,a child psychiatrist,caresfor his sonfull time. Dafoe,thoughunable
to move or communicate has becomethe face of severeME/CFS, as portrayedby the Open
Medicine Foundation(www.omf.ngg. Davis, alreadyin his late seventies,feels a personal
responsibilityandburdento solve thellness(White 2016).

Although theselived experienceaccountsand exposureof ME patientsafford the readersome
insight and a necessarynd valuableglimpseinto a point in time, or particularaspectof living

with ME, a gap in the literature was identified. No autoethnographi@ccountsor complete
narrativeswith analysiswere identified. Also, the moderatelyaffected categorywas not as
visible as the severecategory,in terms of the portrayal of lived experiencesalthoughit is

estimatedto constitute60% of the ME patient communityand is frequentlydiscussedn the

researcHiterature (Macintyre 1998: 117). The original contributionto knowledgeof this thesis
therefore is an evocativeautoethnographiaccountof living with moderateME, which broaches
thelengthof theillness(16 years),anddespitethe contestecand pessimistimatureof theillness,
seeksto reimagine and transforma 6 s ethaf, @ithout the need to transcendthe iliness,

endeavorso find awayto live agoodlife.
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CHAPTER 3
THE STRUGGLE CYCLE:

A CREATIVE METHODOLOGICAL AND CONCEPTUAL FRAMEWORK

Introduction

The methodologicablesignof this thesisis that of an autoethnographyspecificallyan evocative
autoethnographyAs revealedin the previouschapter,the literaturereview on ME revealedan
abundancef biomedicalresearctandopinion on the iliness(Naviaux et al 2017; Montoyaet al

2017) and a limited amountof literaturerevealingthe lived experienceof the illness (Munson
2000; TovaBailey 2010). The biomedicalresearchand statisticalinformationretrievedfrom the
literaturereviewwaspresentedslargelyquantitativeresearctdata. The morepersonareality of

ME, thoughobtainedthroughqualitativemethodssuchasinterviews,only providedfor glimpses
intoi ndi v redlitlesalorsg@ith what constitutesalong timeline with anillnesssuchasME.

There were no autoethnographicahccountsof living long term with a chronic, invisible,

contestedllness such as ME. This gap identified in the literature, along with my own lived

experiencewith the iliness, madeautoethnographyhe methodof choicefor this thesis.Also

relevantto choosingautoethnographgs a researchmethodis the deepematureof my research
guestionscanonereimaginea 6 s diving alone,with a chronic,invisible, contestedliness?If

so, how? Coulduchalife beconsiderecgoodlife?

Priorto commencinghe PhD, | conductedwo interviewswith two long term ME patientswho
weremoderately tseverelyaffectedby theillnessandwhom | knew personallythroughthe ME
community. The outcomeof thoseinterviewsquickly provedthat qualitativeinterviewswerenot
going to be a suitablemethodfor me personallyasit was beyondmy physical capabilitiesto
travel the required distancesin addition to managingthe interview situation. Secondly, the
contentof the interviewsprovedto be both emotionaland pessimistic.The time limitations of
the interviews, and consequentimitations to questionsand discussion,could only producea
narrow view of thep ar t i cexpereenceéswhich in both their truths proved to be both

negativeand hopeless. This in turn providedtwo further outcomesfor me. Firstly, | became
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quite ill asa direct result of the attemptand secondly,| realisedthat the hopelesspptionless
0l B & Bt eatucecef theillnesswasnot the view | sharedor consideredhe mostusefulto

portray in my research.Also, | was awareof the predominanceof that view in both the

biomedicalandbiographicalliterature.Consequentlyl recognisedhe potentialto fill the gapin

theliteraturewith anotherview, anothemway of living with theillness,which for all 6 ouf swias
proving to be long term. These considerationsalong with a previously positive research
experiencewhen | co-wrote a chapterfor an academidext book on autoethnographyfarrelt

Delaney& Kennedy2014), confirmedautoethnographgs my chosenmethodfor this doctoral
researchihesis.

Autoethnography
Autoethnographyis researchwriting and methodthat connectthe autobiographicabnd personalto the
cultural and social. This form usually featuresconcreteaction, emotion,embodiment self-consciousness
andintrospectiorn(Ellis 2004:xix).

Autoethnographyexistson a continuumfrom highly fluid and artistic to formulaic and highly
analytic(Tullis 2013:245).1t cansimply involve the inclusionof personalexperiencewithin an
otherwisetraditional social scientific analysis(Anderson2006; Chang2008; Tullis, 2014)or, in

the caseof evocative/artistic/performativautoethnographycan include poetry, prose, films,

dance, philosophicalessaysand performanceor ethnodramaBartleet and Ellis 2009; Pelias
2011; Saldana2008; Spry 2011; Weems,2013). Witkin (2014)identifiestwo basicsubtypesof

autoethnographyanalytic and evocative.ln analytic, the emphasids on dmproving theoretical
understandingof broader social phenomena (Anderson 2006: 375), whereasin evocative
autoethnographythe consciousnesand subjectivity of the author/researches revealedthrough
a personal, vulnerable, reflective, selfconscious, self-reflexive, narrative voiced (Ellis and
Bochner2016:51). Therearevarying degreef analysisto be found within the evocativeform

of autoethnographyso that is not what separatest from the analytic stance.It is analytic
aut oet hn adbeareacett theé teaditional ethnographyschool and its distaste for the
0 p e r statrcradte@he gap betweenthem. However, recentresearchshowsthat the almost
twentyfive yearvocativeversusanalyticd debates beingplayeddown in favour of accepting
their differing purposego suit differentresearctaudiencegHolmanJoneset al 2013;Hughes&

Pennington2017). Many autoethnographerselong explicitly to one or other camps,but many

movebetweerbothgenres, braidingndweaving botrapproacheso goodeffect.
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| selectedevocativeautoethnographgs the mostappropriateapproachfor this researchwhich

soughtto examinethe physicaland emotionalchallengedaceddaily while living alonewith a

chronic and unsupportedliness, yet trying to maintain dignity and a senseof purpose.The

centraltenetsof evocativeautoethnographfacilitated the aim of my thesis,in thatit sanctions
writing in thefirst personandallows meto bethe principal objectof theresearchlt permitsme,

while concentratingpna ¢ s i n g kte lighlight the reality of a group of similar individuals
previously underresearchedyy social scienceinquiry. In promoting a writing style that is

emotional,vulnerableand heartfelt,it diminishesthe needfor densejargon thereforewidening

the accessibilitpf thework (Ellis & Bochner 201657).

Autoethnographyas a method constitutesa stalwart bridge between@assionand intellect,
analysisandsubijectivity,ethnographyandautobiographyndart andlife6(Behar1996:174).As
a result of being groundedin postmoderrphilosophy,autoethnographglso facilitates @iverse
and norttraditional epistemologies,epistemologiesthat draw from the experienceof the
author/researchdor the purposeof extendingsociologicalunderstanding(Sparkes2000: 21).
As previously discussedautoethnographyloesnot just comprisea methodbut by its nature
permeatesall aspectsof methodology.lt is both productand process(Ellis et al 2010: 273),
each@art of the processenrichingall the other partd (Kidd & Finlayson2009: 990). In the
methodological design of this thesis, | use autoethnographyas a larger ontological and
epistemologicafoundation(Hughes& Penningtor2017:12). The data/fieldworksectionof this
thesisis presentegurposelyin the evocativeautoethnographigjarrativevoice, with a narrative
analysis/interpretatioprovidedin the following sections.This is not to fully subscribeo Sarah
Wa | (2@16)call to a dnoderateautoethnograptbut it doesagreewith her propositionto tap
into the unique value of personalexperiencewhile maintainingthe é&Gcholarly potentiab (p.3)
andvalue of an autoethnographyAn evocativeautoethnographyhat is designedto be readin
its entirety,andis closelyfollowed by ananalyticor interpretivesection,is my methodof choice
in this thesis. In this way the work combinesthe gpower of the personalperspectivewith the
value of analysisandtheoryso that sociologicalunderstandings advancedn waysit might not
haveotherwisebeerd(Wall 2016:8). The attemptof the evocativeautoethnographig to provide
an in-depthand embodiedexperienceof the life of the writer (Bochner& Ellis 2016). In the
evocativetext, the readeris droughtinto a postureof caring, of compassionsadnessanxiety,

love or anger(Gergens& Gergens2018:276). An evocativenarrativeform of autoethnography
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also &showsstruggle,passion,embodiedlife, andthe collaborativecreationof sensemakingin
situationsin which peoplehaveto copewith dire circumstancesndloss of meaning (Ellis &
Bochner 2006: 433). The dnethodologicalopennesswithin autoethnograpltdy (Anderson &
GlassCoffin 2013)facilitatesthei n v e s t fregdantandispaceto shapetheir work in terms
of its own necessitiesatherthanaccordingto receivedideasaboutwhat mustbe done(Geertz,
1988).

Researcherstandpoint

My standpoin{Smith 1987)in this researchs not singular.It primarily reflectsmy own dinique
experienceand assertsnembershipn a communitywho understandgharedexperienced(Frank,
2000: 356). It is a standpointthat although &ersonally forgedd (Thomas 2010: 656) is
professionallyinformed by postmodernissociologicalperspectivesMy epistemologicaktance
is also both personallyand professionallyinformed. | know aboutME primarily experientially
(personally) and that experienceis informed (professionally)by medical and social science
researchand by my own backgroundas a healthservicespractitionerand manager. view my
researchthroughthe postmodernsociologicallens that accommodategpistemologicalariety,
practicesreflexivity, is motivated by ethical ideas, acknowledgedeeling statesand openly
sympathiseswith and offers supportto thosewho suffer (Frank 2000, 2002; Bochner 2000,
2001). Theseresearchmotivationsare akin to a centralfeminist tenetwhich is to make public
issuesout of private troubles(Thomas2010: 656). The postmodernisview also allows for my
researchchoices or criteria to de ultimately and inextricably tied to [my] values and
subjectivities(Bochner2000: 266). In researchinghis thesison the lived experienceof ME, |
haveinsider statusby merit of beinga memberof the ME community,which comprisesa social
minority. The majority of societydo not haveME andfor them,imaginingsucha counterfactual
situationis understandablgifficult (Gilbert 2006; Haidt, 2006). Also, by virtue of having ME
as a contestediliness, | also find myself occupying outsider statusin society. The research
contributionin this instanceof the insider/outsidecombinedstatusis that éhosewho endurethe
subtlealienationmirroredin the eyesof their doctors friendsandstrangershavea uniqueability
to reflect back on the society that struggles to understandthen® (Birk 2013: 398).
Autoethnographworksfromo6 i n kindevl édny @& thesubjects and cultur&xperiences
thatautoethnographergsearctcanbe highly sensitiveand personalandthe nuancesanddetails

conveyedthroughthe 6t hd € & c r i g§ eviocativesadtoethnographiavriting would be

33



difficult if notimpossibleto discernthroughsurveysor interviewsby a researchewho hasnever

personallyexperiencedhe issudeingexplored(Tillman 2009;RamboRonai2005).

Data collection, narrative construction and meaningmaking

My personajournal entriesarethe main datasourcein this autoethnographyn this way | have
consciouslyusedmy identity and experienceas my epistemology(HermannWilmarth & Bills
2010). Thejournalsrangefrom 2007 t02018with anexplainedgapdueto illnessbetween2009
and 2013. The journal entriesare written in narrativeform, in the first personvoice and are by
their natureevocative.For the first yearsof my illness,from 20022006,when| wastoo ill to
keepajournal,| keptsporadicnotes,andin my autoethnographythis time periodis narratedor
the readerthroughvignettes poemsandothercreativepieces.My journal entriesbeginin 2007.
In autoethnographypurnal entriesserveasfield notes,andreflexivity mayoccurat thetime and
be revisitedmanytimes later. The 6 f i mdy oh dact bether e s e a rstatéo€ mirid sField
notescan become@ way of knowing, a methodof discoveryand analysi$ (Richardson1994:
516). Their valueto the researchers their evocativepotentialand their ability to connectwith,
and elicit, emotions(Sparkes1996; Anderson2011, Fullagar 2002). My journal entrieswere
written in realtime sothey providea real time recordof eventsandemotions.Unlike conducted
interviews they are not social performanceswith socially constructedcontent(Thomas2010:
657).1 haveusedpseudonym&nd havecreativelymodified personaldetailsof charactersn the
narrativefor ethical reasongseebelow). Editing decisionswere requiredin orderto eliminate
repetitionand adhereto constraintof length. | am awareof the risks of usingthe self [myself]
astheonly sourceof databut| amawarealsoof @heresilienceandconvictionvital to writing in
thisg e n (Helt®003:19). | am preparedn this thesisto becomea personificationof the data

uncoveredn theliteraturereview.

| also include photographyin the thesis.In visual autoethnographySmith-Shank & Keifer-
Boyd 2007;Quinneyl1996),photographsreusedin collaborationwith ther e s e a nasrdtieer 6 s
of the meaningand significanceof the photographsOften, over the many yearsof my iliness,
my only capacityto recorda momentor a fleeting story was to captureit in a photograph.n
including the photographgn the thesis,my approachis not to narratethem individually, but

insteadto allow themto portrayvisually (in companionshipvith my words)imagesor stories
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alreadyportrayedin the narrativesthemselvesAs Muncey (2010: 57) advocates] allow the
photographgio captureepisodesof life, like stills in a film...to conveythe skeletonof a life,

without thefleshandconsciousnessf theb e i n g 0 .

| also include poetry in the thesis and most of it is my own poetry. The narrative within
evocativeautoethnographis what Bochner(2005) calls 6 p o sdcial€ c i e or whaiBrady
(1991) calls art-ful-science.Within evocativeautoethnographynarrativeinquiry can searchfor
languagethat is dadequateto the obscuity and darknessof e x p e r iwken expedience
(oresentdtself in a poeticd i me n s i (Bathkaér2005y230). This @oetic dimensionaliy 6
becomesa frequent motif in the narrativesof my autoethnographyand in its following
interpretation(Richardsonl992; Tillman-Healy 1996).Oneof p o e t sigwifizastcontributions

to thenarrativess its potentialto disrupt theéakenfor-grantedKinsella2006).

Presentingthe evocativeautoethnographicnarrative

The story or narrativewhich is centralto the evocative/interpretiveschool of autoethnogrphy
servesasa startingpoint in the researchandthe researctdata,asa tool for interpretationand a
methodof disseminatior(Ellis 2004). Narrativeforms are producedby &constructinga coherent
story from the data and looking at the datafrom the perspetive of o n eréssarchqu e st i ono
(Polkinghorne 1995). Narrative inquiry or analysis uses field texts or notes, journals,
autobiographicaltexts, photographsand life experienceas units of analysisto researchand
understandhe way peoplewrite meaninginto their lives as narratives(Clanandin& Connolly
2000). Narrative then can be a powerful and effective way of transferring knowledgeand
communicating meaning (Bruner 1990). In evocative autoethnographypersonal narratives
enableusto understana self or someaspecbf alife asit intersectswith a cultural context,they
invite readergo enerthea u t hveorldé andto usewhat they might learn in the narrativeto
perhapsbetter understandand cope with situationsin their own lives (Ellis 2004; Ellis et al
2011).

Knowledge is rooted in experienceand that personalexperiencerequiresa method for its
representatiorfEisner1988). Presentingan autoethnographis what Holman Jones(2005: 765)

calls a constantéct of balancingbetweenshowing and telling, how much and what about
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ourselvesto include, holding togethera fi s e dnd acculturein a world thatis totally in f | u x 6
Although my journal entriesareloyal to the sufficiently explicit realitiesof living with ME, they
areequallyloyal to the expressiorof the reality of living a quiet, peaceful,if profoundlyaltered
life, in a beautiful,rural environment.This setthetonefor my narrativeswhich in becomingan
embeddedbersonalnarrative of living alongsideillness, had no needor desireto becomean
6aut oet hohaofgfrlaipienshwe@0d3:5). | shareBoch n e oppaositon to excessive
0 s | i dicingragd,cuttingo u 2@01: 141) which maydestroyas t o intedity. However,a
personalarrativewith contentspanningsixteenyearsrequiresa literary conventionor a device
on which to frame the story and to move it from the 6 p o wfea n €Gbbs, 2013), or an
explorationof a particularlife, to anunderstandingf a way of life (Ellis & Bochner2000:727).
This is accomplishedy dividing the narrativeinto a seriesof stagesFirstly therearethe early
yearsof illness, 20022008, which are presenteds vignettesandjournal entriesfor the yearsof
0 St r uAymalradvégap between2009and2013is identified asa resultof yearsof relapsed
illness following a lengthy divorce process However, four vignettesand a poemare provided
hereto describe memorie®f eventswhich are true to this timeframe and which describe
episodesof both struggle and loss and episodesof rethinking and reimagining struggle.
Secondly,a resumptionof the story for the years20142016 is presentedas journal entries,
entitted6 S u r r.emrdlye 2047 is presentedagain as journal entries,entitted6 S e e and g 6
fourthly, 2018 is presentedas journal entries,entitled 6 S a n c.tTheaesaméfour narrative
classificationsare employedlater as a frameworkfor analysis.It is essentiato the integrity of
the methodologyof this thesisthat thesefour evocativeautoethnographié ¢ h a [ tSteuggte 6
Surrender,Seeingand Sanctuary- are presentedo the readerin their entirety, that is without
interruptionby analysisor interpretation.This allows for resonancefor a storyto ring true for a
reader o allow for connectionsamongstives dived apartandoften far awayfrom the time and
placeof thes t o(Ells & Bochner2016:237). It alsoallows for the readerto be movedfrom
0 a b o utb wie s b {Shatter010). It posesthe autoethnographicjuestionfor the reader:
avhat if this were true for me? Whatt h e (B8chner2000: 267). Presentingan evocative
autoethnographimarrativein its entirety facilitates the revelation of its usefulnesgBochner
1994)andverisimilitude or narrativeintegrity (Ellis & Bochner2016)both of which arecentral
tenetsto productiveautoethnogaphy. Ultimately, it cancall the readerto action,transformation,

or socialjustice(Gibbs2013).Seekingsocialjustice isalsoaboutexaminingandinterpretingthe
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minute moments of social injustice that permeate our everyday identity performances.
Autoethnographerasinter-subjective socialanddialogical selvespossesgotentialin rendering
acritical impetusto promotesocialjustice(Toyosaki& PensoneatConway2013).Socialjustice
is about&eeingthe world in all its loss and imaginingways of h e a | (Wargr62011: 30).
Finally, in evocativeautoethnographthe principle methodis the storyor narrative.In usingthe
tools of literary and aesthetigpractitioners,along with mixed genressuchas prose,poetry and
photographythereis lessneedfor the useof densgargon,andmorescopefor cconnectiorwith
diverseand diffuse a u d i e (Maneas Joneset al 2013: 37). Such increasinglyaccessible

narrativesallow for6 me a ma k gom thépartof thereader

The literary and aesthetigractitionerswho were examplardor me andinfluencedmy narrative
writing, at both a consciousand subconsciouslevel, were John O ®onoghue and John
McGahern.Their works on landscapeand beautyand the rhythm of ordinaryrural dayswhere
nothingmuchhappened foundinspirational.EckhardT o | Iwtidgson presentimomentliving
revealedto me the importanceand beautyof silence, stillnessand solitude.Maura SoshinO
Halloran,and other Zen writers and poetsput me on the pathof Zen flavouredwriting, perhaps
suffusing my poetry in particular with the 6 s ¢ efnZte nMay S a r t journ@lswriting,
particularly Journal of a Solitudeinspiredme to keepa journal (when| could) throughoutmy
illness. | am gratefulto thesewriters who becamefor me literary exemplarsand6 b r i ofger s
| i gim dader times. Autoethnographicstories can becomeforums for social critiques and
facilitater e a duederst@ndingsfthew r i tsecialtealities,andthe socialandculturalforces
that contextualise the experiemes written about. The r e s e a rstoriesde\ia their
methodologyand themselvesas the instrument of datag e n e r éRuly @98® 153), they
asefullyplacemethodologyandtheoryat the serviceof life andnot theother wayroundd(Mboti
2012: 59).

Memory work and autoethnography

Memoriesare often referredto as ¢he building blocksof a ut o0 e t h nMcGlasagnlid§60
6). Within the literature,cautionis advisedaroundmemorywork (Onyx & Small 2001; Poulos
2008; Muncey 2010) in particular with regardto 6 t rrue phl i ara ethicd rwanhcernsin
relationto other® memoriesandtruths (Giorgio 2009). However,this methodologicakconcern
is not relevantto thewriting of this thesisasl| do notincludeanyotherp e r smemariss.With
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the exception of the early vignettes presentedin the chapter 6 St r u gng ljoerdal
entries/narrativeaccountswere written at the time or within a few days of the event. As
mentioned] excludethe yearsthat| wastooill to keepa journal,andsubsequentlyny memory
of that time is unreliablein termsof chronologyor detail. (I remembeibroadbrushstrokesin
terms of adoptingthe animals and building the small farm.) Bochner (2013) arguesthat in
practice autoethnographys not so much a methodologyas a way of life. This way of life
acknowledgescontingency, finitude, embeddeéhess, encounterswith others and a constant
appraisalof ethics.He concludegshat whatis mostimportantto an autoethnographistoryteller
is meaningandfeeling, the stuff of memoryand experiencehow the story makesyou feel now
and madeyou feel then, and how the story is both told and listenedto. Theseconceptsboth

inform andinfusemy methodology.

Analysis ofthe narratives

Autoethnographidd s enkrfatéveslargely involve looking back at the pastreflexively through

the lens of the present.In tandemwith aut o et h n degire topdb ynéasingful and

significant and valuablework, it also seeksto contributeto the multiplicity and plurality of

legitimate goals for social scienceinquiry (Bochner2000). However, Bochnerarguesthat éa

multiplicity of goalsimplies a multiplicity in standardsand where thereis no agreemenn

goalstherecanbe no agreemenbn thetermsby which thosegoalscanbejudgedassuccessfully
or unsuccessfullya ¢ h i gRoehde62000: 268). Thereis very little in the literature about
analysing arevocative autoethnographyarticularlyatdoctoral dissertatiorievel.

Polkinghorne(1995) identifies two typesof analysisthat arerelevanthere 6 n ar raatail wes i s 6
and6 a n aofg a r s aBodner@réfersto call thelatter6 n a r wradéra v &1 Bechnerd

and Riggs 2014).In narrativeanalysis,the story or researchproductis in the form of a case

study or a life history or an autoethnographythat the author/researchehas composedto
representthe character,issuesor eventsthat have been studied. Such an autoethnographical

narrative servesto: evoke responsedrom the readers,causechangein institutions, promote

social justice and help us (writer and reader)work through values and moral dilemmas
(Bochner2002; Rorty 1991; Ellis 2004). In narrativeunderanalysis,storiesare treatedas data

andanalyzedo identify themesor generalizeruths. Storiesareanalyzedirom the perspectives
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of theanalystor writer andpresentedn forms similar to moretraditionalsocialsciencereporting
(BochnerandRiggs2014;Greenspa2010;Kim, 2015).

In narrativeanalysis,how a story makessenseis an ethical, relational question;in narrative
underanalysis,analyzinga storyis a way to advancetheory(Bochnerand Riggs2014:205). In
narrative analysis,you think with a story (Frank 1995), you take the story as complete,as
theoreticalin itself; whereadn narrativeunderanalysisyou think aboutthe story, reducingit to
contentin order toanalyzeit for themesor patterngFrank,1995; Ellis 2004;BochnerandRiggs
2014). Autoethnographermostly exist somewheralonga continuumthatrangesfrom thinking
aboutstories(Anderson2006;Chang,2008) to thinkingwith stories (Ellis 2004; Ellis 8ochner
2006).1t is possibleto blendboththeseapproachesvhenanalyzingevocativeautoethnographies

but thestorywill alwaysoccupythe mainposition.

In undertakingthe analysisof the evocativeautothnographimarrativesin this thesis,| avail of

both approachesMy narrativesare allowedto be readas a story initially andare subsequently

put under analysis,and supportedwith evidencefrom theory and literature. This servesto
facilitate the reade sability to recognizethe dauthority of the scholarlyvoice and not just its

a ut h e nBulioegh& Bindiegar2001:20). As mentionedt is rareto find anydirectionin the
literaturefor the analysisof evocativeautoethnographiegarticularly any direction at doctoral

level to satisfythe academy.However,in my methodology,l subscribeto Bochner& Ri g g s 0
(2001:210)directionsto:

teaseout the conceptsand patternswithin the text: work backandforth with availableliteratureto compare
similar insightsor patternsin other storiesthat might be relevant;determinethe main argumentof [my]
piece;frame [my] work accordinglyin termsof this idea or problem;thenshowhow [my] story andits
analysismakea contributionto theory.

Also, by employingthe methodof narrativeunderanalysisl amtelling 6 a b dhe stody (Ellis
2004; Bochner& Riggs 2014). This requiresa reflexive examiningof the story using a tailor-
madetheoreticaframeworkthatfacilitatesthe extractionof salientthemesandconceptghatwill
point the story back towardsthe culture and societythat influencedand helpedcreateit. This
frameworkmust also help to analyzethe narrativeto answerthe researchquestions:how does
one considerthe trajectory of reimaginingthe self while living alone alongsideME and its
contestechatureandassortmenof challengesandmisgivings?Cansucha life be a goodlife? In

approachinghis task | makeuseof an original creativeframework,a narrativeand analytical
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devicewhich | callthed s t r @ g @ Ivrechis in turninfluencedby two existingframeworks,
Wi t k 014 dc o n d fadlitativerofstransformationat h a nagdeéhé Buddhistphilosophy
of four nobletruths.

The Struggle Cycle

Whenthereare no cultural scriptsavailablewe haveto createour own scriptsto producenarrativesthat
help us cut through the taboosand integrate these painful experiencesnto new and more complete
understandingsf ourselvesandour socialworlds(Davidman1997:514).

The StruggleCycle is an original conceptualframeworkwhich, as statedabove,| put to both
narrative and analyticaluses. It consistsof four stages(taking the form of four narrative
chapters)o depictthe trajectory and progressiorof changing/transforming/reimaginirg6 s e
from a situation of &trugglé through Gsurrended through éseeing@ to Ganctuar This cycle
facilitateseachnarrativeto be put underanalysisand the emergenthemesand conceptsto be
reviewedin the light of the literature.This original conceptuaframeworkwasinformedby two
otherframeworksandthe threewerefoundto work effectively asthreebraidedstrandswhich is

how theyarepresentedn theanalysis.

Wi t k Canditisns Facilitative of Transformative Change

This theoreticalframeworkwas devisedby ProfessorStanleyWitkin, University of Vermont,
who is co-founderof The Global Partnershipfor TransformativeSocial Work, which provides
supportfor 6t h i d k f h ganderplofinguconventionapathwaysn socialsciencetheory

andpractice.

Witkin (2014)identifiesfour interrelated honexclusiveconditionsfacilitative of transformative
change.ln my narrativeunderanalysis,| threadeachof his four conditions (to be described
below) in sequencethrough the four stagesor chapters(struggle, surrender,seeing and
sanctuarypf my analysis.This helpsto provide aworkabletimeline andanalyticalmilieu within

which to reflexively examinethe progressivenature of the transformationof the self in the
narrative.It also helpsto identify and discussthe reasondor such change,and the directions

takenandtheinfluencesabsorbedn the procesf reimaginingthe self.
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The first condition facilitative of transformative change is that there needsto be some
dGnducemento changethat is strongerthanthe inclination to maintainthe statusquo.....change
generatesuncertainty.....[the] sense making templates that provide a sense of stability,
predictability and understandindo our lives.....arenot easyto give upd (Witkin 2014:309). |
suggestthat this condition resonateswith Chapter4, 6 St r utbeffitsteid a cycle of four
chaptersin my narrative:things are not working as they are, changemust be a consideration.

This isfurtherexploredanddiscussedn Chapte8,6 St r-unglegd real.y si s 0

SecondlyWitkin stateghat@hereis anawarenessghat certainassumptionsheliefs,perceptions,
or understandingsgreconnectedo thetroubling stateof a f f ahatit sa6he difficult to let go
of assumptionand beliefsthat serveusin variousw a y anilthat deliefsbecomemanifestin
a c t i(Witkird 2014: 310). This correspondswith Chapter5, 6 S u r r, egitdfacititaies an
analysisof the beliefs and assumptionghat have not servedwell to dateand may needto be
surrenderedby the existing selfin orderto allow anewselfto emergeThisis exploredfurtherin

Chapte©,6 Sur rundedheral.ysi s 0

Wi t k third dosditionfacilitative of transformativechangedsithe recognitionand availability
of aconstructivealt e r n aAlternateve pdsitionscan thelp us makesenseout of situationsin
waysthat the previousonesdid not andthey enableusto movef o r w a(witkin 2014310).
This facilitatesthe 6 S e g innChapter6, that over time allows for the recognition of the
availability of other, constructive betterservingselves.This is exploredand analysedurtherin
Chapterl0.

Fourthly, Witkin proposeghe needfor social sugort. Role modelsor experiencedtherscan
facilitate the articulationof ideas,boostself-efficacy, allay fearsof isolationorfi c r a z amile s s 0,
provideliving proofthatfi i ¢ambed o n(&/ibkin 2014:311). This conceptof transformative
changecanbe seento correspondo Chapter7, 6 S a n c,tinuhatit yprovidesthe potentialto
examinethe needfor supportandrole models.l would addto theseb6 e x e m pgHatdacilgate ,

the self to constructlong term, more certainways of beingin the world, finding or creating
sanctuaryfor self andif desired,others.l explorethis furtherin Chapterll, &Sanctuaryunder

analysif (I alsocommentfurtheron exemplarism below.)

41



Although it is intendedthat Wi t k framewdrk of conditions that facilitate transformative
changemight meld with and help illuminate the stories of struggle, surrender,seeingand
sanctuaryit is importantto acknowledgethat this processcannotexactly take the form of a
linear, onedirectional trajectory. The nature of life and its living will never be that
straightforward.In essencehere will be some overlap and interconnectionand a sharing of
relevanciesandideasbetweenstagesand stories,but for the purposeof this analysisit is hoped
thatit will contributestructureandinsightandmakea significantcontributionto unravellingand

answeringheresearclguestions.

The Buddhist philosophy of the Four Noble Truths

The secondframeworkthat hasinfluencedthe presentatiorand analysisof the narrativein this

thesisis the Four Noble Truths, central to Buddhist philosophy. This philosophyfacilitates
changeat a deepand fundamentalevel of consciousnessyhich provesessentiato the process
of reimagininga self, asinvestigatedn this thesis.| wasinspiredto usethis frameworkby the

recentwork of sociologistJanineSchipper(2012),from whosework the descriptionbelow is

adapted.Schipper was herself influenced by the earlier work of the pioneering Buddhist
sociologistinge Bell (1979, 2004). Schipperexploredthe Four Noble Truthsin termsof their

potentialcontributionto sociologicaltheory. TheFourNoble Truthsare:

Thereis suffering(dukkha)
Thereis acauseof suffering.

Sufferingcancease.

A w P

Thereis a patththatleadsto thecessatiorof suffering.

The First Noble Truth, thereis suffering, correspondsvith my conceptof &trugglé Thereis
always suffering and strugglein life, we sufferin life when we experiencepain of some
description. That is the 6 f iarr srtofwsbffering. This also correspondswith Wi t k first 6 s
condition facilitative of transformativechange.The SecondNoble Truth statesthat thereis a
causefor suffering. The main conditionof sufferingis our attachmenor clinging to a perception

or ideathat is not in ouinterestsalongwith ourfearof changinghat perception odea. This is

knownasthe secondarrowof suffering,whichis optional. This correspondsvith my conceptof
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Gsurrended or surrenderinghe old in favour of the potentialfor a changeto somethingbetter,
which will not causeus suffering.It alsocorrespondsvith Wi t k secoiddsondition facilitative
of transformativechange.The third noble truth statesthat suffering can ceaseandthat through
an authenticspirit of inquiry we can 6 s ehewbour minds can createthe secondarrows of
suffering. This correspondsvith my conceptof 6 s e eandualgodwith Wi t k third éosidition
facilitative of transformativechange.The Fourth Noble Truth statesthat thereis a path that
leadsto the cessatiorof suffering,this is the Eightfold Noble Path. The Eightfold Noble Path,
suggestghat thereare prescribedways of beingin the world which supportthe pursuitof the
good life, and avoid afflicting harm on others. This correspondswith my fourth concept

0 San c andasowidt, h Whourttkkconditibsfacilitative of transformativeehange.

Finally, Buddhist philosophy emphasisesa movementaway from conceptualknowledgeto
embodiedknowledge(Pagis2010), which provescertral to the movementawayfrom6é st r ugg |l e 6

(suffering)to 6 s a n c¢ (hamsuffeying)asportrayedn thefinal theoreticaframework.

Emergent Themes

The principle themeswhich emergedwere: voluntary simplicity and authenticity,enoughness,
compassionharmlesdiving (ahimsa),reverenceor nature,reciprocalgratitudeand Zen mind.
Autoethnographys informed by a rangeof disciplinesfrom anthropologyto literature,and in
exploring the conceptsderived from putting the narrativesunderanalysis, my ontological
decisionsare alsoinformed by a variety of interdisciplinarydomains,suchas; phenomenology,
social psychology,ecopsychologyBuddhistphilosophy,literatureand poetry and exemplarism,
which is derived from virtue ethics (see below). The ontological contributionsof the other
disciplines to the narrativesunderanalysis is that they contribute to the sociological
interpretationof a6 d i s rbu ptge caherethiedeywerefew cultural scriptsavailable.In fact
postnodernthoughtpoints out that dverarchingmetanarrativeshroughwhich groupsof people
hadunderstod their lives no longere x i @av&an 1997:508). The researchquestionposed
in this thesis- how to reimaginea ¢ s diving dlonewith a chronig invisible, contestedliness-
resorateswith B u r {1888)inquiry into how peoplemakesenseof andrebuild their lives after
experiencinga major unanticipatd disruption of their biography. Such 6 di sr ugd i ons o
described by Davidman (1997: 509) as 6 e v etlmat shatterp e o p cudtudally derived
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expectationsof their life ¢ o u ris weriing and analysingan evocativeautoethnographyhat
describesand examinessuch a set of circumstancesthe methodschosenand describedare

conduciveto thenarrative productionf essentiahewidentities.

Exemplarism as a toolof inquiry

Thelack of availability of cultural scriptsthat might haveprovedusefulin my processof living
and copingwith ME led me to the conceptof exemplarism.I cameto value exemplarismas a
relevantconceptfor this thesisthrough the work of the contemporaryphilosopherlan Kidd
(2017,2018)on moral pathography(diverse and creative practices through which people
documentand describethe lived experiencesof illness). Kidd builds on Linda Zagz e b s
(2017a,2017b) pioneeringwork ExemplaristMoral Thinking to explore deviating from the
inferentialiststyle of moral reasoning(a processof argumentatiorin orderto persuade}o an
exemplariststyle, basedon encountersvith exemplarsAn exemplaris definedasa @ersonwho
exemplifiesor manifestsa moral quality, role, or evenwhole i w aof/l i toeadadvancedor
superlatived e g r(kidel @017: 330). One admiresan exemplarand is attractedto them and
seeksto emulatethe e x e mp Way of Ghenking and being for the reasons(moral) that the
exemplar thinks it or does it. Although exemplarist moral reasoning still involves
argumentationjt is é&sequentiallyand conceptuallysecondaryto the stagesof emulationand
e x p er (Kedh20¥:@31). The epistemologicatontributionof exemplarisnto this thesisis
thatit allows meto examinemy autoethnographinarrativesnot alonein termsof what! learned

but how | learnedit andwho might havetaughtor influencedme. A secondadvantages the

K i

0

nortrinferentialist style of persuasionwhich resonatesvith the6 s h o wersugpd e | of ann g 6

evocativeautoethnographyr hirdly, exemplarisnfacilitatesthe possibilityto exploreif moral or
virtue ethicscould contributeto answeringthe secondresearchgjuestion:In living alonewith a
chronic,invisible, contestedliness,is it still possibleto live agoodlife?

Reflexivity and rigour

Reflexivity, defined asdhat rich sociological practice of reflecting back upon ourselvesas
researchefs(Schipper2012: 222) permeatesny evocativeautoethnographioarrativesand the
iterative engagementequiredfor their subsequenanalysisand interpretation.l haveaimedto
write from the embodiedmindsetof autoethnographythat consistsof Gthical commitment,
methodological pluralism and reflexive self consciousness (Schipper 2012: 363). My
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autoethnographimethodologywasinformedby a relativist ontologyor onewhich subscribego
the subjectivenatureof truth, and how truth canevolve and change Similarly, by virtue of my
autoethnographiapproachmy epistemologyis emic. | haveembraced subjectiveapproacho
an in-depth qualitative inquiry into my own lived experienceof a phenomenonl am highly
visible in thework, bothastheresearcheandthe researchedr o this end,this thesisis reflexive.
Reflexivity as selFawarenes®r reflecting back on oneselfconstitutesthe very essenceof the
narrativeunderanalysissectionsof this thesis,wheresucho f i n @Grerevgatedandexamined.
The argumenbftenlevelledat autoethnographfrom the quantitativeresearctcampis that such
findings are not generalisableasthey are not generatedrom the samesourcesor resultdriven
nature of realist research.l assertthat the degree of reflexivity employedin my micro
sociologicalresearchcontributesto knowledgeby consideringthe édnacroand micro linkage$
(Laslett 1999: 392) necessaryor social change Autoethnographyhastremendougotentialfor
building sociologicalknowledgeby dappinginto uniquepersonakexperienceo illuminate those
small spaceswvhere understandindhas not yet reache@ (Wall 2016: 7) In conceptualisingny
studyin waysthat understandhat the foundationof my work is reliant on the studyof my self
(my lived experienceith the aim of bringing previouslysilencedperspectiveso the forefront,
it wasnecessaryhatmy autoethnography becritically reflexive selfi studyor narrativeinquiry,
systematically constructedand reviewedto allow for the findings of a 6 s i T @ lIste loe
transferableto similar contexts(Bochner2000). Autoethnographyis a method that makesit
possibleto studythe uniquelydeepandrich experienceof a singlelife which whenanalysedhas
socialrelevanceandutility (Vryan 2006). Finally, autoethnographprovidesan opportunityfor
areseacherto 6 wr tort ie g(Bllis 8997)or to write to highlight a socialinjustice.In this thesis

| write to highlightthe misunderstandinghat havebeenattachedo ME asa contestedliness.

It is difficult in this thesis to separatesuch reflexivity from the rigour relevant to
autoethnographer3hatrigour is onethat @bligesusto turn our lives insideandout andupside
down, to investigatewhatit meango be alived (Bochner2018:366). It requiresthe commitment
to belessconcernedaboutscientific gudgemen thandvhetherour work is useful,insightful or
meaningfulandto whomd (Bochner2000: 266). Meaningmakingis centralto autoethnography
with the desired outcomesbeing the alleviation of human suffering and social injustice.

Autoethnographersubscribeto scientific rigour and are not averseto its accompanying etic
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distancing, but they also advocatecreative, artistic representation®of lived experienceas
valuable research(Bochner2018). In moving beyond a narrow definition of methodological
rigour in this thesis, | have also aimed to producework that allows for nonhumansto be
broughtinto empiricaldiscourseandto Geschewcertaintyandto imagineandadvocatefor better
futures that we might lived (Bochner2018: 365).In producingan evocativeautoethnography
which is self reflexive, reflectiveandrigorous,l aimto fulfil B o ¢ h ncetari@®(2000).1 seekto
constructa structurally complex narrativethat rotatesbetweenpastand present,and that can
highlight the ordinarinesf life but alsothe emotionsandfeelingsinvolvedin copingwith| i f e 0 s
strugglesand challenges.| display myself on the page and allow myself to be honestand
vulnerable,authenticand emotionallycredible. | allow thingsto appearasthey are, contingent,
unfinished, ambivalentand subjectiveand | examinehow that is representedn the cultural
scripts.| presentand expressa dale of two selve® andrevealthe trajectorybetweenwho | was
to who I havebecomehow my life hasbeentransformedy tragedyor reimaginedbecausef it.

| want to be ethical in my portraying and move the readerdeadand hearb into their own

becoming andowardsactionandsocialjustice (Bochne000:270-271).

Ethical considerations

Ethical approvalfor the study was grantedby the Social ResearchEthics SubCommitteeat
MaynoothUniversity. In this thesisl understanavocativeautoethnographto be both an ethical
and moral venture(Bochner2018: 359). The evolving solitary natureof my life asportrayedin
my narrativescontributed to the fact that no individuals were exposedor compromisedin
anyway.While othercharactersappearn the narratives,| haveusedpseudonymsgisguisedor
obscuredpersonaldetailsand on occasioncreativelymodified attributessuchasage,genderand
family relationsto ensurethat no characterin the narrativecan be identified as corresponding
directly to any actualindividual. Any potential ethicalissuesaroundthe subjectof my divorce
did not ariseas,dueto a relapsein my iliness, | did not keepa journal in that timeframefrom
which to draw memoriesor write a narrative.ln embracinghighly sensitivetopics and by sel-
exposing weaknessesstruggles, ambiguity and physical and emotional issues, evocative
autoethnographein particularcanleavethemselvevulnerableas&he telling, reading,enacting
and listening of evocativeautoethnogramic inquiry, doesnot comee a s(§ntith 1999:277). It
canalsocomeat a personalprice for manyautoethnographeisut most,including this one, are

willing to payit. | preferto view writing this aubethnographidhesisas éa courageousact,
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requiring the patience persistencend resilienceto conveypainful memoriesand insightsover
t i me 0 ( &RegnngtwR017)

Conclusion

My researchnterestin ME stemsfrom having lived with the illnessfor sixteenyears.Having

identified a significantgap in the ME literature, where no autoethnographi@accountswere

detected) havechosento write an evocativeautoethnographiaccountof my lived experience
of the illness. Being both the researcheand the researchednforms both my ontological and

epistemological approaches.The existing biomedical and social research findings were

contestedandpessimistidn nature.ln oppositionto this | posedthe researchlguestionshow can

one imagine a 6 s elivifigbalone with a chronic, invisible, contestedillness? Can such a

reimaginedlife be considereda good life? In employingmy own journal entries,photographs
and poetry, | presentnarrativeaccountsthat capturemy lived experiencewith the illness from

20022018, with statedtimeframeabsenceslueto severeillness. This constitutesthe datafor

the evocativeautoethnographioarratives.Thesenarrativesare divided into four different time

and contentclassificationsor chapters,and put under analysiswhere the most prominentand

salientthemesand conceptsare extracted. The themesidentified include: voluntary simplicity

and authenticity, enoughnesscompassion,harmlessliving (ahimsa), reverencefor nature,
reciprocalgratitude and Zen mind. I then examine these themeswithin social scienceand

interdisciplinaryknowledgedomains(Buddhist psychology,ecopsychologyliterature)in order

to answemy researclguestions.
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CHAPTER 4

BTRUGGLEDG

ME anniversary

| am managinga seminarat the university.All the tutors whom| coordinateare in various
capacitiesresisting or opposingthe speaker,a psychologistwho has not researched her
audienceor hers u b j applicafion well. | did not book her, I would not have chosenher.
Eventuallyl get everyoneon the samepageand the seminaris completedsuccessfullyHenry
Kissengehimselfwouldhavebeenimpressed.

| amboth drained and in a strangend familiarway, fulfilled.

| navigatethe traffic and makethe near two hour journeyhometo the hills. Lately, | am never
quite sure what awaits me there. Exhausted] yearnedfor what | sometimegyet, a hug, a
cuppa,thefire lit, dinner sorted. This day, noneof that. Competingwith the soundof the TV, |

tried to debriefa little. | wastold in no uncertaintermsthat | wasa fool andthat | shouldhave
got the sevenhundredeuro the speakergot etc. etc. Coat still on, | satin the sitting room and
cried. Somethingnside me split open. Onceagain, pleasingeveryoneand pleasingno one. A
flu like illness beganto brew. Two morningslater | awokefeeling rotten with what | thought
wasflu but myneckwasvery stiff andfor a fleetingfew momentsny legswould not moveat all.

It morphedinto yet anotherchestinfection that three antibiotics did not shift and lingered for
weeks.Usuallyl couldpush through but this orfead meflattened.

A locumGP, a disinterestedut informedSouthAfrican man,wrote6 P ovedl F a t i ahthe
first of manysickcertsthat would after ayearread, ME.

| knewdeep dowreventhen that it wasME. In away| had beenexpectingt.

Todayis thesixteenthanniversaryof thatdate. Sixteeryears later Iremainsick.

In the beginning: the blur that is ME and keepinga record

The eventsof the first two yearsof ME, 20022004, are all merged,particularlyin terms of
journal entrieswith a lengthyand painful revelatoryprocessthat my marriagewas irrevocably
breakingdown.| hadnoidea Iwasassick asl was,beingtoo busytrying to havethe kind ofME
that did notinconvenience anyon€&or thefirst severaimonthsl could sleep most of thdayand
all of the night and| thoughtthatwasgoingto healme. As the symptomsbeganto manifestas
brain fog, pain, headachessensitivitiesandintolerancesand somedegreeof flu like symptoms
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daily, the ability to sleepor restleft me.| thoughtyearsof baddecisionssuchasoverwork, over
training, over ambition and over involvementin otherp e o p lives $iad burned me out and
mademe sick. | had causedthis. | was not unusedto hearingthat everythingwas my fault.
Consequently felt it was my responsibilityto fix it or find a way out. | researchedE to the
bestof my abilities given my severelyalteredcognitive abilities and subsequentlyput a regimen
of diet, exercise,treatmentsand herbs and supplementsn place. Nothing made much of a
difference.l was unableto go anywhere,the lights noisesand busynessof places!| found
painfully overwhelming.l was alsoalonea lot. | tried to quietenmy increasinglyworried and
frightenedmind by following a spiritual path and the Zen Buddhistmessagef 6 nroi n ahd

O pr ensoemetn t résonatedvitrgn@e, butl wasacompletenovice.

| survivedfinancially for the first year on adequatesick pay from work and my savings.The
secondyear and subsequently was reliant on disability paymentsfrom Social Welfare. | had
alwaysbeenthe main earnerand subscribeto the system By the endof thefirst yearit became
clearthat| wasnot goingto bein the morefortunatestatisticalcohortof ME patientswho regain
their former healthstatusandability. Thingsweregoingfrom badto worse.lt wasvery difficult
for me to havecompanyand| had becomesolatedin a marriagethatwasin the final andvery
difficult throesof implosion.| do not know whetherto blessor to blamethe Buddhistteachings
that kept me presentand kept me from losing my mind during those final few months.
Ironically, in the end| did lose my mind in Buddhisttermsi | lost my mind and cameto my
sensegndwas finallyable to trulyd s e e 6 .

The only ME tailored programmeavailabk in Ireland at thattime wasé r e vtelr esre@ney 6 .
womancamefrom the UK to the westof Ireland sporadicallyand saw ME patientsfor therapy
sessionsAt thetime if | wantedto go | hadto drive myselfthere,staythe night anddrive back.

| remembedriving to the secondsessiorandhavingto pull in half way thereto a hotel car park

and sleep on the backseabf my car for a few hours just sothat | could make it. | was
dangerouslyoutsidemy ability zonein everyway but | was desperatdor help. The6r ever s e
th e r amasjadorm of cognitive behaviouraltherapy.| was encouragedo rate my effort and
energyexpenditureand correlatedsymptomsand then considerthe wisdom of the choicesand
decisiond made.l kneweventhenthatyou couldnotthink or talk yourselfout of ME. However
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whatit did do for me wasto highlight the dysfunctionaldynamicof my relationshipand how I

would neverbeableto getwell within it.

On theway homefrom that session pulled my car over to the side of the roadandcriedfor an
hour into my then small brick of a mobile phoneand in betweensobs| endedmy 20 year
relationship.l was heartbrokerbut felt the beginningsof relief. The next dayto my surprisel

was handeda typed sheetof what householdbelongingsl shouldkeep. Five years and many
courtappearancdsater,| keptthehouse.

Theimpactof the ME cognitively meantthat | hadno real ability to reador write or retainnew
informationfor thefirst ten yearsof my illness.| could not useor watchscreenswithout getting
migraines. Radio was sometimesa welcomedpossibility. | was light sensitiveand alwaysin
darkglassesMy memorywasvery poor andeverythinggot written on my calendaror it did not
happen However,eventhoughmy abilities were severelylimited, someof my old intellectual
curiosity persistedjf at a very differentlevel. Things seemedo emanatefrom my heartnow
rather than my head.| would write down observationsfrom outside and the feelings they

invoked, or capturesmall moments dbeautyin a photographShortpoemscameeasily.

It wasnot until 2007that| beganto keepa sporadicjournal againfor a coupleof years.| could
feel the daily strugglewaningalittl e. | wasfinding anewway of 6 b e iwithgn§ illnessandof
0 b e iinnthge World. After the divorcein early 2009 | becameill againand for the next five

yearsor so would find myselfin variousstagesof relapseandrespite.A lot of peoplereturned
into my life alsoin thoseyearsandthatwould proveto be physicallydifficult. | beganto build a
little farm andprovidingshelterfor my expandinglock would bethe mainwork of thoseyears.|

wrote the occasionapoemandtook photosbut | had no appetiteor ability to documentmuch.
My good friend Holly who was a successfulacademic,and herself going through divorce,
suggesteave makea radio documentaryboutour experiencesywhich we did laterthat year.We
subsequentlgo-wrote and publishedan autoethnographghapteron it a few yearslater. Both
experiencesvere momentousn their own way but | was once again dangerouslyoutsidemy

ability zoneandwould paytheprice.

Everythingseemedike onelong blurof illness.In 20141 begankeepinga journalagain.If | did

not keepsomekind of accountl found that | was completelyunawareof time or what stateof
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relapseor respitel wasin. Reconnectingvith the journalswasnot unrelatedo the reality that |
wasnow, in orderto not relapseso badlyandso frequently,havingto be a lot moresolitary. My
world wasto shrinkevenmore ofnecessityandwould mostlyconsistof the happening®f inside
my gate on my little property.l had known long yearsof struggle, had just recently found
shelterfor me and my animalsand now it seemedhat! would needto createsomekind of
safetyand sanctuaryin orderto be ableto staywell enoughto havesomeform of 6 g oloidf e 6 .

Thejournalsfrom 2014 intermittentlyto 2018 document tharocess.

Sitting Duck

| wasasitting duck.

tenyearsin America

andtenyearsin this house

trying to keepit paid

working in nursinghomes

teachingandfull time study.

| ranmarathons

droveahundred miles a dayr more
juggledmoneyworries
andanimplodingbabylessnarriage.

But | couldmakeit alright

if 1 justworkedmore

pushedharder

actedbraver.

Yea,t h aitti 6 s

focuson othersmore

give more

forgive more

believemore

andpaperthe everwideningcrackswith optimism
Until I justc o u | athymore.

| wasasitting duck

that justc o u | steindid anylonger
thathadno strengthleft to duckwhatwascoming.
Sol6 c ol Withapeadt hogeno*
andnevergotback up.

*PeggyMunson,Stricken(2000)
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Three Vignettes
1. The Neuropsychologist

| drive twenty milesto meetmy motherwho will thendrive meto a partof thecity thatld o n 6 t
know andthat | would not be able to negotiatesafelythesedays. The twenty miles is already
way pastmy ability but my motheris in her seventieandl w o na8kherto comeandgetmei t 6 s
just too much. | broughtthe packedlunch andthe thermosfor us both. Goingin anywherefor

lunchwould finish me.

My appointmenis for oneo @dock. Am | beingsqueezedn? We arrive at closeto one. It is a
generalhospitalbut it specialisesn Neurology. It is old, huge and teemingwith people. The
front deskis unoccupiedout signseverywhereremind us to usethe antisepticspraysprovided.
MRSA is a known problem there.We follow the signsto the NeuropsychologyDepartment
which turnsoutto be a portacabin En routemy stomachheavesasyellow toxic signssurrounda
public bathroomdoor from which the worst smell | haveever experiencecemanatesBy now |
am completelyout of my bodybut trying to focus. In the waiting room Mom suggestsve have
a cuppaand a sandwichwhile we are waiting. Thereis no one around,sheis starving. | just

wrapmy handsarounda cup of greentea.

A guy in his late thirties comesout to greetus, he is extremelyjocoseandinformal. He is the
neuropsychologist. go with him, bring my tea.He saidthathe hadhadmy charté w a | okveedr 6
earlierso he could readit beforel camebut someondook it back beforehe hadthe chanceso
why d i d Injistttell him my story in my own words...from the beginning. Really | think??
Fromthe fucking beginning?d am alreadyexhaustedrom just gettinghere,totally out of body,
vague,overwhelmedandvery closeto tears.Why d i dIjuétsaythat! would ratherif hewent
andgot the chart?Why? Becauseasusuall am on the back foot. Becausethe burdenof proof

andbeliefis firmly on me. Because mayb@ndl amdesperatenough)this guycanhelpme?
Sol gointo toteachemode.
| explain ME,whatit is, how it affectsme.

| explainmy careerpath,how | cannotwork.
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| remindhim nobodychooses MEasa career.

He asksmeaboutmy qualifications

| tell him | haveafirst classhonoursMastersDegree.

He becomedessjocose Jeansbackin his chair fingerslinked behindhis head full manspread.

A seres of neurologicaltestsfollow i overanh o u wadtls | am given a binderwith plastic
coveredsheetsfull of shapesand colours and diagrams. am to identify progressionsknow

whatcomesnext in asequencegraw shapesnsideothershapes.

Everythingmovesaroundthe pages My eyestwitch, | desperatelymeedhim to lower the lights.

Themigrainesstart,| think | amgoingto be sick.| domy best.

He testsmy memory.He readsshortparagraphs, amto repeatthem.| tell him | havenot been
ableto reador retaininformationsincel got sick. I listento him readhis tests.He asksme to
repeatthe first sentenceEverything hasfallen into what I call the black hole in my mind. |

suggesthe asks me questionsabout what he has read that perhapsl can recall that way? It

provesto be so. He readsme words, somequite cryptic and| am to explainthemor put them
into asentencel seenmto do quitewell.

Out ofnowherel startto cry.

Exhaustion...fromust gettingthere?....frontrying so hardto think anddo at his request?....from

the hostilityl do notimagine?
He asksmein passinghow | think I will be in five years?

| am alreadyeight yearsinto this iliness. | know the researchandthe statisticsandthey are not
stackedin my favour. | say, probablynot a lot different, | am realistic but that I managewell

andhave learnetb cope andl havealot to begratefulfor etc.

His face tells me that | have not given the right answer.He tells me there are holesin my
memorybut that | am not helpingmyself. | still havemyself on an academigedestathat| am

no longeron. | amaimingtoo high, | wantto read Dostoevskywhen| shouldbe readingthe
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Beanocomic. Why d o nl éeadhis favourite book TheCatcherin TheRye? He hasreadit eight

times.He givesmehis card| seehis nameandBScin Psychology.
Heis done.
| amcompletelyundone.

As my mothernegotiatecher way backinto the traffic shesaid the seemedike a nice guy and

very helpfula

Whenbhis reportcamebackto my GP | askedfor a copy.In alot of the memorystuff | hadtested
as remedial.In some of the languagestuff | was in the 90" percentile.l had told him that
everythingpreME was still accessibledo me dependingon my level of exhaustionbut that

everythingpostME | wasunableto retain.
His commento my answerregardingvhere Isawmyselfin five yearsread:

Her own mentalsetwith regardto her condition suggestghat shewill continueto experience
difficulties for up to the next five years.Shehasa view that her currentdifficulties will be life
lasting and that she knows herself throughher own researchand therapiesthat this is her life
from now on. It wasdifficult for the examinerto shift with regardto any of her expectationsand
certainly | am willing to meetwith her againto do some further assessmenor for further
counsellinghoweverat this point intime it maybe difficult to shift herexpectationgsregardso

hercurrentpositiord

It would be anotherfour years(twelve sincel gotsick) until I couldreadandretaininformation.

2. Socialwelfare and the medical examiner

In generalthe systemhasbeennothingbut kind to me. | think of how it would beif | wasstill
living in the Statesandsick with ME. | could not havesurvived.My experienceherewasthatif
you workedhardandpaid hardandticked all their boxesyou weresafe,for a while at least.But
there is no safety net there and a lot less compassion.Everyone | worked with, mostly

professionabeoplein hospitals,ownedhousesandtrucks and evenboats,but theywereall at
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any time, one paycheckaway from the street. They ascribed,in thosedayswhole eveningsto
balancingtheir checkbooks,havingto keepa constanteyeon their credit ratings,one strike and

youwereout. No,| would beliving in my caralongtime agoif | still lived there.

| neverthought! would evenneedsocial welfare.l had worked as a nursesolidly since my
training at seventeeruntil my mid-thirties. In orderto try and get out of nursingl availedof a
0 B atokd u ¢ aSchemawith the SocialWelfaresystemwhich gaveme a basicpaymentand
| could study and work parttime. | also qualified for help with the interestpaymenton my
mortgagewhich at the time was 15%, the rate is about 3% thesedays. So when | needed
disability paymentl was alreadyon boardwith my Community Welfare Officer. It neversat
easywith me goingto seehim in thevillage in the early years.He alwaysremindedme thathe
was only giving me what | was entitledto but | usedto haveto fight backthe tearsand often
broughtsmall homemadeifts whenappropriateHe was a profoundlykind and gentlemanand
whenheretiredmy dad,who is a lovely wood turner,turnedhim a walnutwood lamp for meto
give him. As it happened hadexactlyenoughpaymentsnadeto qualify for Invalidity Pension,
which | did not know but which Kevin appliedfor on my behalf. This meantthat| could benefit
from a householdackageavhich paid my telephondine rentaleverymonthandpaida portion of
my electricity bill. 1t also paid the television licence. Today after financial crashesand
recessiongnost of those benefits have either well decreasedr ceasedaltogetherbut | have
alwaysfelt financially supportedoy the State.| also havea medical card which entitlesme to
almosteverythingmedicalfree. | no longerhaveto submitanykind of medicalverification or

go anywhereo signon andmy weeklypayments paiddirectly into my bankaccount.

Overthe years,varying circumstanceand budgetchangeshavemeantthat | eitherdo or do not
geta full or partial extrapaymentasa Christmasbonus.For six winter monthsl get a weekly
fuel allowance.Thereare hardshipor exceptionalneedspaymentsavailablethroughthe health
board.In the early yearsl got help with a fridge anda washingmachine.Mostly | canmanage
and | neverpursuethings just becausd might be entitled but only out of severeneed.l have

alwaysbeenused to providindor myselfandothers,| haveneverbeenprovidedfor.

About two yearsinto my illness| wascalledbeforethe medicale x a mi pameltodnsnitor my
level of illnessand assessny suitability for work. | madeit to the first meetingmyself. | was

only recentlyseparatedThe doctorwasyoungandkind and| tried to explainmy situationbut |
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basicallyjust sobbed.The nursel remembeilocked the door as otherssat outsidewaiting. The
doctor apologisedfor having to 6 d rnzegn h e raaddthe nurselet me out a side door. The
secondmedicale x a mi meetingascouple of yearslater went much the sameminus the

sobbing.Thedoctor,anolderman,wasalsokind andwishedme well.

The third meetingl w a s well enoughto drive myselfto. My motherand sistermet me along
the way and drove me throughthe traffic. I, trueto form broughtthe picnic lunch andthe flask.
They were delightedwith the visit and went shoppingwhile | wentto the meeting.Becauseof
the planningandthe picnic andthe chattingandthe prospecbf morevisiting afterthe meeting,|
was tired but wired and completelyout of my body. This was very commonin thosedays. In
orderto achieveanythingout of the ordinaryl hadto pushvery hardand| overcompensatetty
acting way beyondmy ability. The doctor was cool and detachedand said he did not know
anything abouME andcould| tell him about it wentinto full lecturer modeandinformedhim
andhetickedafew thingson his page.Thenhe askedto examineme. | got up too quickly being
wired and he told me | had a very athleticbody. The examinationwas over. | left and a week
later | got a letter saying! wasfit for work and that my invalidity pensionwas cancelledof

immediateeffect.

The appealtook three months.In the meantime,l had to go every week to the Community
welfareofficer for a hardshippaymentchequewhich | could cashin the postoffice. | hadto get
testimoniallettersfrom my GP and any otherkind of charactemwitness could musterand put
togetheran appealportfolio of sorts.Finally | hadto go beforeanothermedicalexaminer.This
time my motherbrought,me as| wasa wreck. | satin the nextdoor Gardastationfor a while
before | evenrealisedthat | was sitting in the wrong building entirely. It was a humiliating
experienceBeing dependentbon the State,though grateful for it | find both humiliating and
humbling. Howeverbeing thoughtof as a possiblefraud or a malingererwas an unnecessary

burden. NobodychoosedME asa careerpath.

My biggestfearwhenl hearthep o s t mransk@ddingto a halt on the gravelat my gateis that
heis deliveringan appointmenfor the medicale x a mi board.If6l svasthis unwell, sick and
unablewith anyothercomparablerecognisableyuncontestedliness| would nothavethesefears.

But from my experiencesny fearsarenot unfounded.
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3.Catch 22

NOTE

In a2016studyconductedby ME ResearcltUK (www.meresearch.org.ykadultswith ME were
interviewedin aneffort to identify andprioritise some ofthe mainissues otoncernto thegroup.
Along with loss of identity and independenceanxiety aboutthe future and feeling invisible
socially,therespondentalsoidentified oftenbeingcaughtin aé C a 2 2aiamajortheme.

For monthsl agonisedover the shabbystateof the outsideof the house.The paint was faded.
At somepointswherethe animalsrubbedoff it, it wasdownto a greenwhich wastwo paintings
ago. The paint on the woodeneaveshad flaked off. Six yearsago my family had comedown
andstayedovernightandgivenit two coatsof the deeppurplethatis now looking in needof an
update.My family arewonderfulandtheir stayinvolved a lot of kindnessandlove and special
momentsbut it took me agesto recoverfrom it all. More thanthey everneededo know. Now,
on the tail end of this latestrelapse,l simply cannotimaginebeingablefor anyof that.6 That 6
would only be seenas normal stuff by a well person:hospitality, makingup beds,lots of extra
meals,chatting,sitting aroundat night socialising.All 6 t hweuldéhavebeenconsideredovely
in my old life, but totally beyondme now, nevermind trying to co-ordinateandé mi pebge
gettingup laddersandscaffoldsetc. My fundsdo not allow for payinga professionato do it or
paying a neighbourto do it, who will understandablgome only when and as they can which

will wearmedownentirelyas| neverknow from onedayto thenext how Iwill be.

| madesomeenquiriesaboutpaint andit needsa very deepbasefor the damsoncolour | had
beenconsideringasit would be a few shadegdeeperthanwhatis on it now andonly needone
coat. | do not know what madnessor determinationtook me to the local hardwarestore that
afternoonbut | walkedout of it carryingtwo 5 litre cansof paintandan extendableoller which

wasatotal cost of 135 euros.

Thesemorningswere sunnyby 6.30 am so the next morning | got up early and said | would
chancea bit of a wall and seejust how doableit all was.| threw down a couple of old drop
sheetsunderthe gablewall and movedthe car closeby andleft the hatchbackup so the dogs
couldsit in it. | hadforgottento buy aroller tray sol usedmyn e i g h lbleandepaitedcat,

Riley L o v eldligter tray. Thepaintwentonwell. Thehigh pointsof the gablewall took the
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fullest extensionof the roller plus me on a chairjumping up anddown. | madeit up 99% of the
way. It would not be necessaryo getto the other1% asit wasvery closein colour to the old
paint. A full hour later | hadthe whole wall done. Sometimeghe dogsgot too closeandgot a
bit of paint on them especiallythe pup Ely but all in all the four of themwere brilliant oncel
keptagoodeyeon theirwhereabouts.

| movedroundto the front of the housewhich was a smallerexpansebecausef the windows.
Again | did not haveto bethat particularbecausef the existingcolour. Thatis whatsavedme,
| did not haveto be constantlyon and off the chair with the cut in brushwhich burnsthe leg

musclesoff me. | finished the front, the porch was fiddly and then with cushionsunder my

kneesl did the baseboardsby brush.It was1.30and| hadthe shakesandconsideredhe couch
for a few hours. The dogsneededa snack,so | wentinside. | hadmy flask full asalwaysand
madeseveralmugsof greenteawhich wereso good, the quickestfix food | could rustle up for

myself was bananaand jam on spelt toast. My handswere so stiff 1 could hardly hold the

sandwichand it shook on the way up to my mouth.| was completelyhypo so | ate several
chocolatedigestive biscuits and drank the rest of the flask. | sat backin my rocker my legs
crossedunderme andmy eyesclosedandrocked,self soothinglike eithera babyor a demented
person,| wa s suéetvhich. The dogswere crashedout in the kitchenard it was silent except
for theticking clock. | waswreckedanda bit incredulousof what | hadalreadydone.The only

incentivethat lured me awayfrom the very strongpull of the couchwasthe notion or wasit the

dreamof gettingthe housecompletelypaintedso that | would not haveto think aboutit again
for years.

| went straight back out. The secondgable end was my biggest dread so | went for it
immediately.First | hadto pull out somebagsof coalandemptygascylindersandsweepyears
of dirt from the baseboardsre-homingcrittersas| went. | startedwith the extendedpole at the
highestpoint of the wall andme on the chair. The sunwasin my eyes.| startedto feel nauseous
and the extensionpole alreadyfelt ten times heavierthan beforeso it wobbledon and off the
wall asopposedo rolled. | hadto dig really deeplyso | just closedmy eyesandaimedhigh and
putin 20 minutesof hardship.lt wasthe 6 w adf mydcurrentmarathonand| knewit but | just
hadto pushthrough.The pole got stuckon the old satellitedishand| hadto jump up anddown

on the chair severaltimesto freeit. Eventuallythewall wasdone. | fed the animalsandsatin
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the gardenchair surveyingmy work. My neck and shoulderswere so soreand when | wentto
moveoneof the cylindersmy backwent out andthankfullyimmediatelybackin again.| started
to turn cold with the fear of whattomorrowmight be like or nextweekor nextmonth?1 would
haveonly myselfto blame.l am not a wet day out of one of the worstrelapsesn yearsand yet
look atwhat| wasdoing? But thisis all partof therelentlessME 6 ¢ a2 2d@#emma. Lastyear
| just could not face this task. This year| am sick of looking at how decrepit the househas
becomebut | cannotfacethe evenlessmanageablgrice or costof well meaningfamily help
nor the costof payingfor the wholejob to be doneor the fall out from havingstrangersround.
Sol takethe chanceandgo for it, go into thatdeepdeterminedninute by minuteZen placethat
sometimesnablesneto getthingsdone.But God s it hard?It remindsme of the hardtraining
runs | usedto do. The 12 miles of hill running, head down, pushing through pain and
breathlessnessometimesrepeatingmantrasjust to get to the top. The greatestreward was
finishing, standingtherewith your hands oryour hips grinningandthen latethose few moments
of deepesfulfiiment and pleasurewhen your exhaustedody sinks into the hot lavenderbath

andyou lie therereflectingon your achievemenandfeelingtruly part ofthe gameof life.

With onewall left to paint, the finish line is in sight. | could not stomacheavingit andhaving
to wake up to it tomorrow.l am very low on paint so | work that last bit of paint like you
w o u | behedetin the endl hadto do the lastbit of the baseboardvith theold paint.1d i d n 6t
care, only the sheepup the back hill would seeit. It also points out the damson,blueberry
richnessof the new paint.lt is seven thirtyn the evening.The donkeysareat their gateover the
road honkingfor their eveningbucketof feedandtreats.The hensneedto get supperandgo in
their run. Thereis very little cleanup for me to do. The paintroller headis almostbald andis
only good for burning, the brush | soak.| water the vegetablesin the tunnel and tend to
everyone.Theimmersiontankis on for a bath.By 8.301 wasdizzy andcold andhappyenough
to warm up mushroomsoupfrom the fridge andbanga coupleof potatowaffles underthe grill
and put themwith salt betweentwo slicesof bread.It wascrapandit wasdivine. | satin the
rockerwith the dogsaroundme anddrankseveralcupsof tea. It wasa little surreal.l could not
believel haddoneit and thatmore importantlyt wasé o v efeltdike | couldnottell anyone.l
knewtherewould beterrible paybackandhow couldl expectanyoneto understandndnot think

meirresponsible?
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An hourlater | wasin thefullest bathl hadhadin yearsas| am usuallyquite sparingof the hot
water. The only pleasureof the whole long day was thosefirst few momentswhen the warm
sudsywaterreachesall thoseplacesof pain that you ignore and overrideand deny. Relief and
mild triumph give way to silent laughter.Whateverhappensext, you madeit! Plusyou did it
on your own with aslittle hassleas possible ,peacefully,with not a word spokenandno sound
exceptfor the birds and the companyof watchingdogs. | rubbedarnicainto my dodgy back
andgot into bed. The moonshonein, Peggywas at my side. Sleepwas not an expectationput

sleepcame.

JOURNALS
28 May2007

Thealmostfull moon on
thetunnelmakesthe plastic
tautandtransparent.
Disheswait in thesink
besiderhubarbdefrosting pink.
| catchmy facein thelit window
it is high bonedclear
andexhausted.

31 July 2007

Todaywasa lovely s u mm elay anslnow | sit outsideon the old armchair.l canhearall the
machinerynoisesas farmerscatchup after all the rain. The animalshavehada greatday. The
babygoatssnoozedor hourson the grassin the sunshineThatis a new developmentor them
asthey usuallyreturnto their little basecamp. Last night | stoodoutsidelate and watchedthe
full moonappear! prayedout loud althoughthe wordsandthoughtsweredifficult to formulate,
but| felt the connectiorandthe gratitudeandthe awe.| hoped to raise thievel of my beingand
consciousnessom oneof endlesgdoingandstruggleto somethinghigher. Still | cannotrestbut
thereis a spacé& | do not mindlesslill it or if | canoverridemy conditionedmessage.
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Yesterdayl wentto visit my neighbourswith a gift for oneof their threegirls who is sick.Sheis
a beautifulchild, theyall arebut thereis somethingvery specialabouther. Shewasreadingthe
latestHarry Potterbook,| ¢ o u | help biuttwonderwhy which wasstupidof me, assheis only
expectedto live a few more weeks. There was such a senseof unreality about the whole
householdHer older sisterwas making spaghettiBologneseand kept handingher carrotslices.
The motherwas her usualkind of full-on self but | noticed her sendingfurtive glancesat her

preciousgirl with thescarfon herheadandthe brilliant smile.

(Afterword: | would beatthatbeautifulc h isWwake&within the month.)

13 August2007

Anotherbadflare up, | amdoingall the6 r i thihgs;€oup,fluid herbs. My joints arevery bad,

| goto bedfor awhile but cannotrest. It occurredto mewhile | wasthinking aboutmy 6 | and 6
trying to practicegratitudethat | might be a farmeror | might be a writer or I might not needto
beanything atll.

14 August2007

| know this summemeverreally got going but todayit feelslike it is definitely gone!Yes| have
a nastyheadand chestcold but it feel so Autumnalto me.Five fleeceparkasi | ¢ a nedet
remembetever needingthat manyclothesin Winter. | lit the stovereally early and alreadythe
kettleis boiling awayon it andthe housefeelsmore relaxedl havegottenso manywettingsout
bottle feedingthesebaby goatsand sheepseveraltimesa dayandit washardto dry everything
out. Thedogsarein the backkitchen,| havethemon newspaperandold towels. The worktop
is coveredwith feedingbottlesandlamlacmixed up in jugs for the nextfeed.Thefloor is taken
up with 25kg bagsof feed and basketsof turf andlogs and an array of bootsandjackets.Last
night asl satin my rocker| sawthe first smalltruck of logs goingdowntheroadi someonas
preparingfor Winter. It is a lovely feeling walking aroundmy little plot with a lamb andtwo

babygoatsandthreehensfollowing you. Pippy henis clocking so sheis in her new cleanbed
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with regularroom service,settingon threefertilised Bantumeggs.Blessher | &6sdy| haveas

muchchanceof hatchingthoseeggsasshedoes.

1 SeptembeR007

In presentmomentliving everythingis absolutelyfine but | have no certaintyaboutanything
now nor doesanythingseemworthwhile in the old familiar sense At the momentl do feel sad
andan unusualamountof self pity, consideringl d o nuéugllyfeel any. When| withdraw from
the old externalstriving, insteadof feeling relaxedor relievedl feel kind of lost. | amlostin that

place betweeattachmento the oldandthe newerconnectiorto somethingreater.

25 SeptembeR007

| amtouchedbyt o d aepdingin theZencalendardt takesalong time tounderstanchothingd
Thelittle prayerflags Mary sentme areon thewall, | sayd O mdani PadmeH u nfér eachone
of them. Thatlittle mantrasustainane andmy growing Buddhistpracticeis gentlerthanmy old
disciplineddrive. The powerof breakingout from within, versustrying to breakin from without.
Now it is timeto fill the bird feeders.

4 October2007

Todayis an Indian summerday. | hadto go to bedbetweenlOamand 1pm but then| wasable
to potteroutsidewith the animalsand put a bit of weathertreatmenton the side of a woodshed.
Yesterdaywas vet day with Flora, shehadto get her hornsdoneunderanaestheticlt should
havebeendonebeforel got her which would havebeeneasieron herbuttheguyd i ddo@.t
Margodoesnot havehorns.It wasatoughday, in andbacktwice to Tullow which is agoodtwo
hoursof driving altogetherl hadherin the hatchbaclof my little carandshewhingedthewhole
way home. | was totally undoneby the time shesettledfinally in her shedby 9.30 that night.
Shewasshiveringso | broughtherinto the spareroom and settledher besidethe radiatoron a

hot water bottle, all her little goatcurrentpoosflying out of her, and underthe sparebed.Her
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woundsbandagedand tied underher chin like anold | a d gcérfsShe hasalwaysbeenhigh
maintenancebut sheis devotedto me and canmakesoundshatarescarily human.On the way
homeyesterdayfrom picking her up we musthavelookeda sight. | pulledin off theroadto try
herwith a bottle to seeif it would calm herroaring. Therewe werefor all to see,herwith her
scarfunderher chin, mesitting in the hatchbackwith the door up feedingher a bottle. Looking
aroundme | noticedthis amazingappletree ladenwith yellow and gold applesandit suddenly
struckme thatit was Autumn, Fall time andit is so beautiful. As | madethe lastturn up to my
houseandsawall the coloursof the changingtreesagainstthe blue sky | thoughteventhrough
my feelingill andstressedndsad,it is justall sobeautiful. Whatwould | do without the anchor
of natureand Mother Earthto remind me that thereis alwaysjoy and sadnessbhirth and death,
beautyandchangelt is all partof it. Otherwiseall our promptswould comefrom the mediaand
corporateworlds, just trying to mould us or sell us something. Berniereally savedme last night.
| was vulnerableand sad on the phoneto her, bereftat coming up to being5 yearssick and
confusedabouthow | actuallyam andhow thingsmight panout. Shegentlytold meto put Flora

out into herhousethats h ebéfide. Exhausted, h a d theiwit left to seethat formyself.

21 October2007

| can hardly hold the pen after a few very difficult days. | am unablefor anything, spunout,
sore,scaryheadacheandnausealt is very hardnot to keepwonderinghow to makesenseof it
all, eventrying to make sometling 6 oift uging all the old redundantways of measurement.
Unusuallyfor me | have managedo keepaway from everyoneand everythingwhich actually
doestendto build me backup a bit. Whenl amthis low | can,at leastfor a while, let go of that

senseof dutytowardseveryone ana@verythingthatcanso easilydictate mylife.

Onthebackof that, lastnight, a beautiful,frosty, increasinglymoonlit night sawtroublewith the
deerlampers.Not unusuallyl caughtthem going pastmy housetowardsthe forestry, so | did
my usualand quickly switchedon the bright outsidelights and flashedthemwith my torch. A
coupleof hourslatertheir vehiclecrawledat a slow speedpastmy placeandlampedall around.
Thentheystoppedfor a while which wasa bit sinister,so | put the outsidelights backon, hung
out my kitchen window and flashedthem with my torch. They turnedtheir incredibly strong
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lampin my face.| cursedthemout of it, theyroaredback somethingunintelligible. | told them
thattheywerebadbastardsthat| hadtheir numberandthat| wascalling theGarda.Theylit me
up again,l held my lamp on thembeforetheyfinally took off slowly downthe road,eventually
turning right on to thelittle bridgein the valley right below my house.Thenthey sattherewith
their lamp blaring right up at me. | calledthe police in Baltinglassthe Gardawas familiar with
my locationandsaidhewould try andsenda carout, but to call themin futureandnotto engage

with thelampers.

| was awake a long time thinking about that. | am wrecked from going through this
intermittently, everywinter for yearsnow. The copswill neverget out herein time while the
lampersare flashingandif they getthe chance taking a shotfrom the road. Yet, | am so very
wearyfrom the ME paybackof it all. | rattle and shakeafterwardsbut not from fear. My voice
goesweak and my chestachesand my breathinggoesway down from the adrenalinefcortisol

releasel justfeel so loyal to theleerwhod o n 6 t chkahcapamlysedyfearinthel a mper s 0
lights.

| think thenexttime | amin Baltinglassl will gointo the GardaStation,explainit all andhandit

overto them.

28 October2007

The conceptof first world pain cameto metonightwhen| wasin the bath. | hadbeenwatching
a documentaryon anorexia.The youngwomanreally struggledwith self esteem self loathing
andpain. | thoughtof my own strugglesandbeingso sensitiveandhow | underminethaté p ai n 6
becauset seemgidiculouswhen| haveso muchin comparisorto thosestrugglingto survive

realpain in thedevelopingworld?

20 November2007

Up at 7am,l awakenedvith thatheavydreadfeelingthat! wish | did not have.lt isthaté h eve e

go againt h i thagn@ostlyis not true of life for me but at times| am sowiped yet wired that |
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amjust nottunedin. Therain is lashingdown andthe farmyardis onebig sludge. | needto sort
it out so as it is more manageableOf courseit is probablyas bad as it can get after this
incredibly wet seasonand yet | am managingso that is not so bad.If and when the budget
allows, | will probablyputdownafew slabsto walk on, andfencein thefront gardento keepthe
dogsclean.For now | mustmake thebestof thingsandmanagel haveneitherthe drive northe
resourceso makeit happenandit would makeme very sick. It is moreappropriateo focuson
the gratitudeversusthe striving as everyonehasbeenso generousowardsmy every material
needandthatneedcanso easilybecomeinsatiableif 1 do not keepaneyeon thosewho haveso

muchlessthanme.

23 November2007

What anight! It is 11pmandit looks like daylight. It is still and whitewith frost andcompletely
silent. The dark sky is sparklingwith stars.Nanis sleepingpeacefullyon thegroundoutsidenot
choosinghercosybed.Mu, afteradayinside,is puffed up surveyingit all from the high kitchen
windowledge. Thegoatsandhensaresilentin theirhousesinderglisteningroofs.

Earliertodaythe full moonpeepedip from behindthe backhill andforestryat about4.30pmi it
wasa vision. Nandid oneof heré d a n poersidgon all fours andchargingand headbutting
whoevergot in her path. Floragrabbedand chewedthe MBMA gold cardapplicationl hadjust
picked up from the mailbox, truly shegot more useout of it thenme! Exhaustedas| was and
eyestwitching with headached, still hadto be part of sucha glorious evening.The dogswere
happywith sticksalwaysaroundmy legs, me astheir centre.l amstill a bit of a mess,unableto
focus or get much togetherbut fundamentallyall is well. My animalsand their comfort and
happinesss at the centreof my daysandis the sourceof my contentmentnd that for now is

fine.

4 Decembel007

| havelots of errandsto do; stockingup on animalfeedsandsuppliesfor the house bill paying
but | cannotmanageany of it. | am lying herethinking this will be my 3 Christmasalone.
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Peopleoften say | was 6 g u t butd td like usingtheterm é mo | -¢ di 6ké& a little shell
creatureprizedoff arock, half deadandhalf alive. | haveno ideaonceagainhow I will manage
Christmason so many levels. Always the challengefor me is to do less,to keepit small, to

allow myselfto be humbleenoughto recognisehat justenoughcanbe plenty.

10 Decembef007

A fabulousblue, dry, cold daytodayat last, after a good spell of wind andrain, thathasleadto
too muchmuck, sludgeandfilthy animals,and a subsequentilthy house.l am a little worried
about the water pump, it keepsswitching off and not coming back on. It probably needsa
service,moremoney!Luckily | havea bit left from my birthdayfund so | will haveto prioritise
the pump along with the missingroof tile. | had a Radionics(energyhealing) treatmentthis
morning. | really hopethat it doesme somegood, it seemsto. Interestingthaté6 di sappoi nt e
cameup asanissue.l hada lovely momentwith Nan this evening.Shereally lookedat me and
thencameoverto me andallowedherselfto be stroked.Sheis here5 monthsnow. | madehera

cosybed forlying out on. Like all sheepsheloves to beout on acold dry night.

Mu waswith me mostof the morningwhen| wastrying to cleana bit. Shewasvery unsettled
andwas makingunusualchattynoisesbut would not go out asthe dogswereout. Shecameout
with me oncel putthe dogsin andtoileted outsideandthenlookedto go backin. Theyall have
their own personalitiesand preciouslives andeventhoughmostof themdid not geta greatstart

in life beforetheycameheretheytrust me andthat ismy privilege.

12 Decembe007

| cameto lie on the bed for a few restorativemoments.| haveto laugh at how the dogstiptoe
downto join me, Credenceyuick to claim the rug besidemy bed.Wei is happyto lie acrossthe
doorway.Whata journeyhe hascomefrom terrible anxietyandfear,to trustandrelaxationand
belonging.l almostcried yesterday wheihe camewhen| calledhim, earsbackbut laid downto
havehis skin treated.When he lies down to resthe lets out a big sigh and puts his headon his

paws,his waggingtail thumpingthe floor with happinessevenwhen| amtalking to Credence.
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In the kitchena largepot of rice is simmering,it is for them.| like this time of eveningwhenall
thework is doneandthe animalsaretuckedup, the cookingis overandthe houseis cosywhile
outsideis darkandcold. Thesedaysl am pushingthroughimmensetirednessandwearinessand
sorenesgust to try andkeepthingsticking over. We arein the mouthof Christmasand| survive
by lists and by keepinga very strict eye on my tiny budget.| have somethingvery small for
everyone] havestretchedt out well. But it is all without enthusiasnandit is the worst yearyet
in termsof creativity. Sometimesvhen| feel this sick andweak| wonderé wein did | lastfeel
like t h i WHatds the pattern?Is this just winter? Is it always this hard to hold the pen?
Everything merges,the whole timeline is such a blur. Yet thereis so much discovery. This
wearyangerthat hasplaguedme the last few weeksis subsiding.l definitely do betteralone. |
amthinking of PemaC h o d r éohnogbeds e athatiefinitely helpsmeasevely b o ddyatha
comesflashingin andout. Maybethattoo is why | like this time of evening.| fool myselfthat|
amsafe,l canwind down evenhideif necessarandit is oftennecessaryl d o nfeeltso empty

whenl can just bemptyherequietly.

29 DecembeR007

Thesedaysgo by so slowly. | am feeling so unwell yet I am lost without my chores.| literally
cannotrelax. Sadnes®ver Credencas welling up inside me. He is not well, he cannotsit and
seemdo bein alot of pain. | took him to Carolinethe vet who hasgiven him medicationand
will neuterhim nextweek.Sheis not surehow badthingsareyet. He wasso good,| fell in love
with him all overagain.l am undoneat the thoughtsof losing him. A big rat, bold asyou like
wasup on hisbacklegsin thehenruntoday. | blocked in all higunnelsin andout.

31 Decembel007

A rarevisit todaywith Eilis and Connie.Theyarethe two gentlestmostartistic soulsl know. |
was unusuallycandidwith themabouthow thingsarefor me andwhy | canrarelyvisit. It was
really weird for meto hearmyself beingso honest.The girls had only left whenmy neighbour
Kevin camein for a cuppathenmy otherneighbourLila came.Shefancieda hot whiskeyasit
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wasNew Y e a Ev@ and shestayedfor ages.| was out of my body from trying to facilitate
everyone but thingslike this seemto happenme, when| sayyesto one personit is a flood of
people.l was feeling drainedanda bit resentfulas| took careof the animalsin the dark. Next
thing a car was at the gate,my hearttotally sankbut it wasLila who haddriven 25 milesround
trip to get me Chinesefood with tofu asa surprise,andfor me to celebrateNew Yeaits evein

some small \ay.

4 January008

What a differencea few dayscan make?Beloved Credencedoesnot havecancerandis home
with me now afterhis surgerywith no greatill effects.Lyn thevet hadtakenhim homewith her
the night of his surgeryand he spentthat night sitting with her and her husband.Sheis so
understanding@nd respectfulof my situation.Now he is lying besideme heresnoringaway. A
coupleof daysago water startedsprayingout of the pipesin my hot press.| was waiting for
hoursfor someondo comeandfix it, in the endit wasnot anythingtoo major. Now everything
is fine with the waterandwith Credie.| heardtodayJohnO 6 D o n odgthsudelenly.What a
hugelossto the world. He hasbeensuchaninspirationanda comfortto me. Thereis very little
thatis truly worth worrying aboutin life but we all fall into the sameold stressrapsandyet we
canbegonein a secondandit is all overfor us.l amin a bit of troublewith my left arm. It is
really tight with burningpain, probablya fibromyalgiaflare up. My poorold bodyis packingin.
| give it solittle attention.lronically when| waswell andreally fit | wasreally into my body,

now it seemdike we haveabandone@&achother.

19 January008

It is avery stormymorning.|l havethe candlelit and | am sitting herethinking howit feelslike |
am constantlyswitched on and how it is impossiblefor me to ever get any real rest.| am
switched on yet thereis no power coming through. | read about people with ME who are
constantlyin bed, are they switchedoff? Everyday, | wake up beatenup yet woundup like a

toy. Only | know this.
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5 March2008

Yesterday,| gavea leftover dish of mashedpotatoeswith roastedgarlic to somevery delighted
hens.The dogsgot the bowl of steamedrusselssprouts the goatsgot the netbagof raw ones.
The turnip whosedestinywas to be creamedwith fresh nutmegnow sits in the scrapbucket.
Nauseamy currentcompanions only friendly with steamedroccoliandl am not too surehow
shewill fare with the yellow split peasoupbubblingawayin the crock pot. In a strangedream
lastnight, a hugecrackopenedup in the earth. | tried to pushit backtogetheragainapologising.
| realisedthat at somevery deeplevel | apologisetoo much. I am alwaysapologisingfor my
symptomsandtry to glossover them. | am sorry when | cannotabsorbwhat other peopleare
saying because am drained.l apologisewhen | am not well enoughto visit, sorry when |

c o u | vaashiny hairor 6 g dréssedu p et 6 n o r peapledonstantlytell me asthey yawn

repeatedlyandunapologeticallydown thephone how exhaustedheyare.

8 May2008

The gorseis scentingthe air. | stoodby a big yellow bushyesterdayandbreathedt in. It is my
favouritesmellin the world followed by the smell of my d o ghea@lsandthat big old bunchof
dried lavenderthat hangsin the polytunnel.l am sodonein from my recentflurry of activity; a
visitor, a trip for groceries,a few phonecalls and somechores Nothingto aé n o r peesdnd
but impossiblefor me. For suchan energyspendtherewill be paybackandit is now. My neck
is so stiff and sore, my throat and chestare sore and tightening. It is becomingincreasing
difficult to getafull breath.My voiceis awhisper.My limbs areleaden.The frontal headaches
are bad, my right eye twitchesall the time and it is hard for me to summonmy words. My

memoryhasleft thebuilding.

9 May2008

Somedays,it seemdike the furtheryou getfrom your old life, the easiert is to live with this or

like this. Thereis not so mucmeedfor explainingor needingothers to understand.
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10 May2008

CredenceaandWei-Paddysleptlate soup andat it very latefor usthismorning I d i dmirid is
the heavensiadopenedandl lay in bedlisteningto it. Feedingthe animalsin the warm soft rain
was lovely eventhoughwe all got soaked.Now inside, the window is openand the dogsare
licking themselvesdry. Flora is finally quiet, she stood in the open shed earlier crying and
complainingto me abouttherain. Thenshemadethe shortbolt for thetunnelandnow all is well
as the threebig girls and the henspotter aroundwhat hasbecometheir summerhouse.| just
heardthe soft thud of Mu the cat land on the studyfloor i now the boys whine at the kitchen
door asshestandstherehopingfor in. Outsidethe window two perfectsnails,antennaeip, are
makingtheir way overthe coalb a gh@nspsandbumps,it mustbe like a Himalayanexpedition
to them. Stasiais now down the ladder from the lay spot looking relieved and soundingit.
Yesterdayl hopedthe tirednesswould lift enoughso | could get over the hills for my organic
vegetablesln theendI nevergot there,afteranapl satin therockertrying to think how I could
manageuntil nextweekwith what | have.Yesterdayeveningl cookeda big shepherdlesspie
with lentils andmint peapureefor Mom and Dad who areto cometomorrow.Mu is now in the
kitchen.Shefacesthe two dogseasilyenoughnow althoughit still seemsacceptablen all sides
to havea fierce chasewhensheis outside.Shejust got up on the big old dresserand with her
claw removeda dog cookiefrom the wide mouthedjar. Shedroppedthe first oneandWei got it

gleefully, theywerelike a pair of scamartists.

As | write, someswallows dive splay winged pastthe window. It is like formation flying, a

twittering, aerodynamidisplay.

17 May2008

| workedmyselfinto awired state,way too manyvisits. It is soeasyto lose myinnerfocuswith
all this outer focus.This inner journey and trying to live by your idealsis quite a brave and
solitary experienceThis is possiblywhy the counsellingwork with Colum is so valuableasis
his gentlevalidation. As he saysthereis no validation6 o u h e  neuét constantlygive it to

myself. Thatcanbea challengewhenyou areconstantlyexhausted.
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5 June2008

| ¢ o u | sdvetiBetiny field mousein theend.Mu hadhim down inmy bedroom, shenusthave
broughthim in the window. It waslike Tom and Jerry, the mousewas up the side of presses
underthe futon, Mu one side me the other. Then he got into the unmadebed. | hadto pull all
the clothesoff andshakethem,Mu got him with herpaw, | yelled andgot him into a glasswith
my handover the top and put him out the window . He ran down the outsidewall anddownthe
shore,by thetime | got out to him he haddrowned.l shook;the poorlittle thing, suchneedless

suffering.

6 June2008

Thelmaand Louise hencametoday. Theyarein the composteiand havetheir own separateun
till they settle in abit. Theyaresotimid andafraidyet alreadytheymakelittle noiseswhenl talk

tothem. Wei andMargo,thetwo gentlestsouls on the platheckthem out.

8 June2008

The fox was hereagainthis morningat 5.15. He/shewas pacingup and down outsidethe run
scaringthe hens.| wasfeeling very low anywayandit took till about3pmttill 1 could function
with the nauseaso the henshadto stayin to be safe.Everytime the dogsbarkedl thoughtthe
fox wasback so | draggedmyself out and fixed up a safertemporaryrun for themto pick in.
That eveningl sawthreelittle deerjust standingat the back fencestaringat us. They had the
sweetestmostinnocentfacesand| felt theywereengagingme asif to saythankyou for taking
thedeadbabydeeroff theroadthe other dapndburyingit.

10 June2008

When Nan and the goatstry and comeinto the back kitchen Wei Paddygets upset.He will
pretendto bark a half-crossbarkandput F | o headgentlyin his mouth,thatis aboutasmean
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ashe canget. Evenin therescueplace,whenl sawhim beingattackedby strongerdogsheran
overto mewith his puncturedeg andlicked me. Whenhe first cameto me, he neededso many
treatmentsand bathsand earwashesand eventhoughhe was a nervouswreck, he nevergave
out. | love thatnow heis sohappyandfeelslovedandsecureandpartof somethingjt is his just

reward.

10July 2008

It is rainingoutside.l am sitting here inthe rockerlisteningto the birds. The dogsareherewith
me filthy and dozing.The cat is on the window. | am still in my pyjamas,| have had my
porridgebut am completelyout of it with exhaustionlt is probablypaybackfor trying to reada
little the last few days.| was alreadylow with lots of symptoms.l wastrying to think backto
uncovera patternto thisillness.Wasl like this lastsummertoo? | know | hadaroughwinter. It
is all so blurry, I canrememberso little in termsof time and details. My mind is all over the
place, replaying scenesfrom the past, worrying about survival, fretting about my losses,
confusedaboutthis awful illness. Sometimed do havesomeinsightand| think | am fine and
thingsareasthey6 s h d eild the spiritual sense More times| get bashedaroundin the wake
of everyonee | s ha@psningswith no direction of my own. Is that because still measure
successn termsof doing, accomplishinggiving, participating,earning?For yearsl dreamedof
0 st e pfipthemvo r lofdidng without commercialismor materialismto any greatextent. |
dreamedbf gettingto know my spirit, of beingin nature, maybecreatingsomethingvorthwhile.
| oftendreamedof living lightly, gentlyin the presencef animalsandof keepingthingssimple.
Mostly | havethosethingsnow, grantedl am aloneandill andunable.Yet when| canown all
of this | am fine. When | am with otherswho are different from me (andthat is pretty much
everybodythat | know) | beginstriving. Striving to be ableto do more,providemorei lots of
old ego stuff. | becomevery easilyinfluenced. | visualisemyself doing or becomingallsorts
again, losing my clarity and becomingvery ill again. Is the purposeto learn compassion,
especiallyself compassionSimoneWeil saysthat compassiordirectedtowardsoneselfis true
humility. Is the purposeto just let go andto haveno agendaof my own andto emptymyself of
self? Shouldl aspireto shineout joy, love and peace”But to shineit out surely you mustfirst

0 b ie Sothatotherscanjust withessyour lif e andconsidelit exemplaryor not. Becausef how
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things turned out, | am divorced with no children, | am without paying work, I am ill and

becaus®f thatillnesscan rarelyjjleavemy property.l amé b | #oreve§one | soef dushnvas.

25 August2008

| watchedDinah hentodayrepeatedlyseeingoff a magpiewho kept returningto pinchthe hen

food. Shewasso determinedshoulderdorward,headdownchargingintently at the magpie.

20 SeptembeR008

| am sitting herewith beetrootstainedfingers sippingantiviral herbs.Last night turnedinto a
very badnight with violent IBS. | endedup on the couchat 3.30am. Howeverit is a gorgeous
morning, blue and sunnythoughquite cool. The birds are singingaway. | havenot heardthem
singin ages.Theytoo mustlove this long awaitedfine weather.l lay thereearly this morning
staringat my bookshelvesand all the inspirationalspiritual booksthat have helpedme, and |
wonderedhow comel cannotlive more from that place?Instead,| seemto battle throughthe

worldsof form daily, andit really doesseemto wearmeout.
19 November2008

As | awakethis morningto anotherday of crushingheadachesacing mind, sorenessiredness
etc.,and| lamentwhat | am no longerableto do, | just needto think of lastn i g in¢reilible
starrysky andlet go, becausenoneof it really matters.Justlet go of all striving and planning,

becaus¢heuniversewill remembenoneof that,| amnot surdat evenrecognises.

Sitting on the doostep

light fading.

Birdsong

deerwhistle

catcompanion.

Nothingleft for meto achieve
just bepartof it all

| amonmy way

backnow

to Source.
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The missingyearsand anarrative gap (20092013).

As previously mentioned,after the difficulties of the divorce | relapsedbadly and with the
exceptionof photographsand poemsand somenotes,| did not keep a journal or much of a
recordof thaté mi s s @ atmpefi@me.As alsomentionedwith along spanninglinesssuchas
ME, time andthingscanso easilymergeinto onelong blur. However,| haveincludeda further
four vignettesand a poemhere,which arememoriesof eventswhich aretrue to this timeframe
anddescribeboth struggleandloss( @@t andCredencd andthe beginningof rethinkingor
reimagining struggle ( @uanimityd 0 Bscued 6 ¥ery Dayd. My predominantmemoriesof
that timeframeare of rescuingthe animalsand building the little farm, which overtime would

becomeakind of sanctuary.....fousall.

Court

Overafour yearperiodl wasscheduledor courtmanytimes.Becauseany jurisdictionwasrural
the familylaw courtssatfor two days thre¢gimesa yearmaximum. Thecaselists were hugeand
evenif you werelisted you could sit aroundall day andneverbe called. Often | found out just
before 5pm the previouseveningthatthe 6 o t die dhad@ot an adjournmenti anotherthree
monthwait. Becauseof the ME in particular,eachcourtvisit took daysto preparefor andweeks
to recoverfrom. My sisteralwaystook meandP wouldoftenbethereasattimeswereother very
supportivefriends.l would haveall my documentsvhich | hadgatheredand frequentlyupdated,
mostly of my own volition, in a wicker basketwhich wasreally heavy. By the end of the four
yearsits handleshad completelyworn. | wore a long black coatwith a silver angelbroachand
my hair pinnedup and alwayson my wrist either blue or orangeprayer beads.At times| of
necessitywithdrew completelyfrom the group conversatioraswe waited. | prayedthat | would
havethe strengthto just not passout from weaknessand that if | was calledto be heardmy
stresseaut brain would not completelyturn to fog. For my loyal supporterd alwaysbroughta
car picnic lunch of egg saladsandwichesand homemadeocky road. All | could ever swallow
was the greenteaas| tried to smile and hold on to what bit of dignity | could. In my wicker
basketwaseveryreceipt,statementletter and pieceof historythat| thoughtcould help my case.

My legal team were often quite dismissive of my 6 o vperre p a r e Yehaght®oronine
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appearancesaiter,whenmy casewasfinally heardit waseveryoneof thosepiecesof paperthat

ultimatelykepta roof over myhead.

Credence~ Soulmates

Throughall my strugglesmy older GermanShepherd Credencenever left my side.He was
always protective but since | becameill whereverl lay he lay, for hours and hours when
necessaryWhenthe sadnes®verwhelmedne and! 6slide downthewall intothe6 s i ttr iy 6 g
(yesit could be a yoga pose)he wastherein front of me staringhis wordlesslove. When my
secondshepheradameto usfrom dreadfulcircumstancesskeletal and aervous wreckmy older
dog was tolerant and when he finally realizedhe was hereto stay, beganto teachhim and
essentiallyraisedhim into the peacefulloyal creaturehe hasbecomeWhen| would comehome
from the many non-eventor adjournedcourt hearingsthosedogs were there for me, through
everyboutof illnesstheywerethere.Whenthe symptomsweresobadthatall | could do wassit
quietly in the rocker,often it wasenoughof a healingto just watchthem. It took almosta year
after the divorce settlementto get the housetransferrednto my sole name. It was mid-winter
and therewas a terrible snow. The postmanstruggledto deliver my mail and the paperwork
declaringme finally sole owner of the propertywas the last mail he could deliver to me for
weeks.Cr e d e Imps lead I=endeterioratingfast and that samenight as he ambleddown to
my bedroomwhere he always slept, his back legs went completelyand he neverstood again.
How he looked at me said everythingand next morningwith the help of wonderfulfriendsand
neighboursand 4-wheeldrives we got to the vets. My neighbourspoth big strongmen, carried
him to the first jeep, tearsrunning unashamedlydown their faces. Another jeep with another
neighbourin it awaitedus down in the valley. | feigned strengthand calmnessfor Credence.
Whenwe finally returnedwith his bodywrappedin his favourite quilt a third neighbourhacked
throughfrozengroundto lay him to restabovemy bedroomwindow. How | wishedthe ground
hadnot beenso cold for him. Thatnight | hadto pushon my heartwith my handto hold in the
painandjust let the overflow comeout my eyes.Surelythis wasthe lastthing to lose?Through
thedarknesof thatsnowywinter night | lay thereandthroughmy sobstried to let him go on his
final journey, unableto thank him enoughfor his unwaveringloyalty andreal actuallove. At

5.30ama ball of yellow light flew in andpastmy bedroomwindow. It wasoverin aninstant. |
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let myself believeit was him on his way. After a couple of weeksof grieving, real physical
grieving (wherehewould not eveneat) my youngershepherdVei-Paddysteppednto the breach
and continuesto do sotoday. | thoughtmy 20 yearrelationshipandall thatit entailedwasthe

stuff of soulmatesbut| wonderif weh u ma n s ovelaeditburselves?
Equanimity

It is awhile sincel tried atop up shop iHacketstownTherehadbeen snovat the weekendand
eventhoughit is now Marchit is too soonto let the suppliesdrop down too low. | havebeen
caughtlike thatin the early years.l w a s neéally well or steadyenoughto go but | neededo

getit donesol coulddropit energeticallyWhen| finally reachedhe storewith my list | tried

to coverall basedor anotherfew weeks.When| got to the checkout, | noticedthe large steel
shutterswere down on the windows and | wasthe only shopperin the place.The internethad
gonedown, andnothingcould function. | lookedat my full trolley crestfallen. The staff offered
to ring me whenit wasbackup, it might only be an hour or two? My face musthavesaidit all,

astheysaidthatif | had cashand could choosethe importantitemsfrom my shop,they could
checkme out usingthe calculatoron a mobile phone.Most thingsthat | hadin thetrolley were
importantbut | could not overwhelmtheir kindnessso | chosecarefully. Ironically, being just
usedto swiping the itemsthey did not know the pricesfor anything.| on the otherhandknew
the price for everythingi | havealwayshadto. | waslet out a sidedoor. | wasjust so pleased
thatl gotenoughthatl w o u | ldaweto think aboutit for awhile. Whenl got homel tendedthe
crittersandfinally gotto warmup somesoup.The spoonshookon its way from the bowl to my

mouth. The last bit of strengthleft me and| wasfreezingcold. The overridingfeelingwasone

of delightthat| madeit all happen.

My delightwasshortlived asfor thefirst time in all my yearshere,the toilet backedup whenl
flushedit. | rangEdgarasmy tankis on his land acrosshe little roadandhe hasthe diggerand
tankto emptyit. He is busylambingand calving and he suggestedhat | find the shorebehind
thebathroomando6 r b théough.My septictankis lostin anovergrownwildernessandwill not
be easyto find butif | am stuckhewill try andgetup in aweekor so. | dig aroundoutsideto
seeif | canlocatethe shore.lt is hardasa rock, thereare yearsof compactedstonechippings
anda layer of plasticto be dugthrough.It is entirely beyondme. | go overthe roadto seeif |

canfind thetank. Gloved,| pull at briarsandovergrowthfor anhour. Nothingis obviousbut it
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could be undera coupleof feet of earthby now. | am freezing.| rambleup the road with little
hopeof finding Harrywho | know is at afuneralin thevillage. Justas| getto his yard| hearhis
low whistle andthe familiar draggingsoundof his wellies. | could havecried. | told him my tale

of woei 0 s u rogetthe pitch fork andcomedownwith you andseewhatwe cand oh@ said.

We spendanotherhourdiggingfor the shore,Harry concentratingon onespotlooking for a pipe
to follow, me clearingthe overgrowth,the chippingsand the plastic with my shoveland my
hands.| rarelyaskGoddirectly for anythingever,but | wasjust solow andoverwhelmedand|
knew the trouble, work and worry that lay aheadif this could not be easily found now, so |
basicallybegged.

Nothing.

We went insideto try the flush again.Harry in his socks,plungered down my toilet bowl. It
was a vulnerablemoment,who knows what might surface?Theregoesthe very last bit of my
egol thought.We flushed,it workedfine

0 S mighthaveclearedn o widayrysaid.l couldnotbelieveit!

It was4 pm. Harry still had his fodderingto do beforehe setoff for the ten mile trip hometo
Aughrim. He often getsallift from his sonsincehe canno longerusehis quadbike. Now he will
havemissedany chanceof a lift andeventhoughhe oftenwalksit, | insistedon bringing him
home,which | did. | d i dmadagea dinnerthat night, nor did | flush the toilet againuntil five
the following morning. | just neededto sit therewith severalcupsof teaby the rangein the
belief that everythingwas okay, evenif it really wa s nl &ad managednot to indulge in

catastrophic thinkinghetrueenemyof equanimity.

All the plumbingseemedine andthe nextday| sawEdgaron theroadandgavehim someeggs
and said how reluctantl wasto havehadto botherhim during lambing. | managemostthings
myself. Over the yearsl havehadterrible problemswith my water. Yearsagomy well hit iron
andthe waterturneda milky coffee colour andwas unusable Neighbourswould comeandtry
andgetit going, | could bewithout waterfor weeks.The neighboursvho cameto helpandother
lads that they knew who cameto help, wo u | thke@ry moneydespitemy insistence,so

finding ways to thank them was difficult. It was often a prolongedand difficult dynamicas|
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would haveto hoveraroundthem outsidefor hoursasthey peereddown the well, offering tea,
running aroundfor things that might help. | would be cold and unwell and unablefor their
cigarettesmoke.None of them could countenancénow with eachpassinghour | was falling
deeperanddeepelinto negativehealthequity. Evennow, thoughl do havesomehelpto call on,
whensomethingdike the septictank goeswrong | haveto dig deepnot to remind myselfnot to
fall apart.It will all getsortedeventually,l canmanagel do not haveto go backphysicallyor
emotionallyto that very vulnerableplace of the past. Equanimity,in Buddhistterms,is the

steadyconsdousrealisationof r e a | trartsignéed must constantlyemindmyselfof it.
Like now.

The toilet backedup again.| dig aroundagainoutsideto seeif | could find that manholewith
the shore.No joy. | wonderedf Finnwasup with Harry ashe hadofferedto find it. Suchjoy to
seehis truckin theyardup there.He camedownawhile laterwith his little nephew,Ben,whois
four and had broughthis little plastic shovelto help. Finn who is a horseof a manwent at the
placewith a pickaxeandfound the shorein minutes.With all my hoursof digging | had only
beeninchesawayfrom it. The shoreis completelyfull. | haveGr e tclindneyrodsandwe
connectthemand Finn rods throughas far as he can but nothing changesThe sky turns black
andhail stonesbatterus. | haveto take Beninside.He is the gentlestittle soulwith blue plastic
Harry PotterglassesHe is afraid of the dogso | keepthemseparateWe look out the window at
Finn who is pick axing his way to the sourceof a pipe. Now it is chuckingdown big wet snow
flakes.Finn with long plasticlambingglovesfeelsdownthe manholei small bits of poohfloat
up. | apologiseawkwardly. | try and stay presentand out of my headwhich is busywriting a

horrormovie.

The snowstopsand | bring Ben out. | help Finn althoughwe are running out of options.The
wind picks up andit snowsagain.l put Ben in the woodshedsitting on a box with the door
closed heis still holding his plasticshovel.l tell Finn thatthereis nothingmorehe cando now.
He saysthat| mayneedArklow Jetto blow throughthe pipes,which costsabout300 euros.He
will comebacknextweekendandseewhat hecando. This isSunday.l give Benhis own boxof
chocolatebiscuits,heis charmed At the gatel give Finn eggsand50 euros.He argues| insist.
Out of nowherethe squallendsandthe suncomesout. Finn hopsthe fenceontoE d g sdandio

davea quick shuftyto seeif | canspotthes e p.tl standin the roadwith the very datedhouse
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planstrying to figurethem out,Benholdsmy hand.l amfrozento thebone, it is 2.30Finn came
down at noon.As if sentby the Gods,Edgardrivesup in the jeepto checkthe sheep.He hops
the fencebut thereis no evidenceof the tank. It is agreedthat he will comein a few days,as
soonashe cangeta breakin betweenlambing,anddig to find andemptythe septictank. Two

trucksandtwo anda half mendrive away.

| comeinsideto the heatjust in time, everythinggoesa bit numband| feel faint. The wind and
thesnowareback.Thed o n k @oprblew overjust beforeFinn cameandtheygot spookedand
w o u | gomarkin sol hadto closethemout of it. | go backup with their feedandclosethem
in, it is hardnow to standup in the wind. In the kitthenmy laptopandjournalssit untouched|
had setasideyesterdayandtodayto type. All | canmanageis to light the woodstove closeall
the crittersin earlyasit is still snowingandroasta few potatoeso go with somefreezerfood.
Sitting by the stovewith a plate of food and the dogs stretchedaroundme | contemplatedhe
natureof so-called progress.I could n éhbpa few daysago becauseghe s t o interGeswas
down. Whenindoor plumbing goesvrongit goeshorribly wrong. Whenthe powergoeswe can
do nothing. It makesme reconsiderthe virtues of a candleand a chambermot. What stressors
accompanyprogress?How free hasit really madeus? | am more self reliant than the average
woman but | am severelycompromised,more so by poor health thanby poor means,and
thereforelimited in my independencelf | cannotfind an easiersolution to living simply and
lightly, thenl mayjust haveto learnhow to carelessandlet go more.Somethingalongthelines

of ametaphysicathambeipot perhaps?

All theseyearsof illnesshaverubbeda lot of the shineoff my exterior. Yet everystrugglehas
led to learning,andsomeway of copingandthe constaniessonthatonealmostalwayssurvives.
Not alot really maters. Theinitial 6 h esair ntdsgibnsdo a mini crisis still needswork but that
is often contingenton how low my healthbaselines at the time. Unfortunatelyfor the last five
yearsor so it has beena pretty low placeto start coping from energetically.The Buddhist
egquanimitymessagef not beingbouncedaroundby your thoughtshastaughtme a lot. Before
thetoilet blockedl waso f i afterid hlockedl wasd n b it nWhénl thoughtthe problemwas
fixed | waso f i wherit,w a s acfuallyfixed | was6 n b t nEguanimityteacheaus to be

0 f ieither@vayandthis ismy constantearning. It seemd getplentyof occasiongo practice!
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A showersquallsup as| write this and| standup to let the dogsin. | seethe donkeysquietly
move towardsa fencefor shelter. They turn their arsesto the rain, put their earsback, lower

theireyesandlet it pass. Nowhat isequanimity.

It would be anothertwo weeksbeforethe septictank was fixed. The job asit turnedout was
alwaysgoingto be waybeyondthe kindness oabilities of Finn andhis shovelandrods.

The septictank provedto be illusive. Edgarwith his JCB digger dug trenchesaboutfour feet
deepacrossfrom my houseon his land. He eventuallyfound a pipe but it just lead into a
percolationarea.He phonedhe original builderwho he knewandhe saidthatit wason my land.
Egdarhad togetbackto his farm astwin lambswerecomingtwo headsogetheraccordingo his
wife andit would be anotherseveraldaysbeforehe could getback.l would haveto managewith
a bucketfor theloo anda basinfor a washfor anothemwhile. In preparatiorfor E d g aretudns

hadto takedown fencing so thdiggerandtankcould fit onmy land.

When eventuallyEdgardid returnwith the diggerit seemedo swallow up what was very wet
land. Without putting the podsdown underneattit, the diggerwould havesank.We locatedthe
tankfairly easily,aswe couldfollow theline of the percolationpipe from acrossheroad.It was
a hugeold fashionedank with a four foot wide cementlid thathadto be lifted by chainsby the
digger. Thetank wasfull. Edgarhadto leavewith the diggerto exchanget for the slurry tank,
the placegot cut up evenmore. | closedin all the animalsincluding the catsasthe opentank
was toxic and dangerousWhen the slurry tank returned,the suction pipe would not reachthe
septic.Anotherneighbourhad a longeroneand Edgarhadto go out againwith the tankandgo
getit andfit it. Finally, the tank was being emptied,howeverthe full shorestill would not go
down. It was way beyond Edgad sbility with the slurry tank but we deviseda methodto
suction out the pipeswhich requiredme to get a ladderand climb down into the tank, put a
deviceunderthe pipe andhold it while Edgarranthe tankandblew throughthe pipes.l heldon
to theladder,held on to the device,put up my hoodandturnedmy faceawayas sewagespewed

out of thepipeandinto thetank. Theshorewentdown. Thelid wentbackon. Sorted.

Edgarfinally agreedto let me pay him asthat was way over and aboveour usualneighbourly
barter.| had madehim two appletartswhich arehis favourite. When he finally manoeuvredis

way off my swampylandtherewasa wall of muck up againsthe henrun which jammedit shut
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andall the heavythreefeet pavingslabsl had madea patharoundthe land with, wereeitherup
on their sidesor brokenin half. | could not let it overwhelmme. Edgarhad donehis very best
for me. That eveningl had a small bath, flushedthe loo andfelt the beginningsof the shakes,

but mostlyl felt relief andgratitude.

It was shortlived. The next morningthe shorewas full again. That was whenmy equanimity
packedits bagandfled. It wasStP a t r Dag. k walkedup theroadto askDan,H a r rother s
sonwho is a builderwho | shouldcall or what | shoulddo next. His little kids hadtheir green
hatson andtheir facespaintedandwere headingoff to the local parade He said he would drop

down thenext dayto havealook. As| walked home] felt old andalone.

When Dan did comedown, he broughtlong turbo type rods and the shorecleared.As we ran
waterthroughit, it startedto fill slowly again.He said he would get back when he could and
would bring help as he thoughtit could be a collapsedpipe. When he did return severaldays
later with anotherguy, they dug out the pipe at the septicand could seethat it had cavedin.
Edgarcameup yet againwith the diggerandpulled out the offendingpipe. It wasdentedin the
middle from yearsof weightandwork. Thethreeladsworkedawayasif it wasnothingto them.
They would regularly throw kind supporive remarks my way, 6 t h der daav Orlagh,
(everythingis femalein the countryhere)s h egévé ybu no moretroublenow,t h attie énglof
i tldvasso gratefulandall attemptsat paymentwere refused,point blank. | will find another

wayto thankthem that will probablyncludeappletarts.

Theland remainschurnedup but driesallittle everyday. It shouldbotherme morethanit does.
Somehowit d 0 e seaemthatimportantwhenfull sewageserviceis restored After theyall left

anddarknessvasfalling, | thoughtl saw asmall shapatthe gatewith a suitcase.

Ah, it is my equanimityreturnechome.

Rescued

New animalshave comeover the last severalyears,mostly rescuedput who is rescuingwho?
Little Gracie,along hairedcollie-cross,wasdumpedin aforestat nine weeksold, weighingjust
four pounds. Now sheis happy,healthyandlookslike a dogfrom a Disneymovie. Zebulon,a
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Germanshepherdgup, wasthe only surviving pupin a litter that cameunexpectedhduring last
wi n tfierce@w.A dreamwasfulfilled whentwo donkeys,a mother,who would havebeen
bredyearin andyearout, cameto me lastHalloweenwith herthreeweekold son.| calledthem
ke andCorabethasa nod toTheWaltons.You could saythattheyarerescuedput thatsuggests
that| rescuedhemwhile really we rescueceachother. Besidesa non-bullying policy here,it is
a rule-less environment,mostly nonthierarchicaland peaceful. My dogs, though loving and
gentle,would defendand at night they becomemy ears.Whenlike me, you haveno particular
partner,no child or career,it is wonderfulto havesucha purposeand a causethatis valid and
worthwhile. A dear friend calls it my 6 little ministry in the mountaing | believe very few
spiritual teacherscomparewith the gentleteachingof animals.They havean amazingability to
forgive, to live in the presentto give love andto be ecstaticwith joy andto trust despitethe

hardshiptheyhavepreviouslyknown. Theyaretruly contentwith little.

Every Day

This is not astoryof sufferingor transcendence.
Everydayis quitean effort.

Thereis certainlack of ability

uncertainpain

andavarietyof symptoms.

Thatis all thereis to besaid about that.

Therearebillions of sentienbeings

way worseoff thanme.

Yesmy life thatl hadpainstakinglycreated
crashedandovertimeburned

but | unlike many of the otherbillions
hadoptions.

It is not for everybodyo seelife asagift.
Formanyunderstandably

that isanimpossibility.

Mostly I can

andit is from this placethat| chooseo live.

No?Not Buyingit?

Not hearingthetrumpets
or seeinglashinglights?
Thatis becausgherearenone.
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Everydayis quitean effort

Thereis certainlack of ability

uncertainpain

andavarietyof symptoms.

This is not astoryof sufferingor transcendence.
Mostly now
ljustd o n
omi nd

ot
0
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CHAPTER 5

(BURRENDERS

5 May2014

Sentencegylimpsescomeinto my headon a daily basis,hourly sometimesand| think theyare
lockedinto memorybut they are not. They could evenbe gonewithout a trace. It is no small
thing thatrecently,very recentlyl havecometo love the paceof my life, or shouldthatjust read
aso | i ThewaPm long lit dayshelp of course,no needfor a fire or fodderinganimals.The
donkeysareout to graze,lke sometimegearingaroundthe meadowwith his tiny shortgallop of
joy. The four new hensarewith me a full weekandareno troubleat all. In fact they are quite
devoted,comingto the soundof my voice which they alreadyknow meansfood. Junebugnade
herselfa tiny nestin the goathouseandlaid herfirst egg,sosmallit falls throughthe eggstand.
| broughtmy youngshepherdZeb to the lower trail with the bog holesfor swimming. Oneside
of the trail is alive with bright yellow, coconutgorsei easilyone of my favourite things about
beingin the world. He is fairly responsiveto commandsnow and if he doesattempta solo
missionhere-tracksquickly tomyr e f e whestée &nslafood reward.Thatwhistle hasbecome
agodsendasmy voice hashecomesoweak| could neverbeheard.l write thisin my polytunnel
andit is New Mexicanin its heat. The lower quarternearesthe door is fencedoff andthatis
wheremy big chairis andwherethe hensdozeor makedusthollows for baths.Every now and
thena sprayof bathdirt landson the page.The catbarelystirs. On the way backto the carfrom
thetrail | alreadyfelt the coststo my legsof the walk. Tonightif | wereto pressevenlightly on
them the pain would nauseatane. Silenceagain,the ride on mower thoughmore than a mile
awayasthe crow flies is finally switchedoff. Peacel am mostlyjust usedto the odd cry of a
displacedlamb andits mo t h éelldawed response Now, too, the chatterof swallows. They
havereturnedto the donkeyhouseand haverevampedheir nestwith muck and moss.Growing
up we had a holy water font shapedjust like it at the hall door and self blessingbefore any

departure wamandatory
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12-20June2014

Nan my ewe hasher headdown and her lungs are heaving.My good neighbourHarry cameto

look andsad goneumoniayou needBaetrolfrom thev e t Astrip to Baltinglass!l 6 alteadyso
tired andsoreandwasonly thereyesterdayut | flew in for it anywayandgaveher herfirst shot
subcutaneouslyl. blockedher in with palletsand feed and water buckets.Shewas a bit better
next morning, but weakso | kept herin. The goatswould not leave dMontana (their paddock)
without herandcried outsideherdoorwhenl| wasgiving hera second shot. At 7prRinn arrived
down with the tractor and very rickety trailer (you could seethe road throughit traveling). |

barely fitted in besideher sheis so enormouswith that fleece. As always, even turned half
upsidedown for shearing,Nan kept looking for me. | chattedawayto reassureher. Harry, as
alwayssays,0 J e GhussOrlagh,y o uh@aveto easebackonthe goodiess h ehdestimesthe
sizesheshouldbe!d | reply d know Harry i butif 1 d o ngivé her a gingernutcookie at night
s h epatimy backdoori nAkl Ibrodehomein the trailer with a shornandsubduedNan, nobody
sawmedotlavenderoil on thetiny nicks on her skin.

25-30June2014

Holly, SarahandRosewereall hereto visit within only daysof eachother.Holly washerefirst
for breakfast] madescrambledeggsandblueberrypancakesdatebreadand chocolatebeetroot
cake.As alwayssheis soinspiring and encouragingaboutthe 6 w o rl keaétlemon, blueberry
cakehomewith her.It wasa lovely visit with Sarah.It wassunnyandwe hada small walk over
with thedonkeysi 1 d i dfmdit hardat the time, but afterwardsaswith all threevisits | had
terrible paybacks.l had madehummusand spelt bread,and we had purple potatoesand salad
from the tunnel for dinner, with chick peaand bean cakes,plus chocolatebeetrootcake for
dessertl senta homemadebread and lemon pound cake, eggs and salad plants home with
Sarah,who really appreciatesmy cooking.Rosehad a lovely well deservedbreak here. She
cameladenwith tofu and little gifts from her holiday in Portugal (a gorgeouslittle Buddhist
tapestry. It wasthe hottestday of the yearyet,| ¢ o u | standéotbe outsidemuch. Roseloved
her dinner of caramelizedred onion and gruyerequichewith all the bits from the tunnel. She
alwayscooksfor everyoneelse.Shehadherwine andwas chattingaway. Sheinsisted(l never
would have eventhoughtl neededone) that we take a break from talking. Shewent into the

sittingroomandwas mortified that shiell asleepon my couch.I restedn therockingchairwith
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thedogsbut thenbeepbeep!!...Rheavasat the gatewith a bagof herhomegrownbroccoli. She
d i daodin thanKully. The eveningRoseleft | got threehugeblood blisterson the roof of
my mouth and the next day terrible IBS which lastedfor a coupleof days.1 ¢ o u | fdnotidént
andeverythingwentthroughme. My legsw o u | w©hovéiill eveningl wassolow anddrained.
| knew | had pushedit, mostlyto try to seea few specialpeople,asthe list was building and
building andthatis so drainingfor me as| neverknow how I am goingto manageit all? In a
few days my belovedgodmotherwho | h a d seénin sewen or eight yearswas going to be
passingthrougha nearbytown. My parentswould be with herandit would be a rare chanceto

seeher.| wassoflared up | wasincapableof makingthe decisionto go or not, thathappensne
all thetime. | wasin nodoubtthatl d i dfaebwell enoughto go, but | felt | shouldgo. When
would I getthe chanceagain?So | strategizedor a few days,bakedthe eveningbefore,pulled
vegetabledrom the tunnel and madea gift basketand cleanedmyself up a bit. | got parking
outsidethe venueandstoodfor 20 minutestrying to hold a parkingspotfor them,| wasout of

my body altogether,weak and shakingand | nearly causedtwo accidentsThe meetingwas
special,l laughedandjoked and actedlike it wasall no problem.That night wasraining and |

was so wrecked,| could hardly walk or eat.| hadto spendmostof the next two daysin bed.
Noneof this isunusualwhathit memostwas howworried | wasaboutmy parentsandauntwho
werein their eightiesandthe toll the travel andthe outing might take on them. Later that same
night my motherwent out to bridge andto meeta friend the next morning. My dadwentto his
club to work out the next morning. They would neverknow the toll it took on me as| never
would tell them. Anotherreminderof how ME is like nothingelse,and you go it completely
aloneoften makingonebaddecisionafter anotherfor all the right reasonsespeciallyif you live

aloneandthereis no onehereto protectyou from yourself.

25 July 2014

The weatherlately hasbeenreally hot anddry. My greatesttoncernis the donkeys,their little
streamis dry, it is cakedmud like a dessertSeveraltimesandin severaldifferentways| have
lugged/driven/carriedive litre cansof water (up to 18 in instalments)in orderto fill the half
blue barrel which the sevenbullocks alsoin the field, are drinking dry. | haveto wait till the

bullocks are not aroundand fill small metal bucketsin front of the donkeysand watch them
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drink it down in onelong draft. Today Harry helpedme (nothinglike a bit of gentle help) to

move thebarrelto another gateandl led thedonkeysup to showthem.

Larry broughtthe delivery of logstodayand| thoughtas| threwtheminto the shedin 27 degree
weatherwho elseis preparingfor winter?Who elseneedgo soearly?Larry tried my elderberry
syrup and poppedsomebaby carrotsfrom the tunnelinto his mouth, after giving thema quick
splashunderthe outsidetap.He isgoingto bring metopsoil but will only barterfor tomatoesot
money. The book Holly andl co-wrote a chapterin arrivedby courieri it is interestingto flick
throughit and feel pride howeverfleeting. Betweenmy inflamed/ locked jaw (no more long
phonechats)andlightning recentlyblowing up the TV satellitebox, | think the universemight

besaying 6 damother bitofv o r. k 6

8 August2014

Therain todayis very peacefuli everythingis burstingwith greeanessandseemsvery relaxed.
| am pleasedwvith my ideato fencein a patchof gardento containthe goats,sheepandchickens
more. | t €aleh lot of cleaningup and supervisionand maybegive me a little moretime to
focuson otherthings. | haveboughtall the postsand wire and Finn hasagreedto do it along
with seriouslycutting back old treesbeforethe Fall. | have put somemoneyby to pay him. |
am winding thingsdown in the polytunnel. A large crop of tomatoess just comingplus some
babysaladleavesbut theonionsandpotatoesareup andsaved. Thdwerbsarepottedandbesides
chillies and pepperstherei s mach elseleft. A load of topsoil and manurewill makea big
differenceto it for nextyearand! Okeepthe hensout. | havea shedfull of logsandonefull of
turf and a stackof coal nuggetsall collectedandstoredin dribs anddrabsall summer.lt is the
bestway for me to work both energeticallyand financially. Yesterdayandlastnightl wa s n 6 t
well at all, so leadenand soreand drained,all food going right throughme. Eventoday | am

slow andsoreandtired. Mind you, | did havealovely rest outside ifbetweerthe clouds.
29 August2014

It hasbeena few weekssincel havewritten. Last week Finn did the fencingand clearingover

two days. He isthirty two now, hewasninewhenl first camehere. Eachdayfor thelastcouple
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of weeksor so| setmyselfatargetof picking onepoundof blackberrieqfor the freezertill | 6 m
readyto makejelly) everydry day.| mostlypick in thedonkey$field with the dogswith meand
Ike and Corabethfollowing behind,moochingfor blackberriespnefor the bucket,onefor each

of their mouths!

| try andfill two bagsof well rotten manureanytimel canso | candragit downto the tunnel
later. Six big auberginedhiavegrownin the tunnelthis year,eachoneneedshe supportof anold
vegetablenet. Sevenmangosareripeningon the kitchenwindow ledge,theywill go in with the
blackberriego make jelly.Lots done,l know about iteveryevening.

10 October2014

Yesterdaywas a beautiful blue cool Autumn morning.l was doing my usual choresoutside
whenl spotted dlying antstrugglingin a waterbucketthat| was just about to emptgto the hot
ashesbucketto cool it. I thoughthow unfortunatethat creaturecould have been,how much
extrasufferingit could haveenduredt |h a d @ ® ¢ t it. ¢ teodghtof my headfilled with its
agendaandthe 6 t thausand h i ragdbodv noneof themwereasimportantasthe well-being
of thatlittle ant.

Trip to therain barrel.

A smallblackbeetle

is clingingto athin blade

of grass.

How longwereyouthere?

Did you hopethat!| would come?
Orwereyou justthere
clingingto a thinbladeof grass
whenl thought

| hadrescuedyou?

12 November2014

The weatherhasreally turned, it is so wet the placehasgonereally soft and muddy. Darkness
falls sofastandso earlynow. | amreadyfor bedby 9pm (old 20pm). All the winter achesand

painsarebackunbidden A newdimensionis the walks with the threedogs,havingWei, Peggy
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andGracieup theforestrytrails, it is lovely to bein thewoodsagain.| takeZeb separatelya lot

of the time, plus he mindsthe placewhich is his thing. Before ME | walked or ran thosetrails
mostdays,now gettingup thereis a rare event. The dogshavea blastand are no trouble. The
flow of the day hereis lovely. It seemsto entail lots of gettingwet and mucky as| muck out
animalhousesand emptyfires, feed andfodderstock,the dogsalwaysat my heels.But | enjoy
it andfind it very satisfying. | haveplotted, plannedand scrimpedand managedo get all the
necessaryepairsandprojectsdoneandthe suppliesin. It all workedout well andis timely asit

is gettingvery difficult to do anythingoverthe basicsat all now. Roadtrips andtownsanduvisits
are almostimpossiblenow betweensorenessand tirednessand brain fog. It is almostunsafe
now to drive muchfurtherthanthe nearesstorein Hacketstowrwhich is itself a ten mile round
trip. Still the gratitudepervadesall. Things are fundamentallygood for me. | am happythe
animalsarewell asaremy family (I probablyshouldhaveput themin the otherorder)and| can
managewell with my limited resourcesl am alwaysreviewingandrevisingand simplifying of

necessityandit doesmakethings easier.l havewithdrawn evenmore from eventrying to be
ableto do muchfor anyone.l try to managea little for everyonethroughthe year(birthdaysetc)
but this year! will not succumb(as| havein the past)to the madnes®f trying to do something
for everyoneat the sametime, Christmaswhen| find myself moving humblelittle gifts around
like chesspieces.That new resolutionis makingthiswi n t physiéaklownturna lot easierto

dealwith.

2 December014

It is an amazingblue, cold day. It takesa couple of hoursnow to do the litany of morning
choresespeciallyif it is rainingasit makessenseo only getwet once,put all your gearin front
of the stoveor straightinto the washingmachineif | 06 tnaly soaked.Beforel light the rangel
decideto takethe dogsfor arun up the trail. Wei Paddywas chargingaboutlike a two yearold
thoughhe is elevenanda long way off from a few monthsagowhen| nearlylost him to liver
diseaseHe is on food now thatis 70 eurosa bag! Lateras| sit writing this at the front of my
house,fully toggedout in hatsandcoas, Gr a c head® sn my knee,0 h deepesp | aase 6
Kerry Hardie writes. Little Peggyis inside my jacket. My handsare frozen but the wild birds

areflitting aboutthe treesandthenhensare huddledlike gossipsZebis up with the donkeys,
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him and ke arelike two dudes.Flora, my high maintenanceoat,who whineda lot at the cold
fog of thelastcoupleof days,is finally contentwith the sunon herfaceandthe hayfeederfor a
backrest. Thecold haspenetratedll my layersand bootsandwill rise me now for morewaiting

chores.

22 January015

The mountainsare coveredin snow. The groundis frozen solid as are the water buckets.Yet
thesunis outandat 1pm. | amsitting in the now torn tunnel,fully toggedout writing this. It is a
while sincel havewritten. | lost half the plasticin the tunnelto a badstormseveralnightsago.|
was out with the flashlight, fighting the wind so the dogs could havetheir last peebeforebed,
whenl noticeda hugerip in theroof of the tunnelandthe plasticblowing furiously. Soat 10pm
and with only a flashlight | had to dragthe twenty or so balesthat were now exposedto the
pelting sleet,down the tunnel to wheretherestill was shelter.Peggythoughtit was hilarious,
jumping from baleto bale.By 11pm| hadpinnedup atarp asbestl could and spentthe restof
the night awake, plotting and planninghow | could savemy hay and move it to dry storage.
Between8amand 2pm the next day | barrowedeachindividual baleto any spacel could find,
goathouse shedspumphouseetcandl left the damponeswrappedin thetarpin the dry endof
the tunnel. | was so drainedto beginwith and annoyed but as| sawthat betweenme andthe
barrow! could actuallymanaget all myself,| just gotinto thezoneandmade ithappengrateful
thatl wo u | lbse @t winter feed. The dogsthoughtit wasall greatfun but werewary of my
bad humour, but luckily | becameaware of it myself and becamemore upbeatas they ran
happily besidethe barrow.By 2pm just beforethe next bandof sleethit, the haywas savedand
storedandtheflapping plasticweighteddown. As oftenis the casel havenoidea howl actually
perseveredo getthatdone.Of courseas| write this | canaccountfor the payback but the great
thing was my backheld up. Besideme hereis little henMadge,all puffed up and heavingand
aloneherein my little 6 h & o s p | havel@&encarryingherbackandforth at night soshecan
sleepwith her sistersi Junebug,her pal has beenminding her. Even this morning Junebug
stayedin the doorwayof the henhouse turning backtowardsher until | tendedto Madge.l am
giving Madgesips by tiny syringeof electrolytefluids left over from We i |&ssiliness. | have
hadreal hasslewith the deerlampersagainthis winter, but finally the police aremoreon board
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andthey have encouragedne not to challengethem anymore(l had beenflashing them back

with my torchandshoutingatthemto quit). It is arelief to opt out otthata bit

2 February2015

Cloudsraceacross
abluesky.

A bird swoopdy.
Seedlingsstretchtowards
thesun.

A dogkicks in hissleep

| just sitandwatch.

| feel sovaguetodaythat| could not figure out the bootjack, which foot to lift whichto keepon
the ground! As | collectedthe eggslatertoday| leanedover the hay balesandthe warm smell
waslovely, somewherén betweertalc andtobacco.

15 April 2015

| made it dowrthe gorsetrail for ashort walk todayith Zeb. It is my first time out inawhile. |

amjust comingout of a few very baddaysof flare up. | got drainedlast week,thena ton of the
usualsymptomshit, IBS, migraines,no sleep,no appetite,lead limbed, back on the couchfor

hoursat atime waiting for a bit of strength.The only creativeability | havethesedaysis to write
from wherel am. Anne Tyler saysthat how shelives is whereshewrites from. | think of John
Mc Gahernpotteringabouton his farm, alwaysthinking. He only wrote a few sentences day.
His favourite daysverethe dayswhennothingmuchhappens.l sharehis sentiments.

9 June2015

| havenot written for severalweeksasthe migrainescamewith avengeancel, got newmedicine
from the doctor but it was really powerful stuff and you had to take it at the first hint of a

migraineandit hadloadsof risks. | just revertedto my safeold mild stuff that helpswith the
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nausedoo. It all wipesme out soit is swingsandroundaboutsl am alreadygettinglettuceand
rocket from the tunnel! Finn fencedin 6 Mo n t (tnengaad paddock)whereit fronts the road
with old palletslast week. | stainedthemdark andthey give me muchlongedfor extraprivacy.
All the hill walkerscould seein to my plot before,and| waswearyfrom all the small chatand
waving. | vaccinatedthree dogstoday and did the g o a feet. As | write this, thereis more
peckingat my wellies by Patsyand Annie hen.Theydo it whetherthe bootsareon meor at the
backstepi | think they might think the oatscomesout of them?Rosegaveme herold iphone,|
haveresistedall that screenstuff for solong asit kills my headanddrainsme but it is working
outgreatif 1 d o nusett to much.My introductionto Google! The donkeysarevery happyover
in the field. | ¢ a ngét to them so easilyor bring the dogsover asthereare a few cows with
calvesoverthereandtheychargedmetheotherday, | fell, buttheywereafterthe dogin orderto
protecttheir young. Little henPearldied, sheonly lingereda shorttime andis buried with the
restin 6 h e n Themed girls, who havebeensleepingin the old compos$ makerhavemastered
theart (I showedthemseveratimes)of goingup the plankinto the henhouseat dark. It is still a
race betweenme andthe magpiesfor the eggs,someyearsthey are really pushy.The weather
has beenvery mixed but parts of most days are pleasantenoughto potter aboutin shortsor
dungareespftentill after 9pm.All the beastdove it, andfor miles aroundyou seethemlaying
down, chewing. It really is so much easierfor themthanwinter, but they probablyd o nodet
think it like us. Acrossfrom me now Edgaris baling his first cut of silage.All day yesterdayit
lay in heapedrails drying, like hair waiting to be braided. Gretawas down for the weekendin
her holiday cottage shewaslooking for a homefor her old woodenshepherd shair. | happily

took it to putbesidethewoodstove, it looks like Bttle churchpew.
17 July 2015

| haveso gotteninto the way of living this life thatl sometimesl o nséeit anymore the magic
of it, the dreamcometrue. The manytiny momentsof beautyto be found in eachday. And
what of the humantendencyto strive for somethingover yearsandthennot really noticeit when
you getit? In truth, | noticemorethan! d o nnétice,and sometimed cannotactuallybelieve
my dream,a smallenoughone,actuallycametrue.| love beingoverwith the donkeysby myself
for a few minutesandlooking over at my little homesteadl getarare6 g | i @tpny lgedand

my heartis filled with gratitude. Eventhoughl havenot had muchof a breakphysically,| am
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constantlyawareof all the advantage®f the summerseason.The producethis yearis great.
The greenshadingbrassicaunnelthat | satoutsidefor two daysstitching togetherlike a fisher
woman, has worked out great for the broccoli and rainbow chard which are amazing.The
polytunnelhasproducedots of yellow zucchiniandthe deepespurplebeets.A coupleof days
ago|l harvestedhe little calendulapatchandlast nightin the full moonlight, | distilled the oil
from themfor my skin. I am over run with nettlesall roundthe plot, in Montanatheyareup to
my neck. | lookedup how I might removethemorganicallybut it involvesdigging up the roots

T nevergoingto happen!

7 August2015

| am sitting outside in sweatshirtand pants.The sun is hazy and the wind is trying to be
summeryfor Augustbut it is morelike early Fall. The polytunnelflaps a little too muchunder
its pressureNan the sheepis proppedagainstthe nearbywheelbarrowchewing. The goatgirls
hog the warm walls of the front of the house.Gracieis stretchedwith full view of the road.
Peggywatchesher belovedhenswho are preeningundermy bed sheetsdrying over the fence.
Across the fields E d w a rwihdsll is fairly flying it. | am re-readingRichardR o h The s
Naked Now. &Prayerhappenedand | wast h e (p.208).1t seemsand feels to me like these
momentsl find myself in are prayersi | have always sensedthat prayer is resonanceHe
suggeststhat non dualistic or nonpolarity thinking (as opposedto dualistic thinking where
somethingis eithergood or bad, right or wrong etc) is actually contemplativeseeing.The two
main pathsof transformatiorarelove andsuffering,they breakdown our egodefenses, crush our
dualthinking andopenus up to mystery.Theyarethe primary spiritual teachersppeningup the
mind spaceandthe heartspace Whenyou areinside of greatlove andgreatsufferingyou have
a strongerpossibility of surrenderingyour egocontrol, you arebeingled. Greatsufferingbrings
loss of control (one of the reasonswve struggleso much), things happenagainstyour will, you
learnto give up your defendedstate.Sufferingcan makeyou betterandcloseyou downor it can
softenyou and make you compassionatet takesyou to the edgeof your inner resolveswhere
you havenothingleft to lose.
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6 October2015

| sawCarafor alovely catchup visit in the farm shopyesterdayl waslow beforel wentandas
soonas| got homel turnedto cementand | am not much different this morning. Todayis my
13" anniversaryf ME. It dictateseverythingso | cannotignoreis asmuchas| mighttry. | live
alongsideit. Theremay be somefundamentatharge| 6 mmssingthatit requires.Lessdoing of
thewrongkind? My little life struggleglittle comparedo billions who are starvingor tortured)
confuseme. Whenl| try not to acknowledgehemando6 p | ooungddet sick, so | haveto self
obsessa little to stay well and on somesort of even keel. Going out gets overwhelmingly
difficult in thesecoming months,what with my own viral flare ups andthe risk of picking up
otherviruses.l 6tmging to haveit so thatl canstayverylocd for my suppliesand| will haveto

sayno to visits.

14 November2015

Days and days of terrible wind and rain requiresconstantfarming to keep everyonedry, but
thankfullyall is well. | am predictably tiredandsore,but onedayis really badandthenthe next
| canmanagel madeit to Baltinglassyesterdayfor the organichenfood anda few final winter
supplies.Last night turnedout to be a dreadfulnight for Pariswith a terroristattack,lives ended

soterribly.

| hadmadebeetrootchutneyto useup a glut, it is shiningjewel like out of its jarson the dresser.
Holly calledas| wasfinishing farming, sheremindedme of my commitmentto write theé wo r k 6 .
| waswaxinglyrical onthe notionof Mary Oliverd 8 t h o u & & andthe Buddhistnotion of
thed t thousand h i rHglly @mindedmeto do ten minutes!Tiny, purplefacedviolasthat|
hadgrownthendried, sit in the window grinning. Thewind hasbeenso strongthe lastfew days,
my chestand breathingare weak by eveningand my legs haveturnedto lead.l am so glad |
draggedthoseslabsup to the donkeyswhen| could, it givesthema dry placeto stand.Mu the
pusskeepscoming and scratchingat the kitchendoor as| write, shewantsme to comeand sit
with her on the couch.She has given up her summero g | a mip ithe tgndel in favour of
sleepingon my bedwith Peggy.Whenall the animalsare closedin | hadto sit andfinish this

outside.lt is almostdarknessexceptfor the redsand orangesand yellows of the skyline to the
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west. That beauty,in combinationwith the quietandthe dogsbesidemeis my ideaof sacredof
knowing for that momentthat you are here. | recognize, andam gratefulthat this is my reality
now - not beingavictim in aterroristattackin Paris,or not beingburiedundera mudslideon a

jademinelike in Burma todaywherethe pooresscratchout anexistence.

16 Decembef015

It is usuallypointlessbut I madean appointmenwith the GP. My symptomsarebadenoughto
go but mostlyl haveto putmyselfin the framewith thenew practicesincemy GP of manyyears
retired. My mouth (top right) hasbeenreally sore, it is hardto eator drink with the blisters. |
just checkedit out with the flashlight and it looks nasty.| have a lot of bone tenderness
especiallyin my faceandheadand| cannotput my elbowsdown on anything,fibromyalgiatime
again.My breathingis shallowandmy glandsare untouchableundermy armpits. Also, | hada
bad episodeof inflammatorybowel, with lingering abdominaltendernesshat lastedfor several
days.| havenot beento the shopsin tendays.When| amtired andvirus-eyit is too easyto be
crosswith the dogs, especiallyat Gr a c high itched, relentlessbarking at a distant deer.

Thankfully, | havelearned to bewareof it, it certainlyis nottheir fault.

18 Decembef015

The newd o c t afficebissthe brightestplacel have ever beenin. White paint, bright lights,
blaring radio. The chairsjust keepfilling up, the time saysl shouldbe next, | havethe second
appointmenbutit is almosttenandl d i davenhavebreakfasto be herefor ten pastnine. All
aroundme peoplearecoughingandsniffling, what is thisgoingto do to me? usethe medicated
handwaslagain.It is a biggershockto thesystemthenl hadanticipated The sensoryoverloadis
all the worse becausel am so physically low at the moment.When | hear of peoplebeing
0 h o u s ewith ME Gdtldink,lamé pr o p e u hifll@ .i dhagethelittle homefarm that
| can manageon my own terms and just had the house,then ME would limit me to being
houseboundThe new GP waskind. | had askedfor a womanthis time. Shewas only 30, the

sameageas my nieceand had onethin line of silver braceson her teeth. Shehad a beautiful
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largesquarediamondengagementing andgaveme a two-finger handshakevhen| extendedny
handin greeting.Sheaskedme a few leadingquestions.All the preparationgo get there,the
waiting, the sensoryassaultsand now her heavyperfumeandthe plug in air freshenewhenit
puffed out fragrancel leapwith the fright) meantl could notremembedatesor symptomsand|
hadto apologizeas| put my dark glasse®n asmy eyesbeganto twitch with a waiting migraine.
Shewas very understandingnd said o you havebeenthroughalot t h e hsaidl hadbut |
c o u | talkraboutit right now for fearof crying. Next questionwas,did | live alone?l saidthat
my marriagedid not survivetheillness. Shesaidthat thathappens lot with this sortof iliness.
Shecheckedmy mouth(which by now is way better)andgavea sharpintakeof breath.Thenshe
identified my painful lymph glands. Then funnily enoughas no phoneshad rung, excused
herselfsayingthe other GP needecher for a minute.Did sheneedto run me by anotherdoctor?
Whenshereturnedl saidit wasdifficult to explaineverythingespeciallywhenfor solong you
were not alwaysbelieved. Shesaid shehad a friend with ME who found going throughdental
schoolvery difficult. Sheaskedmeif | wasworking. Thesekinds of questionsare so surrealto
me.| answeredhat| hadjust begunreadingagaintwo yearsagoand| amlucky to make itin to
town hereoncea weekfor groceriesl saidl havelearnedio managehingswell but | wantedto
make myself known to them as my new GP serviceand just neededto know that medically
somebodyhad my back. | continuedemphaticallythat | was not depresse@nddid not tolerate
medicationwell. | left realizingthat | hadforgottento mentionmostof my symptomsand was
just so relievedthat shehada friendwith ME and that h a d lorakén down completely front
of herfrom the physicaltoll of it all. As | wasleavingshegaveme a full warm handshakenda
knowing look. Imagine,that for me would be considereda fairly successfulGP visit andstill, |
leavewith all thesymptomsd went in with largelyun-discussedndcertainlyun-helped.l had to
be mindful of that sadnessand vulnerability for the restof that day. It was hardto regainmy
peace.l did nat cook dinner. | wentto that placeof 6 h o v erviemyglife for a while. A
lovely, timely carepackagefrom Caraarrivedin the post. Shehad madea contributionon my

behalfto thedonkeysanctuaryl startedto recognizenyselfagain.
29 Decembef015

The cosyred chair | wasundecidedabouttaking from my neighbourhasbeenmovedaboutthe

kitchen,it is mostlyfor the dogsandtheylove it. | put my rockerbetweent andthe rangeand
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now my placeis startingto look like a little old | a d lyodss But they have alwaysbeenthe
placesthat resonatewith me the most. Molly, up the road would alwayssit by the range. She
would lean her house coatedarm on the warm edge of the Rayburn, kettle steaming, the
enormousBizzie Lizzie in the deepwindow, the colouredvinyl table cloth that was always
gettingthe swift wipe of aJ cloth.Ma g g kitehérsvasthe same, couchesmdchairsbeside the
rangein atiny squarekitchen,two cupboardsover and underthe sink that held everything.No
graniteworktopsor spotlighting or islandsbut both were placesyou felt the betterfor beingin.
It is exactlya yearsincewith Ho | legcbusagemerand belief, | openedup to the reality of
somekind of 6 w o rSkedevergivesup on me andalwaystriesto understandywhenit mustbe
very hardto understandas | d o noften fully understandmyself. Still, if it was not for her |
would not havewritten anythingdown and everythingwould just be a blur now. As this year

endsthed w o haktdérned intcanddearandsilentcompanion.

13 Januarp016

| realisel havenot written in weeks.| think it mustbe stormexhaustionye havehadsix storms
in six weeks.I struggledwith spot flooding aroundthe a n i mlaolséssparticularly in the
donkeyhousedue to the poor standardof the door. | madeit to Baltinglasson Januarys™ for
somehealthstoreprovisions,and Peggygot a muchneedecdhalf trim from the groomerslt was
only whenl wentto walk alongthe main street,l realisedhow weakandsorel was.| havebeen
sluggingthroughmuck and afraid of slipping for weeks,it was strangeto walk normally again.
Sometimesvhen| amin a flare up and ventureout in the car | panicthat thereis something
wrong with the power in the engineuntil | realize that althoughmy leg is pressingon the

acceleratorthereis no power immy leg!

| chancedhe dentistin the town on the 8", it wasa Fridaysoyoud o néetlan appointment)
thoughtl neededan x-ray as| waslosing the fight with nervepainin my top right tooth andit
was settingoff my alreadysorejaw. | endedup gettinga lot of work doneon the bottomright
andthetop right. | hadto getinjectionswhich locked my unhingedjaw andscaredooth me and
the dentist. He said he had neverseenanythinglike it andd i dkn@athow I managed! was

just so glad to have got it done on the day, holding up my strengthin anticipationof an
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appointmentike thatis draining. Therewas considerablgaybackandevennow it is tenderand
puffy. | waslucky my medical card coveredit, so somepain spared!l met Mom and Dad in

Aughrim for breakfastyesterday.l had not seenthem over Christmas.They are in fantastic
form. | wasnot well enoughto washmy hair etc but theywere justglad of a visit. | managedo

bring someveggiedishesl hadin the freezerthat| thoughttheymight enjoy andsomeeggsand
a sodabreadl hadmadeDad. | hadto be humbleenoughto admitthatthatwasthe bestl could
do, eventhoughthey deservedso muchmore. They both enjoyeda full Irish breakfastandthe
chatwas lovely eventhough| was pushingthroughfog. Dad leanedacrossthe table with 200
eurosandsaid| hadto acceptit, thatif he wasa youngermanhe would be down doing things
aroundthe placefor me. My vulnerability got the betterof me and| wobbled.| said| wished|

was not that daughterthe poor one and wishedthings were the otherway around.D a d dyes
filled up andhe saidl wasnot that daughterandthat | would do morewith 6 t fieav b o Ibhan
anyoneelse.Todayis a blue morningbut thereis anicy frost on the ground.l am completely
drainedbut managinghe basics.It is very cold so the rangeis on from early. Dad andMom are
still on my mind sinceour visit. | getsousedto solittle contactor maybel forgetwhatit is to be
aroundsuchhumanlove? My love for themalmosthurtsmy heart.My prayerat night is always
a thank you, the only thing | everactuallyaskfor is that they will neverhaveto suffer or be

afraid.

10 February016

| am aboutto meet Rosein Aughrim. Carajust senta text to seeif | could meet later or
tomorrow morning?| have not seeneither of themin ages.My handsshake,my headraces.
Shouldl? Could I? That ME indecision,the Catch22 betweenwantingto and not really being

ableto.

24 February016

| did pushto seeboth Roseand Cara.Right afterwardsl camedown with aterrible flu which |

am slowly startingto recoverfrom. It was the worst one in many years,the nauseamadeit
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difficult to eator drink. My chestgot infectedand| wassoweakthatfor severaldays| dreaded
thelittle hill up to feedthe donkeys.Lastweek,for thefirst time in the 13 yearsof ME, | asked
for help with shopping.Rosebroughtdown my suppliesand had a breakfastvisit. It hastaken
disciplineto try to cook andeat (I still feel like neither)but | am gettingthereslowly. Thereis

only meto do it andno otherway backto betterhealth. For severaldaysl really wonderechow
| would managemuchlonger,but thengratefully, things startedto improve. | hada truly rotten
gunkfilled chestandif it wasnot for the old Chineseherbalantibioticsthat Helenhad sentme
from the States) would havebeen introuble.Antibiotics would havebeen ecrapshootandthen
therecoveryfromt h e nvésterdaywasmy belovedshepherdVei P a d dfigsttasniversaryof

his passingA yearsincehe waseuthanizedhis headin my lap by thelit stove. | misshim still.

It snowedall daybutdid not stick. Todayhoweverthe mountainsarewhite with snow,and it is

a calm sunnycold day. | sit all bundledup outsideto write this before4pm. The donkeysare
outsidepicking, the hensarelying down, birdssing. Althoughit is to be-2 degreesagaintonight
this is a welcomerespite.The placeis still a mucky messbut Springcannotbe too far off. The
sunis turning white and the temperaturaes droppingnow. It was so lovely to sit herewith the
dogsandwrite this to birdsongand bamboochimes. Therehavebeennine wind or rain storms
since Novenber. A lot of this winter was spent6 ¢ o pandhhgo p i enegythingwould stay
intact. | havelots to be grateful for evenif it totally requiredkeepingmy headdown and just
gettingthrough.A daylike todayremindsme of the otherside of why andhow | live here.lt is

the specialside of thingsandit fills meright backup. More thanany medicineor tonic or super
food, this fills my spirit and reignitesmy optimism. Nan standsright besideme as | write,

delightedwith a scratchon herhead.

6 March2016

Elijah Jack,06 E |cgntea coupleof daysago.Abe, the neighbourl got him from, poppedhim
overthe gateon a snowyday. A threemonthold GermanShepherdThis is the morningof his
secondday herebut it feelslike he belongs.Thereis thatimmediatebondtherebetweenus that
took somuchlonger withZeb becausef his personalityandthe difficult starthe hadin life. The
bondbetweenZeband| now is deepandheis beingwonderfulto Ely. The girls arefacing him
with curledlips andtermsand conditions,he takesno offence.l gavehim a muchneededath
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yesterdayand he evenlay down in it. | had wonderedat taking on anotherdog but he was
definitelytheright thing to do.

15 April 2016

| havejust recoveredrom a badback| earnedfrom trying to dig the dreadfulwinter muck from

the driveway last week and barrowit away. So stupid really and | paid big time, so much for

trying to savesomemoney.It mademe realizeyet againthe realitiesof the physicalwork here

andthe financial realitiesof whatis requiredto pay for help. As soonasmy backis strongerl

will try andgetthe spudsandonionsinto the tunnel. The carfailed the NCT, nothingtoo major.

The clockschangeda coupleof nightsago, it is bright until 8pm already.The birds are singing

away,| amstill feedingthem.l amstill in the winter habitof not cookingfor myselfuntil all the
animalsare in for the night. Earlier | madea pot of organic sweetpotato soup and a pot of
creamedcabbagewhich | will have with smokedtofu cutlets. | feel so much gratitude.
Yesterdayl could not get off the couch and get going till aroundfive, todayl coul dndt

accomplishmuchbut| wasableto beé i n i it abdthatésrsaftenhow it goes.
26-30 April 2016

The enormousforestry cutting machinefinally arrived today. Coillte had been preppingthe
forestryareason either sid®f my housefor weeks puttingin roadwaysandturnaboutsetc. | had
left severaimessagefor the Rangerregardingthe unidentifiedbirds of prey | hadseencarrying
largesticksin their beaksanddoinglots of diving andmakingé me w itypegaundsTheyeven
hoveredover the machine.l walked up to the driver and pointedthem out to him, and he said
@Jesud neversawthem,| will keepan eyeout for their n e sTheéRangerfinally cameon the
27", shesawthe birds and identified them as buzzardsand saidit was nestingseasonand she
would get on to the harvestingmanageitin Coillte. Of course,nothingseemedo be happening
on the buzzardé behalf so | walked along the edgeof all the forestryway up high with my
binoculars,looking for any signsof a nest,becausehe forestry peoplesaid they would work
around nestslherewasno sign of the Rangemakinga returnvisit. | found aspotl thoughtthey
seemedo be flying in andout of and| markedit with as t aamtéied found. It wasa freezing

cold day with blue sunin betweenhail and snow showers.l was way up the hill behindmy
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house up with the sheepandthe silence Jooking way downon my little plot which hasbeenmy
entireuniversefor solong now.| talkedto Helenon the phonein the Statesher holistic medical
supporthassavedme so manytimes.| seemto be solow for | d o nkdotw how long. It is all
sucha blur. HelensuggestedAshwagandaan adaptageniterbwhich | cangetonline. | made
anothervisit to the GP. She seemsto understandhat | am a positive type doing my bestto
managethis illness. Shewantsa thyroid blood test, she actually wantedme to startlow dose
thyroxin straightaway. | saidl would wait for the testresults.| took the rare stepof askingher
how shethoughtmy prognosismight go. She said at best, relapseand respite. She obviously
readmy notesandaskedif | wasdoinganyresearclor studyatthemoment? saidl hadfleeting
notionsandwas not giving up hope.Shekindly commentedhat becauseof my experienceand

my nursingbackground| would havealot to offer. Anothernudgefrom theuniverse?

11 May2016

It wasall goin the forestrytoday. The guyswith the chainsawsare here(Latvian guyswho live
in a caravanowned by their boss,just over the mountains) and by 7pm therew a s a tiee
standing.l could not bearto watch or listen. | felt a sadnesdor their loss of life, they were
probablythere thirty or forty years.Therewas an eerie stillnesstonight. The landscapds so
different. Now | feel evenmored h e ounof theh i IThe&adness feel for the treesreminds
me of Mary Beth in the Statesand how her healinggroup travelledto Alaskasomeyearsago
whenan ancienthardwood forestwas felled by loggers.They satfor nine daysand nine nights
grieving with the tree stumps.God, | could cry. | wonderat the guys heredriving thosehuge

machinesandall thatgrabbingandripping andstripping. Does itneversadderthem?

10 June2016

On the way to the supermarketarlier not far pastA b e farex somethingsmall on the road
caughtmy eyeby its smallmovementl stoppedlIt wasatiny rabbitandit wasvery badlyhurt,
sort of splayedin to theroad. It was missingan eye, its socketbleedingfreshly. | pickedit up

with a small plastic bag. One eye and one hip hadinjuries, and looked like they had been
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peckedat. It looked at me and was very warm. | soothedit and told it not to worry, and
positionedt ascomfortablyas| could hiddenin somelong grass,jnsidean old gateandcovered
it up, hopefullyto hideit from furtherbirds. Naturecanseemso cruel. | thoughtaboutendingits
life if it wassufferingandfrightenedbutit hadmovementandmaybewith all its reservesanda
bit of time and safetyit could have somekind of life. | felt that kind of shaky, sick sadness
inside,the nearcrying that seemdo affectmewhen| seesomelittle creaturesuffer, particularly
at the handsof humans.Somebodywasmostlikely goingtoo fastin a car,their mindsracingor
far away. A little further down the road anotherlittle rabbit was squasheac¢ompletelyinto the
road. It alwaysmakesme think thatwe the humansn our mad,metalmachinesaretheinvaders
of n a t uprivady;sgoing too far, too fast, often unnecessarilyWhy ¢ a nw@ just simplify?

Whyc a mwéadll just need lesandstayput more?

The blood testsstartedoff an interestingjourney. They did reveala slightly low thyroid but it
wasborderline.Again my GP wantedme to startthe thyroxinedrug. Whenl researched (and
it wascomplex,with T3 and T4 andantibodiesetc) therewasa casefor it beingautoimmunel
askedfor a retestandeventuallyit camebackresolved,it hadjust beenpartof a flare up. Once
you geton that medication,you rarely get off it. Onceagain,my nursingbackgroundchadsaved
me from a wrong move that could havebeenlengthyto get over. What aboutthoselost in the

ME wildernesswithout anymedicalbackground?

17 July 2016

Mo m®&a@" partyin mys i s hauseid Bublin wasa lovely succesgor herandall the family.
It wasin truth way beyondme and| paid a hugepricefor it. But who betterto paya pricefor? |
hadtried to cook andfreezefor the buffet any goodday | had and my contributionsturnedout
ok. | cameto hatethe cakel insistedon making. My own fault entirely. Nobody askedfor,
expectedr evennoticedthe five differentfrostings.A coupleof frostingslessandl might even
have managedto wash my hair which would have stoodto me better | d i d medize how
dreadfull lookeduntil | sawmyselfin a mirror, upstairsin mys i s thasedreally struggled
with thatand| just wantedto makea bolt for her front door and headfor thehills. It wasareal

wakeup call. Usuallyl could pull it out of thédbagandnot look sabad. | hadonly madeit asfar
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asthe communitythrift shop,andboughta dressfor the princely sum of four euroswhich just
lookedplain wrong on me. Also, the housewasfull of relativesl hadnot seensincel got sick
andaslovely astheywere, betweenthe noiseandtheir perfumes,] completelyshutdown and
shook.! hid it all with a smile but somethingnsideme broke.| hadnot mentionedto anyoneat
all thatl hadsubmittedmy PhD proposalust the weekbefore.It waslike a secretthat sustained

me, like averyearly,much longedor pregnancy.
29 SeptembeR016

A weekagol| made itfor a coupleof hoursto the 35" yearreunionof my hospitalnursinggroup.
| had nevergoneto any of the othersbut they hadtried to pick a placecloseto me andthey
d i dex@ettme to go for the dinner and the overnight, just breakfastthe next morning if |

could. | struggledwith it, butasmy dearfriend Una, thefirst of our groupto passon, wasa year
deadandhadalwayswantedmeto go, | went. The usualstrategizingensuedfrying to cleanup
andtravel etc. 6 N emae furnedout to be an hour ard forty minuteseachway! | am still in

touchwith four of the women.The only personin the remainingfive thatl had notseenin years
that| couldrelateto wasMaeve,who | hadbeenfriendly with whenwe bothlived in California.
Shestill lives there.Everyonesaid | looked and soundedike 6 mgld s e !l However,driving
home, utterly wrecked, the skin startedto blister and fall off the roof of my mouth. Things
deterioratedand| got a dreadfulsorethroat,rottenchestandall the usualsuspectsEmotionally,
| felt very openand vulnerable,thesewomenand | went way back and had very strong
connections.| had not revealedor had the chanceto revealto themwho | was now. I am not
suretheywereeveninterested.The chatseemedo be on the level of marriedchildren, pending
grandchildren holidays and husbandsetc. When | got home and had tendedthe animals| sat
with a cup of teaand calledtwo of the women| knew best. They spoketo me from their car
phones both going clothesshoppingwith their daughtersalready!| could not move. Should|

haveevengone?
| amremindedof aversefrom aNaomiNye poem

If theysay,6 Wshouldgett oget her 60
Say,6 Why ?

| t ndtshatyoud o rio¥ethemanymore.

Y o u &yingto remembesomething
tooimportantto forget.
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Trees. Themonastenpell attwilight.
Tell themyou havea newproject.
It will never befinished.

8 October2016

Forweeksandweeksin the middleto late partof thesummer, could getnothingdone.| started
to worry abouthow | would line thingsup for winter. | learneda very valuablelessonwhen,in

just afew long awaitedgooddaysl gotit all sorted easilgnough.

So, just becausd could not do it how andwhen | wanted,did not meanthat it did not all get
donein its own way. HannahH a u x w kobkis Season®f My Life and Daughterof the Dales
have calmedme a lot. She got by happily on much lessthat me and with a placeway more
remotethanmine. It hasbeena long wait for the SUSIfunding decision.A lot is riding onit as
any hopeof doingthe PhDis basedon gettingit. It becamea hugeissuea few weeksago,and|
hadbecomeway too attachedo it, so,| hadto let it go andgetin touchwith whatit would be

like to berefused. | knew fundamentallyhat! would beokay.

Newsof the SUSIfunding cameon the 4". Theywill paymy full feesandsomemaintenancel
shookwith excitementat the mailbox. | hadbeenwatchingandwaiting sinceJuly andcertainly
| hadthe postmanstalkedsinceSeptemberl would phonethe SUSIhotline almostdaily to see
wherel wasin their process! thoughtl hadanotherbit to wait sol truly hadno idea itwould be
therethatday. Whatjoy andrelief, | hadnot hadanythingso goodhappeno or for mein many
ayear.| could notwait to tell Holly, shewasmy first call. | just walkedaroundmy house head
up to the sky saying thankyou, thankyou. | wasseenandheardandsaid6 y dcs [bwasa bit
like the final divorce hearing. Over the last severalweeks| had to relearnd | e tgo and g
t r u s t hathbgadmeobsessedvith needingto know the outcome.Waiting and uncertainty
takesa hugetoll physicallyandenergeticallywith ME. None of it was helpedby this dreadful
dosel havehad sincethe nursingreunion. Trying to get readyfor winter over the last several
weeks,andfeeling the energydrainingandknowingwhatis comingphysicallywith the onsetof
badweather, yearnedto know if | would havethe whole new chapterthatis the PhDto carry
with me, to help me havea new dimensionto living. Underpinningeverythingis genuineand
permanengratitude.l think thatthatis the spiritual legacyfrom having known constantworry

andlack, andwhatit is to be overwhelmedandundermined.| havehadto havetherangegoing
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alot sincel got this dose.l seemto feel the cold increasingly.l am expectingtwo moretons of
turf and two of logs.| have also ordered400kgsof coal nuggetsand two gas cylinders and
kindling. A lot of my fundsgo on fuel butl needto staywarm to staywell. Whenl amthis low,

thecold literally frightensme.
23 Decembef016

| havenot written muchin weeks.The last severalweekshasbeenfilled with water struggles.
The pump packedin, | thoughtthe pipeshadfrozen. Thenafter the pumpwasreplacedandthe
waterwas still like coffee, it transpiredthat the backwash/filtersystemneededchanging.lIt all
wenton for weeks,waiting for plumbers,who gavedefinite appointmentand nevershowedup
or phonedback. In the meantimel had no water,andhadto buy it in andnot flush etc. It was
all so worrying and draining but | managed! hadto contactthe County Council aboutgrant
coverageandtheywerereally kind but | hadto paythe plumberandthenwhenl could submita
cleanwatertest, | could apply for a seventyfive percentrefund. | hadto pay out a thousand
euros,prettymuchthe only moneyl had.Now | haveto wait till after Christmagto getthe water
test donavhichis another 18@uros.Thenthe chimneystarted tdeak smokeso | had togetthat
done.Luckily Barry camethe nextdayso| did not haveto live without thefire for long. All the
guys that cameto help me were kind. Still the physical cost was only known to me; facial
migrainesjnflammatorybowel etc.| wastoo low to cook or eat,| would find myselfnoddingon

the couchin betweercaringfor theanimals.

| did my bestto rustleup a few gifts andbits for Christmagfor the family andfor theimmediate
neighbours.l had bakeda load of chocolatethings, pimpedthemup in plasticandribbonsand
deliveredthem.| checkedin with who | could by mail or by phone.Two days ago, SUSI
phonedto saytheyhadawardedmne maintenancenoneyin errorandl would needto payit back.
| am emotionallydrained,sick and weary but | try not to rain on everyonee | s @hfstmas
which seemsto be in full flight. Next year,will | be ableto disengageevenmore?!| certainly

hopeto be scengrosseih my work thatl canbe moretrueto myself.
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CHAPTER 6

BEEINGO

23 January017

It is midmorningand| am sitting outsidein the cool but sunnyweather.My legs aretired and
weakandheavyand| thoughtl would nevergetthe choresdoneso | could put themup on this
chair, which Peggynow shares.Of courseassoonasl| sit all the otherdogswantup on my lap
or to moochin my pocketfor a stick or a treat. My fingersaresoreto thetouchand| could not
getmuchsleeplast night with neckandshouldemervetype pain. Too muchtime spentwith the
compuer andtyping. | d i d spéakto anyonetrying to conserveenergyand stayin the work
zone.l havemadesomegroundwith the work lately but it takeseverythingl havegot andthen
some.| havedecidedit d o e geally matterbecausd am happyto do it anywayandno one
elseis really thatinterestedor impactedby if or how it affectsme so| amjust trying to stayin
my own laneandto adjust.Everythinghurtstodayand nobodyknows, nothing new therethen.
Still, and more importantly, peacepervadesthe plot as | sit here, dogs now stretched,Nan
rummagingat hay, Flora softly groaningin pleasurefrom her hay cushionedspotin Montana,
Margo chewingand looking out from the doorwayof her house.lke and Corabethare standing
ears back looking into the sun and Mu is under the trees bird watching. The birdsongis
beautiful. | havejust filled all their feeders.My latestcreationis an old twelve foot guttering

that sits amonthetrees. It feedsloadsof themespeciallythe biggerbirds.

| know the dogswould love a stretchin Edgad §eld but my legsw o nadldw it. | am chasing
the resultsof my water analysiswhich is delayingthe paperworkfor my grantto be paid out.
The houseinsurancerenewaljust landedin the post(they arereally kind to me in the brokers)
otherwisethankfully thereis nothingto drain my energyor my attention.I romancedhe notion
of askingMom and Dad to visit tomorrow as the weatheris kind at the momentfor themto
travelbut | cannotreallyimaginebeingableto do it or worse,how long it would takemeto pick

backup again, sd will haveto leaveit for now.

What a privilege this life is in so manyways evenwith all the physicalsymptomstoday,and |
havenot mentionedall of them. Still it is abeautifullife. | know only too well whatbig worries
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feel like so | know the absoluteblessingof having noneat the minute and am deeplygrateful.
Junebudghasjumpedup on to the old armchairthat the henslove so much. It is in the sunand
theylove to pick away at the old lining on its base.Now the birdsongis really loud! When|

think of the struggleof so manyhumansand nonhumansin the world today, | think I am quite
fortunate andf thereis apricetagattachedo living thisway, | must bewilling to payit.

11 February017

| havebeenmaking progresswith the work but | lost sometime with it becausef otherthings
going on and the resultantpaybacks.Money has beentight. If it wa s fobthe maintenance
grantmoneywhich hasto go backbut for the momentis acting agemporarycushion,| would be
wiped out now while waiting for the waterrefund. Toppingup the fuel, fodderandfeedtook my
last few bob. | havebeenvery resourcefularoundmy own needs,and good with my diet and
cookingwhich takesa lot of time andfocusbut you canstill eatwell for lessthatway. Today
was anothervery cold day with sleetshowersbut it is on thesetypesof daysin particularthat |
am most grateful for my setup herewhen everyonehasshelterand comfort. That hasbeena
long roadandprobablyat the heartof my daysfor the lastseveralyears.It givesmethe greatest
satisfactionaboveall elsethat everyoneon this little plot is dry andsafeandnot stressedAll is

well in my little world behindmy gate,in mylittte 6 d o mi ni on 6 .

| write this by two candlesin a warm kitchen. The rangehasbeenlit sincemidmorningbecause
of the cold. The dogsarein variousbedsaroundme. | haveeatena lovely dinnerof the vegan
meatlesdoaf, mashedpotatoesand creamedturnip that I have madein instalmentsbetween
yesterdayand today. | also managedo makea pot of vegetablesoup, a mangoand coconut
cake,a speltloaf and hummuswith olives, mostof which are alreadystashedn the freezerin

onepersonservings.

| havehadto checkout from mainstreanradio again. | had got backinto it againlisteningto
Trump andall his antics. It is hardto remainanywayhappyand fearlesswhenyou listen to all
the manmadesufferingin the world at the moment.When| reducethingsdown to what works
for me it is no surprise(if my guilty secret)that | take so much comfort from watchingthe
Waltons. For me comfortdemandsa certainamountof living inad s i ntpil red Belpsme
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get through. This is no great surprisel supposeas my iliness, and lack of belongingto the
0 ma i n s anyneoeerhésnudged me further that way. | think of GrandpaZeb (though
fictional, totally representativef that era)and his deeplove of natureandlack of ownershipof
anything material. His feet were on and of the earth. Evenin those Americandepressiorera
timeswhenyou still needednoneyfor taxesandcarsandelectricity, they hadthe meansandthe
time to providemostotherthingsfor themselvesl supposd d o ndétbo badlyfor thetimeswe
arein. | havenot boughtanythingbesidedood, fuel andfarm suppliesfor a few yearsnow and

it is thefinal yearof my mortgage.

Hopefully this yearl cangrow andpreservemore.| amgoingto useup all the seedd haveand
try and extendthe growing seasonand maybe put in somelong term soft fruits in the green
tunnel.Maybeafew morehenssol canshareandbartereggs?Suchthoughts to béavingwhen
it is cold andicy andwindy outsideandme wrecked!But | do think whenmy financial cushion
is depletedJike now whenthe waterrepairshascostme 1180 euros,how very hardit is to re-
accumulatemoney.l can managewell but it is hard to have anything left over to save for
contingenciessuch as repairsor vet bills etc. That is why | must always considerways to
conservaeandcutdownand simplifysol canputalittle by.

15 Februar®017

Theblistersarebadon my lips andin my mouth. My chestis so soreandmy armsareburning.
| am pushingthroughtirednessand painful legs. It is very hardto get backup afteran houron

the couchandtonsof greentea.lt is abadviral flare up. | try andtraceit back.lIs it from chores
in the cold wind, a brief trip to Hacketstownfor provisionsor a few consecutivedaysof hard
thinking and reading?l am drainedwhen | get backup andcranky. If 1 am this depletedl am
sure theanimalscanfeel it the sameway theycanfeel the authentidove from mewhenit comes
naturally. Try as| might to fake it when| am drainedandlow and lesspatientthey still know
but in true animal spirit, neverhold it againstyou. | hanganotherhay bagin the donkeyhouse
for the night andgive eachof thema rub undertheir headcollarsanda slice of bread.In front of

their housethe sky catchesmy eye, for that secondthe beautywas divine and in no needof

description. | lockedit into my memoryas shadesf grey andlavenderwith the smokefrom

108



my turf fire headingup to mingle. | thoughtof PabloNeruda,6 w h @dichsmokelearntof | y ? 0
The last two stragglerhenswere headinghome,Mu on the gateof the hen houseobserving.|
spoketo no onetoday, despitethe symptomsit was a peaceful,contentedday. The blistersare
throbbing. | had consideredoastingsomespudsthat needusing but it is saferwhen| am this
viral to stick to soft food in casel getthatdreadful6 g | tahsrs @ait isrice, broccoliandtofu

for dinnerandglory for it.
1 March2017

| havebeenat the booksit seemsconstantlyfor days,pushingthrough.l amrunningin andout
from stormsfarming, eatinganythingeasy,andshakingfrom the effort. Sometimed would look
down at myself in smelly clothes,at my muddy farming hands,dirt engrainedand embedded
undermy finger nails. | would not stopuntil | really hadto, pushingon to the next choreor the
next chapter.Short temperedat times from tirednessand unableto move, | would resentthe
shorttrek up to the donkeys.Finally finished outsidel would changewet trousersinto pyjamas,
finish my choresindoorsanddreamof a bowl of food anda flask of teathenpushon until 8 or
9pm. It canseema bit surreal,l neverthoughtbut alwayshoped| would find myselfat my table
with booksin the evening.l havefinally pushedthroughsomekind of old barriermoretowards
myselfnow and| havethe work to thankfor it. Todayl metHolly to returnareally usefulbook
shehadgot me. | wassowiped anda bit overawedby beingout andin companyor just unsure
of myselfthatl d o nthink | explainedmyselfverywell. | think it might bethat| haveforgotten
how to talk easilyas| am both quiet and alonefor so much of the time. The glassthroatthat

cameon so quicklyafterthe visit isclosingin on menow.

8-15March2017

It is aweeksincel metHolly. | havesnuffled,hacked blown andspatgreenphlegmsince,and
it hasturnedinto a really rottenflare up. | find myselfin gaspingparoxysmsof coughingwith

tearsrolling down my face,clutchingmy chest with thesorenesdNow aftera full weekof it, the
right side of my headhasto be held while coughingbecausef the pain. At one stagetherewas
blood in my nasalmucousand now my mouthis blisteredon the roof from the viral outbreak.

Heatcourseshroughmeandl wake up with no power imy handsor legs.Almost out ofcoping
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| talkedto Helenin the Statesandshethinksit could be from working so hard.Shebelievesthat
becausd havesuchlow Chi, whenl work thathard,| go into a severenegativebalance Sheis

rarelywrong.| will haveto try andfind anothemway.

| spentmost oftodaytrying to download théorm to apply to thehardshipfund atthe university.
| am soweak,andcrankyand| amfalling alot andbanginginto everything.l havea myriad of
small stupidinjuries, stubbedoes,minor burns,sticksin the eye,gratedknuckles,scrapesat the
sideof my head.| managedo getthe dogsup the backfor a shortstretchandam goingto burn
somerubbishnow. I could crawl into a ball somewherendjust opt out but thatis not anoption

andl haveto getbackto trying to typeup my notesandplugon.

30 April 2017

It is agessincel havewritten and| cannotremembetthe exactsequenc®f eventsbut | got that
huge chapter on autoethnographyfinished andjuggleda lot of stuff with the animalsand
vegetablesZeb developeda severeallergyand| hadto go to the vetsa few timesfor stuff and
thenbathehim with oatsandbasicallytake him off his food and cook for him. ThenMargo got
somereally seriousudderissueand almostdied andthe vet hadto comeherea few times. She
still hasa partial paralysisandneedshelp to standup all thetime. | spentover 200 euroson vet
bills. All the vegetableseedlings havebeencarryingin and out daily for weeksto hardenoff
arereadyfor the groundThe farrier washereto dothed o n k st lsefdrethey go out for the
summer.| havestartedlooking at someof the ME stuff for the next chapter.l am reluctant,|
havelookedat it beforethoughnotin asmuchdetail. Whatworks for meis living alongsidethe
illness, not spendingall my time trying to beatit which | know you cannot.What is the
message¥Vhatis the gift if thereis one?How canl live in peaceand happinessvhenso much

hasbeenlost? Whatcanl keep oreplace?

18 May2017

| keepthis greenjournal on the dressemow. It remindsme to put stuff from my headon to the
page. It is 9.30amand| am sitting in the rockerby the openwindow, a cool breezeblows in
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eventhoughthe placeis lit by sunshinel seethe recoveredMargo amblingaboutby the doorto

herhouse.Shestill d o e syenturetoo far in caseshefalls. Zebis by the chair, he looks up at
me, his earsback. He is very bondedsinceall the itching and treatmentstuff and sincel have
allowed him down to sleepby my bed. Somethingin him wantedthat further connectionwith

me morethanwith Ely the pup. He adoresEly andhasraisedhim into the gemheis but hewas
becomingpartof a6 d uaadd thoughthewasup for thatbut it seemedot becausdne madean
issueof it throughthe behaviourachangesandthe itching. Thankfully I noticedandhavefussed
over him andreinstatechis positionasleaderin the packandheis no troubleagain.| agreewith

Temple Grandirf2010),animalsdo makeushuman.

28 May2017

Yesterdaywasa very wet day, the first in ages.It suitedme as| could barelymove. The blood
blisterthathaderuptedat the backof my moutha few nightsagohasturnedherpeticandis sore
andtight andthe viral outbreakexplainsmy exhaustionlt is hardto eatanddrink eventhoughl

cravefluids. | hadto surrendeto the couchfor a few hoursalthoughno sleepcamebut with the
dogsbesideme andthe soundsof the rain throughthe openwindow it wasrestful. The donkeys
acrosgheroadhadfoundshelterin a hollow of gorse.l foundthe newversionof Anne of Green
Gableson Netflix, it is beautifullydone.It is probablytheviral flare upbut | find I am movedto

cry very easilythesedays.All the hurt and the humanityaroundthe Manchestebomb at the
kidsb concertwas so sad,but it wasthe poor youngfatherfrom Tipperarywho forgot abouthis

child in thecarin theheatwavethat undidme.

6 June2017

It is greatto seethe goatsup the donkeyplot again. | did their feet earlier and sprayedthem.
Theyaresotrustingbut it is so hardon the old back.l hungup the homemaddangingbaskets,
just nasturtiumsand night stockthis yearbut that smell at night will be worth it. Wherehasmy
interestin bakinggone?l just cannotseemto rise up to it eventhoughl havebutterto useanda

ton ofeggs.
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13 Jun€017

It only took a weekto getthosecookiesmade.l finally usedup that butterandtheyturnedout
well alongwith somepeanutbutteranddark chocolate.l froze the doughuncookedn logssol
canbakethemoff overtime or havethemon standbyif somebodyvisits. Nan got shorna few
daysago. Finn just landeddown with the trailer for her. Therew a s room for me to go with
herandthatwasthefirst time | w a s thérdwith her.He trimmedherfeetanddroppedherback
down.| madearhubarbtart andhadit readyall warm andsugaryandwrappedin ared cloth for
when he camebackwith her. It was sweetto seehim manoeuvrehe tractor out the gatewith
onehandon the wheel,the otherhandholding up the tart like a treasureAll the vegetablesre
flying upin the polytunnel. Thereis still a bit of slugdamagen the greentunnel.l am out with

my flashlightremovingthem atightand puttinghem down thendof theplot.

13July 2017

| havestartedthe walks up to andinto thewoodsagain.Out of thelast 14 days| havewalked12.
It hasbeena pushbut | havebeendeterminedo makeit happenandthe dogsarethrilled. | have
to lie downalot afterwardbut it remindsme of the old postrun feelingandthat former senseof
possibility. Who knowshow longl will be ableto keepit up for? Thereareaboutten visits in the
pipelinebut noneof themmay happenl amnot goingto plot andplananddrain myselfoverit.
My old neighbourwas back from Scotlandand therewas the usualdramaaroundher visit. It
remindedme of how it wasfor me herea few yearsago.You would neverknow who wasat the
gateor whattheywanted,eventhoughtheywerevery goodto mein return. At onestagel had
four setsof keysto fourn e i g h propertiesadgd | alwaysseemedo bemindings o me body 6 s
place andanimalswhile theywentawaysometimes foweeksatatime. It woreme outandl was
in adreadfulloop | neveraskedto bein. Thingsbecameso difficult | hadto drawbackandeven
thoughl repeatediytried to explainthe effectson my health,someof thoseneighboursbarely

wavenow. It is anecessarpricefor my survival.
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23 August2017

In the end| did managea few meaningfulvisits and helpedmy neighbourswith their sheepand
attackedmy giant nettle invasion.l manageda secondplantingin the greentunnel, lifted my

little potatoharvestand baggedsomemanure. Thewalkshad togo.
15 SeptembeR017

The last few weeksw e r egred@t.il had beenstrugglingwith somekind of reflux and pain. |

eventuallysawmy GP Ellie, andshesaidit wasoesophageallcerationwhich sheput downto

the prolongedbendingcutting he nettles.Becauseof the ME the musclein my sphincterhad
loosenedcandallowedacid to travel up andinto my lungs. | hadto takea protoninhibitor for 10
daysandto eatsmall and often etc. At the sametime Mu my cat had difficulty swallowingand
shewaslosing a lot of weight.| temptedher with everythingshe usuallyloved. Eventually|

took herto the vets, shecried anddrooledall the way thereas shewasonly everin a car once
beforeover 11 yearsago,whenl took herto the vet to be spayed.The first visit shegot bloods
takenand we hadto wait a week for results.Nothing showedso shehadto backfor an x-ray
undersedationl satin thev e tca markhopingl couldtakeherhomeandnot haveto drive the
24 milesreturnagainlater. Sheneededluid drawnoff herchestto easeher breathingwhich had
becomdaboured,so shehadto staywith the vet for a few days.Thenadrainhadto be putin. |

was so sadfor Mu, so out of her comfort zone,usedonly to potteringaroundthe farm with us
here.By 7.300n the following eveningFreyathe vet rangto saythatwhenthefluid wascleared
a scanrevealeda tumour in Mu Omsediastinumthat was inaccessible She was still under
anaesthetiso | saidto Freyato put herto sleep.l droveto Baltinglassto pick herup at 9pm.
Shewaswrappedin herblanketandclosedinto alittle brownbox. | d i dapénit up to seeher.
It wasso saddriving homewith herandsurrealas| hadneverbeenout driving at nightin all the
yearssincel got sick. | d o nkdow how | madeit. | let her restin her favourite chair in the
spareroom andthe next morningburied her just in front of the tunnelwhich was her favourite
spot. | put a little solarlight over her. Sheseemedo be sick andthengonein a matterof a
coupleof weeksbutshed i dhaveto stressor suffer. Freyathe vetis a beautifulyoungwoman
of not much more than 30 with threelittle girls and shewas lovely to us. Yet, | felt old and
pitiful for somereasonlt costme 240 eurobut | would do it for heragainin a heartbeatlt was
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12 yearssincel hadfound her,tiny andcrying in a ditch andtwelve yearstogetherw a s to®@ t
bad.

The swallowsare goneabouta week. All summerthey madetheir way in and out of the little
gapin the pumphouse raisedtwo families andchatterecandhuntedinsectsall evening. Now as
| cleanall their droppingsfrom the walls andfloors | canonly hopethey madeit safelyandwill
makeit backnext year. Mu is gonebut the circle continuesjust like somedayit will continue

without me.

20 SeptembeR017

Yesterdayturnedvery wet and | wasworried aboutpoor old Ike and Corabethin the field, but
todayis mild andsunnyagainand| alwayshaveto remindmyself of the long winter whenthey
will not haveall thatspaceandfreedom.Despitea lot of physicalstuff at the momentl continue
to try and sort throughall the ME researchl neitherwant to dwell theretoo long nor be the

postergirl for it.

23 SeptembeR017

| am sitting outsidethis glorious evening. The donkeyscamehometwo morningsago, Harry
helpedme. | think they werekeento come,it had gottenwet andtheywere scootchedarseways
into agapin the gorsefor shelterandwherethey could seethe roadandthe house.Corabeths a
bit lameon herbadleg. They ambledhomeandup the plot andinto their house.Todaytheylie
in the long grassand are delightedto seeme comingwith their buckets.l havebeenvery tired
and sore and hoped for a quiet day to potter yesterdaywhen Harry came to the gate to
apologeticallyaskme to go to Baltinglassto his vet for medicinefor his ewes.Hed o0 e ginvé t
andit would be a big dealfor him to askme so | just went straightin andout, which is a good
houiGs driving. Todayl madethe secondbatchof blackberrybutterandsomechocolatebeetroot
cupcakesandtwo loavesof zucchinibreadfor the freezer.| listenedto aninterview with Laura
Hillenbrandthe successfuluthorand probablythe most famouspersonwith ME. Shetalked

aboutthe price shepaysfor pushingpastheré r ke d naadhdw evenstill sheavoidsmusicas

114



she has to mind her senseof sadnessand loss.| could relate, my life usedto be one long
soundtrackbut | have no relationshipwith music or movies anymoreas | am unablefor the
emotionaluncoveringthey can produce. She also discussecer appreciationof the minutia in
life andhersenseof all pervadinggratitude.Sheis often askedwhy shed o e svntéaboutME
and her answeris that sheknows all that alreadyand prefersto researchand write aboutnew
subjectsTruthfully I think nobody,including myself, really wantsto write aboutME but prefers
to distancethemselved$rom it in aneffort to try justto find awayto live with it in peacel think
you strugglewith it, thentry to fix it, thenlearnto copeor managedt, thenacceptor embracat
whicheverfeelsright and thenforget aboutit! Many would disagreeas lots of peopleseemto

eitherstayor getstuckat someotherpoint alongthe way.
5 October2017

Jim the farrier cametoday. Thingswent quite smoothlyandthe donkeysstoodwell for me ashe
did their feet. Jim is a bit of a roughdiamondand employsferventand oblivious useof theé ¢ 6
word. It jars me asan old feministbut | missedmy opportunityto addresst whenhe first came
here.He would meanno insult, it is part of the vernaculamwith alot of countrylads. Like most
peoplel have dealingswith here, Jimd kindnessoutweighsall. He tells me abouta lot of
wealthyfarmerswho let their donkey$ feet go too long ratherthan pay him to do them. Today
he camefrom one suchfarmerandhetold me é kaidto him, | 6 an me way now to a woman
thathasn o t landshéhasmetwice a yearto do herassed e !leHe élsotells peopleto usemy
trick of bribing the donkeysin with a gingernutbiscuit. He insistson chargingme 10 euroless
than his going rateand | alwaysgive him eggsor jam or bakedgoods.Last yearwhen he was
hereand we were chattingaboutthe deerlampers,| told him that | worried aboutthe donkeys
whentheywereoverthe roadandtold him | hadtried luminoustapeon their haltersbut that it
would not stayon. A weeklaterhewasbackat my gatewith apairofc h i | deoeammbands
thatwould Velcro on to their haltersandthat| could write my number onin casea gatewasever

left open accidentallgnd theywandered.

| seeeverynettlel killed myselfhandcuttingis back upagain.
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26 October2017

| jumpedone of my mostdifficult hurdlesyesterday the dentist.| hada baththe night before
in caseit worked out that | could go. When| called for an appointmenthey said just comeon
over and gratefully, when | got theretheytook me in straightaway. That is no small thing as
despitemy deepbreathingand prayingin the waiting room, the lights and the smell and the
whirring of drills andthe thoughtsof whatis to come,marks the startof the decline.Ah yes|
remembery o ws@idthe dentist,d/ou alwaysbring us biscuitsandtell usto brushour teethafter
t h ehmlaughedd hopel don éhaveto dotoomuchtoy o thésaid,referringl supposdo my
nervousbehaviourand increasingpallor. | flew aroundmy prayerbeadsreadyfor all sortsof
painbutit w a s to@biad.| alwayshaveto remindthemaboutfrequentsuctioningasthat saves
me from chestproblemsafterwardsTodaythe gargleliquid is navyblue. Thebit that had broken
offmyt oot h d iregairidgtorhat edardalgamisgreaty t nev er sado Eeik d, he
it is poisoningm e Boffer. He putszerostoreby the mercurypoisoningtheory.| do, but would
not be well enoughto go throughhavingmostof my backteethrefilled. In generaltheyarekind
to me andincreasinglyrespectful,but | have worked hard for that. | would explain aboutthe
ME, andapologisefor being sonervousandjumpy. | would saythat| neverusedto belike that,
sayingdell in California | had dentalwork without anyi n j e ¢ tryingpta codvincethem.
How do you keep explainingthat drills whizzing and implementsscrapingand blowing air in
your mouth, felt like they were going straightup into your alreadyfrazzledbrain andthatit felt
like a nuclearattack?That the fear beforeand during the visit andthe effectsafterwardswould
usurpyour whole week?Could | tell them that everynight for the last six monthsor more |
guestionedhe possibility of maybemakingit to the dentistthe nextmorning?Could | pull it all
off, the drive, the work, makingit backout of the traffic safely? Todaytheir gift for tolerating
me wasa pot of blackberry butteall gussiedup. | could not believeas| walkeddown the dingy
stairsback onto the main streetthat it wasall over. The depthof my feeling of accomplishment
is probablyunfathomabléo anynormal soul, but for mé is nowoff the table, out othe budget,
off the anxietyradar,onelessspinningplateto manage.Therewerelots of things| could have

doneonsuchaveryrare visit to aigtown, | evenhadalist. | justheadedstraightfor thehills.

Today, the morningatfter, I lumberaroundthe plot like poor old Margo the goat. Everythingis

heavyand soreand hardto move. | am chestyand coughingand feel nauseated.l guessthat
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navyblue garglingshitw a s avarner. Still, asl roll my tonguearoundmy mouth,| know that
sharpchippedbit of toothis goneandcannotgetmein the deadof winter. It all seemdike a fair

trade.
29 October2017

Well thingsdid go from badto worseafter the dentist.| only managedo get the basicsdone
since.Standingup andsettingoff waslike trying to launchout of concretejt wasa zombielike
tirednesswith no hopeof sleep.Everythingached whenthe dogstouchedoff my legsit felt like
an assaultl was good for nothing and briary. My new little freezerarrived, Brian from the
hardwarestoresetit up andtook all the packagingaway with him. He also went home with
someeggs.| hopewith this extrafreezerspaceto only haveto go out everymonthor moreand
lower my risk of picking anythingup asthereis an Australianflu outbreak Barry came to do the
chimneyand offered me his young cat who he said standsup well to his two ridgebackdogs. |
c o u | edemgiettmy words outright to explain thatvinter would bea badtime for me totry and
settleher in with the dogs. The clocks havejust goneback so thereis evenlessdaylight. He
waslovely aboutit andleft with someeggs.It troubledme all day, that bloody ME indecision,

maybemissingout nowon theperfectcat forhere?My headjust could noprocesst.

The dogswereunsettledduring the night, andas| stoodat the back stepat 1.30 am waiting for
themto comebackin, therewasa loud bangand a flashinglight. Hunters?Maybeit is just as

well | don ghaveanewcat tosettlein. | spenttherestof thenight awakewith theradioon low.

300ctober2017

Somesleepfinally camelast night and a dreamto go with it. For somereasonl had my own
little babygirl. Thenan earthwormcameout of her mouth, | pulledit out andputit backin the
earth.Next| wasin S u p e r bakdrysegt®nwith my parentsWe all though the babymight
becold as sheonly hada vestand a nappgn. | wasvery relaxedwith her sal just put helinside
my big pink Himalayancardigan.Thensheshrivelled into ainy bluething. | gaveher mouth to
mouth, I could feel myself breathinginto her. Then a young handsomedoctor was there with

oxygenandanambubagandshecamebackto normal. | wassohappyandl huggedhim andhe
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clungto me. Suddenlythe babywasabout12 yearsold and| wasstill pleasedo haveherbut |

wokeup deeplymissingmy baby. | canstill feelit.

All of that chapteris well behindme now. Somemorningsl pick Peggyup off my bedandshe
snugglesnto my neck, sheis warm and smellslike butterytoast. Thosetimes| wonderfor a
moment,whatit mustbelike to pick your babyout of hercotin the morning,breatheherin and
haveher all day? | think the world might be divided simply by thosewho have children and

thosewho donot, not ahierarchicaldivision, justsomesortof abiologicalone.
6 November2017

Vinnie finally cameto cut the treesfronting the road. | was not wrong to dreadit. Demolition
man.He droveoff with his 120 eurosandleft carnagebehindhim. | stoodin despairdooking at
the branche and boughsleft on the road. Sure just take your time, go &@h hihds | 9 ked
drawled.| pulled anddraggedand stackedand sortedtreesbits for two hoursafter heleft just to
clearthe road frontage. Therewas nobodypassingto help. It was just headdown, in the Zen
zone,one branchat a time. No surprisel paid the price, for a whole week. Every old familiar
symptommadea guestappearancel he overridingjoy is that with a good eight feet loppedoff
the treesl canseethe whole countrysideagain,andthe view, and my senseof placein it all is

wonderful.

14 November2017

| am going throughsomething.The 6 g aspetnswide agan. That is the gap betweenme and
my beloved6 n o r rdousudlly,| am a bit silently crosswith themwhich is pointless,asthey
areall just on their own track anddo not needto be on mine. | am glad to haverecentlyfound
YouTubeandmy bunchof homesteadingypesand my Buddhistandveganhumans| enjoythe
philosophyand creativity and resourcefulnesd. 6 s amys$elf reflecteda little andit hashada
powerful and peacefuleffect on me. | canseemy little homesteadnd myself, both a little the
worse for wear, as good enoughin every way. Though a bit one sided, it was the kind of
communicationthat I havebeenmissing. Nobodythat | know is interestedn living as| do. |

realisedrecentlythat my situationd o e geal§y haveanytrueimpacton anyonee | sreabtys
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Theyareall very busyandasmuchas| know that| am loved, | would not be nearthe top of
anyonee | sagdénda.The truth of the matteris that nobodyowesme that, it is just a difficult
habitto drop when you havelived with a partnerfor 20 years.I think it is one of the reasond
take somanyphotographs| usedto turnaroundandsay6 | aatt kh ,inewd click andcaptureit

f or é w Ewdeneethatl washere,l saw it, ithappenedi matters.

21 November2017i (56today!)

| havespentthe last while immersedin the ME literature. It surprisedme how much personal
contentwas availableon line andon YouTubein particular.Their storiesand strugglesarevery
similarto my own. The ME profile has reallyrisensincel lastlookedinto it whenl first got sick
15 yearsago.The amounbf medicalresearcthasgrown. It is not thatmuchhasimprovedbut it
doesseemlike it is its own 6 e n thowt Khéresearchcontentalongwith the screenexposure
hasthrown meback intomy old migraineclustersl amseeingMom andDad andmy sisterRose
in thehotel inMacreddinlater. Mom especiallyloves toseeme on my birthday,andtell mehow
| wasbornon a Tuesdayat 3amandd i dhariggabouttoo much.Shesneakdhercakeslicerthat
sings happy birthday in, in her handbag.They are fabulousfor their yearsand full of love.
Before| left for the hotel, after the farming choresand beforel cleanedmyself up, | satin the
rockerwith my headthrobbingandmy eyesclosedandwonderechow | wasgoingto be ableto
makeit happen. yearnedo just stayin thatchair. But thereality is thattherewill betoo many

yearswhentherewill be no chanceo seehem, sd countedmy blessingsandgot up.

26 November2017

I amfull of inflammation.| madevegetableandlentil curryin the crockpotand mushroomand
pestosoupon the stovetopand beforel evengot to eatanythingl hadviolent crampsandthe
runs.Laterthat nightin bedheat,not anykind of sweator fever, wascoursingthroughmy arms

andhandsandmy guts. | must bereallydepletedl know | push it.

The nextday| managedporridgeandjust when| wasaboutto chanceplain rice andvegetables

for lunchHarry wasat my gate. His sonhadbeenassaulteautsidethe village pub. Harryis a
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shyandnervousman.He camein, he satin my sitting roomasheis afraid of my shepherdsnd
had a mug of elderberrysyrup and some chocolatebiscuits.He saw all the logs besidethe
woodstoveandsaid6 bgery o ne grand and cosyhereOr | ajttn@ with his bootsoff, his
headbackand his handon P e g gbyaak he let his worries out. Before he left he offeredto do
o0t hiteff o d d dor metamyicold daynextweek thatmight savemegoingo u i mudtlook

asbadasl feel!

30 November2017

| havejust finishedfarmingat 4.30which is 5.300ld time soit is almostdark. The moonwhich
is not quite full yet was alreadyup from behindthe hill. The frost was alreadymaking every
breathicy. Graciewas up on the big rock up the back yipping madly. It mustbe that lame old
brazenfox that hasbeenup the back for days. The poor old thing, draggingacrossthe fields,
looking for somethingo eat.A few daysagoit kept comingtowards thebackfenceeventhough
thedogswentmadbarkingatit. It just stoodandlookedat usandl couldseeeverybit of its face
and | could feel its need.There was no barrier betweenus. | did not know how to help it
without it endingup badlyfor my old lady chickens As it happenedt w a s théfdx causingthe
excitement.In the very last of the daylight but directly undera line of moonlight, headdown
grazingwere two deer. Justfor that brief secondbeforerecognitionkicked in | could feel the
momentas sacredthenit felt beautifuland elemental.l quietenedthe dogs. That momentand
thosedeerdeservedilenceandstillness.Laterwalking backup thealreadycrunchingdriveway,
theanimalscheckedor thelast time, thesmell of turf on thenightair, | passmy kitchenwindow
with the candlelit andseethe laptopandbooksstill on the kitchentable.l have spentso many
hourstrying to cut a wedgethroughall the ME densenessnd sadnessWhen | read all the
studiesit is hard not to recognisethat the future might get even harderfor me here. Without
soundinglike Pollyanna,how do | explain that momentslike seeingthe deergrazingin the
moonlightbehindmy little househerein thehills, balanceeverythingdifficult out?

1 Decembef017

It is a dazzlingfrozenblue day. Everythingis out picking, plenty of actionon the bird feeders.

Larry droppedup a ton of turf andlogs, a gascylinder andfirelightersandkindling (160 euros),
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sothrowingall thatin the shedwasthemo r n iworg @osgwith burningsomerubbish.l was
enjoyingmy soupin the companyof the Waltonswhen Harry was at the gate. | expectedan
updateon the lamb I had beenhelpinghim mind for the last few months.Somethinghad bitten

or injuredthesideof thisraml a mfadeandit wasrawto theboneandhugeandhard.Theeye
on the sameside was completelyclosedand the other eye was partially closed.We had been
giving him antibioticsand| mixed up a hibiscrubwashfor the faceanda camomilewashto help
the eyesto open.| broughtup lavenderoil for the stall to keepthe peskybluebottlesaway. He
wasa cooperativdittle creatureandovertime the hardface softenedandboth eyesopened He
was in the companyof anotherpet lamb that was motherlessand camefrom anotherfarm. He
wasblackandadorableHe was handed over iDublin toHarryd son,fromonet r ad e sama n 6 s
to anotherandthendown to this stall. He usedto nudgemy legswhen| wasin with theinjured
lamb.WhatHarry hadcometo tell mewasthathe hadfetcheda goodprice for bothlambsatthe
factory, theinjured lamb hadfetched109 euros.My heartsank.Harryis a very kind farmerand
still, I cannotreconcilethat kind of dominion over other sentientbeings.Also, peoplehaveno
ideawhat they are eating,therewas a lot of infection and antibioticsin thaté p r e myioungn 6

lamb.

10 Decembef017

As forecasttherewas snow and sleetfrom 2am,driving in at a 45 degreeanglefrom the North
East.Thoughit hadlain overnightit wasfull of sleetsoit wasjust cold andslipperyas| farmed.
Everyoneneeded bit extraandit seemedike in notime at all | wasclosingeveryonen again
for the night asthe temperaturesell to -8 C anddarknessvasdown at 4.30pm. | put the infra
redlight on in the pumphouse.l supposepeoplecould think thatl just 6 ¢ ouspyi suchdays
butin fact | needto be out everyfew hoursat least,checking,topping up food, rummagingup
snacksfor the critters,openingand closingdoorsto facilitate their shelter. The henswerefed in
their sleepinghousethis morning,andthen,headsdownandwings out theyrantowardsthe goat
houseand spentthe dayin therewith the door closed.| left plentyout for the birds, therewere
lots of blackbirdspicking the ground, actually they had beenaroundfor days, my lovely old

neighbour Molly) sureandcertainsign that snowwascoming.
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| write this by the large woodstovein the sitting room which is roaringwith flame. Peggyand
Graciearestretchedon the couchbesideme. Poorold Graciehasalwaysbeenslightly reluctant
to include herself,stayingby the rangein her familiar bed.Her part Lurcherpersonalitymakes

hertimid andherbadstart in lifehasgivenherlow expectations.

| havebeenthrougha few disastrousnowswhendoorsandlocksfrozeandl had toclimb in and
out of windows, when powerwent and water froze and animal houseseaked,or emergencies
suchas Credie needingthe vet meantl had to travel on treacherousoads.So, being out and
aboutin snowandkeepingeverythingright is no problemto me. Most peoplel know would not

puttheir noseout insuchweatherl cannotimaginenot beingpart ofit all.

22 Decembep017

It is impossibleit seemdo escapehis dreadedChristmasseasorunscathedl am just plodding,
taking careof the farm andthe finances,andstudyingwith whatis left. For the lastwhile, days,
maybea coupleof weeks,| havehadthe mouthblistersand swollenglandsandthe chondriatis,
the rib muscle pain and the breathlessnesss particularly bad by evening.|l am trying to
acknowledgdriendsandfamily in somesmallway. | w a s goéngto sendcardsbut | up-cycled
someold onesandgot themandsomelittle gifts off in the post.| havesomechocolatedor the
ne i g h bcbildrenarithenl tried to detachfrom the commercialdrive and panicthat despite
my bestefforts canstill permeatahrough.That commercialChristmaspushcanbe very hardto

resist. | copmyselfon andsendwhatl can toConcerninstead.

The morningchoresthesedaystake abouttwo hoursfrom farmingto building fires andtidying
up. I amhardlyeversleepingthesenightsso | getup nauseatethut the porridgerestoresa bit of

life.

| wa s abtetor the plannedSdstice meetingwith Holly yesterday! really labouredoverit and
heldouttill theveryend,butwith how | wasfeelingl justc o u | idagidbebeingd ouh eore 6 ,
evenbeingableto talk. | wasreally disappointecasHolly is alwayssofull of life andideas.She
understoodShesaid shewas exhaustecanyway.| am remindedof what | readrecentlyin the

ME work; telling a personwith ME you understandecauseg/ou areexhaustedoo is like telling
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a patientwith canceryou understandecause/ou recentlystubbedyour toe. Thatis sotrue, but
everybodywould take offencealthoughit is only intendedto educateThe ME work is slow and
constantand | am on a major learningcurve; not just in termsof contentbut in termsof my
cognitivelimitations. Increasinglymy brain struggleso processandretain. Eachdaybackat the
bookscanseemlike groundhogiay.

ChristmadDay 2017

The farming choresare the sameeverydayChristmasor not. Afterwards| checkedin briefly

with family thenl lit the range Jit the candleand....silence.

The bubblehasburst.| resistthe emotionalpulls andprodsasbestl canbut | havehada painin
my heartand a needto cry for days. Yesterdaywhen| saw on the newsthosepeoplein the
dreadfulfloodsin the Philippines,walking in brownwateralmostto their chins,holdingon to a

rope,everythinglost, thetearscame.Thet e ar s fowmeajustine.

| wasat the sink when| got one of my rareflashesof recognition;l really do live a solitarylife
andyet | feel deeplyconnectedo life, andthe naturalworld. My deepbondandmy deeplove is
for animalsandnature.l understandt morethanthe world of people,althoughthe first part of
my life wasall aboutpeople.Animals may needfrom you but theywantvery little 6 o yod and
are mostly presentjoyous and silent and neveroverburdenedr dissatisfied.l learna lot from
them.

At the end of anotherChristmasday, | sit with the candlesand the radio on. | listen to a
documentaryon William Trevor, and then to the South Wind Blows, an hour of gentle folk
musicandpoetry.It hastakenmealong timeto be ableto stepoverthatline towardsé b e ibyn g 6
myself. It wasa matterof alot of small stepsandit feelsgoodto be at that point. Yes| am sick
andsore,andit is hardto find a comfortablepositionin the chair, but | am awareand grateful
that| amin my cosykitchenin the hills, peacefulwith my four dogswho love eachotherand

me. We are safeand soundwith enoughin the pot and the pursefor now. That is Christmas

enoughfor me.
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31 Decembel017

It is chuckingdownice andsleetfrom the eastall day. This morningl seteverybodyup outside
for a badafternoon.Therewasa fox lurking up the backhill earlier. They mustbe starvingand
possiblydesperatenoughto find away in for a chickenso| blockedthe hensin the goathouse
with a draggedpallet just in case.l toppedup all the bird feedersi yesterdaya sparrowhawk
swoopedn but got nothing.| havepositionedthe feedersasbestl canbut anythatarenot being
fully emptiedl movefurtherin asthe birds mustnot be confidentenoughto stayon themlong

enoughto feedsafely.

As | throw my leg over the chickenfenceto getinto the treeswherel hangthe feedersmy
secondeg doesnot follow easily. Severaltimes my wellied foot hasgottenhookedon the wire
and | havespunand slippedand beenscrapedby treesand brambles.It is only by eveningl

notice all the little tearsand scrapes.Up till recently my secondleg followed over quite
naturally, maybeevenspritely. But it just will not go up and over now. Note to self: @lo some
stretches- you cannotafford to lose that kind of mo v e m¢é ant odly back inside when |

noticeathrush, someobins and d&emaleblackbirdall on thegroundlooking for food. | go back

outsideandscatteroats forthem.

Poorold Nanthe ewedid the splits on the icy paththis morningasshewaswalking up to greet
me. | got herup quite easilyandshemadeher way backto her housevia the mucky grass.lt is

truly freezing,the cold actuallyhurtsi | 6kholw all aboutits physicaleffectslater.

Bad weathemrequiresvigilance. At noon| hadto disconnecthe pipe from the backwashsystem
in the pumphousein caseit wasfrozenandthewaterc o u | ggtaway. Thenl hadto attachit
againand rewrapit. The wood stovein the sitting room rarely needsto be lit as well asthe
rangebut it is adayfor bothtoday.| sit by it now as| write andit is comfortingandcosybut |
needto remainvigilant for anothercoupleof hoursso | mustresistits lull to doze.Outside,the

sky haswhited out andthe sleetis turninginto hugeflakesof snow. Timeto riseandfarm.
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As | farmedthe snowcamedownhard.The hensv o u | léavdihe goathouseto make theiny
journeyto their run. | lifted eachoneandput themstraightinto their bedswith their supperand
closedthedoor. Thedonkeysneeded n@ncouragemerid beclosedin with feedandfodderand
a little light left on. Oliver was on his way with my organicveg box so while waiting for him
with the flashlight | pluggedtheinfra redlight onin the pumphouse My handsweredampi at

thebestof timesl geta smalldartfrom thatplug.

| fed FloraandMargoin the goathouseandclosedthemin with the light andthe radioon. Nan
hoversoutsidewaiting. | cannever takany eyeoff heraswhenshewasyoungersheslid thebolt
closedand| hadno way of gettingout of the goathouse onlyHelenwasvisiting from the States.

Oncebitten?

Everywheres alreadycoveredwith snowandthe dogsare high, playing and barkingwith joy.
Snowandwind chill takeson a moresinisterfeel whendarknesdalls andthe temperaturesrop.
At leasteverycreaturd haveis safeandcosyandsecuretonight, everythingelsel canendure.l
sawthe dayswhentheir housesverenot right androofs andfloors would leak or blow off and|
would be out alonewith a only aflashlighttrying to makedo andmend.My heartbreaksfor any
poor creaturethatis left to standout in thatweather Around herethe cattleareall in for winter.
Somesheeparein for lambingbut unlessthereare drifts sheepcan copewith snowif theycan

leaninto awall that blocks thavind.

A carhasjust chancedt up my roadandgot stalledon the slight incline nearmy gate.lt finally

getsgoingagain and putap abit of speedo gathermomentunbut does @ompletespin.

On the newsit showedfour young men being buried in neighbouringDonegalparishestoday.
Tiny churchesat the foot of snowy mountainswelcomedtheir coffins in, procession®f ashen

facedfrozenyoungpeoplefollowing behind.My tearsfell.

Here tonight all the snowis coming from the east,straightdown off the hill right behindme.
Luckily I hadhelpedHarry take his sheepdown off it yesterdayastheyarewell in lamb. | took

the shovelinsidewith me earlier. A lovely old neighbouryearsagotold me to alwaystakethe
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shovelinsidewith drifting snowso you could alwaysdig your way out if it cameoverthedoor.|

have chargedthe phoneand the torch in casethe power goesout, storedwater and filled the
flaskswith boiling waterin casel haveto thawthefrozengascylinderhosein the morning. It is
up to meto take careof thesedetails.No matterhow unwell I might feel it seemd canalways
riseto a challengeor situation.Thatis neverthe problem,the problemis the paybackthe extent

of which| can never predict.

Barefootby the stovelater not long beforebedmy little dogPeggylicks my feeti | remembet
haveabody.

The nextmorningblue sky causesleepsnowto sparkle.As | let the donkeysout theygallopalll
roundtheir plot. The henswill not comedown their plank so mustonceagainbe lifted oneby
oneinto the goathouse My goatsquite simply do not do snow! The dogsgo crazyin it, | have
to keepthemin my sightsat all timesbecausd will not bein theirsandcould easybe knocked
down.Peggyhasa collar on with lights thatflashor elsel cannotseeher. Severatimesthatday
| will haveto standherin warmwaterto defrostthe tennisball sizedsnowballsfrom herunder

carriage.

Thankfully the powerandthe waterhavestayedon but | did needmy flasksto openfrozenbolts

on doorsandto thawthe gashoseto makemy porridge.

A heavyfreezeon what had beena light thaw madethe next morningtreacherousMindfulness
was definitely required.Eachstepfor me hadto be slow and| neededa stick. The council with
their makeshiftsnowploughhadbeenthroughthe roadbut only tractorsandjeepswould chance
it. Everywhereelseis deepsnow.| amfeelingthe beginningsof the leadlimbed exhaustiorthat
often comesfrom pushingit. The sky is deepblue and everywhereis magnificentand still. |

walk up theroadwith eggsfor afew neighbours.

As the hill behindthe houseis sheepfree | broughtthe dogsup. Theyrun freei literally free, |
envythem.With the depthof the snow| cannottell wherethe usualstreamsandrocksareso |

haveto movelike areally old frail personbut their joy becomesnine. Thesearethe moments
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that | storein my heart; preciousmagic momentsof truly being here, of onenessof doing
exactly what you want in life if even for only a speck of time. These momentsbalance
everything els®ut, the shoulds the mustdos, the dutieandthe obligations theinability andthe

pain.

| live in the hills and| takewhat comes.l am partof all of it from morningto night, seasorin
and seasonout. | am mind-blown by peoplewho do not notice the weatherexceptwhen it
inconvenienceghem. At most we are only a few breezeblocks and a roof away from the
elementselementghatwe camerom, elementghathavealwaysbalancedhemselvesutin the
enduntil now becauseave haveupsetthat balanceby our greedand dominion. This little patch
of boggyhill that sheltersand sustainane, bodyandsoul andthat! sharewith my own animals
andthedeer,fox, buzzardspheasantandbirds andverminof everyvariety, | canonly hopewiill
remainasit is now, slowandmostlyforgottenabout formy lifetime. | haveindeedbecome what

the philosopheAlan Wattscallsadé f od was lt | er 6 .

By day three | am like cement,heavy and stuck. The freezing nights make any good thaw
impossibleandpartial thawsget frozenoverandbecomevery slippery. Eachstepl takemustbe
slow anddeliberate gverylittle route premeditatedPreviouslya marathorrunnernow | mustbe
humbleenoughto be contentwith stayingupright. The slopeup to the donkeysis the greatest
challenge especiallywhen | mustcarry hay. My trusty stick goeseverywherejt hassavedme
manytimes. The mostcommonfracturel recall from nursingschoolis the Collesfractureof the
wrist, or 6diling onto the outstretchech a n d tusty stick will saveyou from that common
mistake. My legsarefull of lactic acid, way morethanif | had actually run a marathon!Last
night a cold soreblew up on my lip andits equivalenterupteddeepin my throat. Thatis a sure
sign that | havecrossedhe 6 o v e ri dlia@n lewill be soft food andonly lukewarmteafor a

few days.Thesorenessn my ribs makesbreathinga choreby nightfall.
The manytiny but necessarghoresthat consumemostdayshereare multiplied and magnified

in snow or storm. Forgetto checkon one sheddoor andit canflap and blow and damageits

contents. Forgetto startthe car regularlyandthe batteryrunsflat. Leavethe kitchendoor open
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anda wet dog or two will happilygeton your bed.D o nputithe heatlampin the pumphouse

andrisk the pumgreezing.Vigilance,thoughexhaustingpaysdividends.

Welcomerain, and the rise in temperatureghat precededit, turns everythingon the fourth
morninga familiar green.The sunthenbringsall the creatureout of their housesandseeshem
picking contentedly Already thereis lessfor meto think about.Maybetonight | canmanagea
bath? A few day® snowon a tiny hill farm is not difficult 7 often | havebeensnowedin for
weeks poweroff, waterfrozen.

| live in thehills and | takewhatcomeg Life heresustainany spirit and my soulandreminds

methatall senseof adventures notyetgoneeven ifphysicalstrength slipgsway.

Wintering

| havetakenP e g gclpa@.s
Shewasstretchedn my smallarmchair
faceburied into the thickedrug.

| scootch irbesideher

we barelyfit.

| read

shelicks my armfrom fingersto elbow.
Now shehasno placeto put herhead
shelets it hangover thec h a edged s
uncomplaining.

| slot afurry slipperunder thecushionto
makea shelffor herface

shestaresup atmein gratitude

we seeeachother.

Ely is atmy feet

asusual

he cradleshis facewith hisupturnedpaw.
Silence excepr the boilerclicking on andoff.
Beforethe chairtheft

| had justcheckedhe pumphouse,
throughthetiny brokenslate

theinfrared of theneat lamp

shines into thelarkness.

Outfor just afew seconds

| amshockedoy the bluecold of thefreezingmist.
Theskyis low with stars
collectingtogethetin all shapesandsizes.
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A fox screechesearby

soundsotherworldly.
Themountainsarecoveredn snow

all daythesun onthemmadethem look Alpine
abit too exoticfor here.
Catseverywhereaarehollowed intostrawbales,
chickensasleepingmosaic in theigalvanizedox.
My biggercreaturesrein houses

with low lights and lowmusic

altogether

akind

wintering.
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CHAPTER 7

BANCTUARY 6

6 January 018

Thelastfew weekshavebeentough. Thatincreasingoressuren my chest,thenthe palpitations
andthedifficulty gettingafull breathup area bit concerning.The strugglewith the ME chapter
continues] am pushingthroughthe densedetail, the lack of agreemenbver almosteverything,
the negativeoutcomesandthe sadstories. It is almostimpossiblenotto overidentify with it and
| find myselfthinking 6 t h ahty bfeeel like thatort h awthyitss sodifficult or why | am sick
sol o regg.@t d i dhelpthatl wa s ocoanectingvith anyoneaseveryones on the Christmas
trackandl amjust pushingvery hardbetweenwo very narrowlife tracks.Whenl finally spoke
to Helenshethoughtit wasall stresgrelatedand| wasprobablyjust finding it difficult to process
the difficult contentof the work. | knew it wasmostlikely so but ME is a gatewayillnessand|
live aloneandremotelyandl ¢ o u | affardda gamblewith chestpain,sol wentto seethe GP.
The Australianflu epidemicwasstill serioustherewereadson the radio advisingyou to avoid
thed o c t office@vberepossible.l wasreadyto do my usualstandingat the doortill my turn
camebut in fact the waiting room was empty. The reasonit was emptywas that my usual GP
wasnot there,insteada locum calledmein, awomanfrom EasternEurope.My heartsankbut |
stuck with it. From the beginning she was glued to the computerscreen.| explained my
symptomsshetypedaway. | continuedwith a bit of my backstory, sheput her handup until |
stoppedalking. Sheneverheardof ME, sheknewfibromyalgia.Shed i dlikedthe soundof the
pressur@n my heart sd shouldhavean EKG. The practicenurse alsonot the usualwoman, did
an EKG. Shepulled up both my thermalvestsand had my breastsexposedall the time. The
treatmenbedfacedthe doomwherethe waiting patientssat.What aml doingherel thought?The
EKG wasnormal,thatwasreally all | neededo know, ascluedin asl am,thatwasnotacall |
could makefrom my kitchen. The doctorsaid | had anginaand | neededo usea nitroglycerin
spray.Shesawthe look of disbeliefon my face.| askedherwhat might causethis angina?She
replied gyour age, atherosclerosés | am 56 and 8 stoneand vegan.| said Gt can happenwith

long term ME that the constant inflammation can cause cardiac muscle damage or
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car di o mydepyesdarodi o mghegaw 6 h savefibromyalgiaof h e d F couid
have cried, | chosein that instantto wonderwhat dor fucks sakeé was in her language!She
startedto type a letter for a cardiologist,| said no, | would wait and seehow thingswent. The
EKG wasnegativethatwasall | really neededo know. | play down a lot of my symptomsand
give thingstime to resolveon their own. | hadwaitedfor this to passfor acoupleof weeks,| just
neededo be suretherew a s a éatdiacproblem.But whatif | wasof a different personality
typeandor hadno medicaknowledge? would beliving under the diagnosis aihginaandwhat

thatcouldleadto. | would returnthe nitroglycerinsprayto my regularGP.

20 January018

My jaw lockedin arisky yawn last night. | hada lucky escapeToday,eventhoughit is tender
anda bit swollenfrom the neardislocation,at leastit is still attachedl am just backfrom the
cottagefield acrossthe road with Ely and Gracie.They were off lead and joyfully played in

every streamand bit of muck they could find. | love it myself over there,looking over at the
smokefrom my chimney. The field is borderedby native hedgerowsand amazingold gnarled
treetrunkswhich are coveredin ancientmosswith ferns growing out of themlike blossoms.l

found a tiny lichen coveredtwig andwore it homein my hair. ke canseeme from homeand

honkshoarselyhis voicebreakinglike ateenagd oy 6 s .

Lastnightas| satin my sitting roomit occurredto meto wonder,whatif this room, this house,
this hill, thislife wasall therewould everbe andnothingmoreuntil | die?lt d i dseemsobad.
| thoughtof all the peoplewho lived on this hill fifty or a hundredyearsago. Wheredid they
evergo? How stressfulweretheir lives? Whenl first cameherel took careof someof the very
old neighboursvho endedup in the district hospital/nursingnome. They would tell me stories
abouthow theylived andfarmedhere.In the early yearshere,when| ran everydayaroundthe
roads,| would meetold menin wellingtons and soft capsand suit type jacketsover knitted
jerseys.Theywould be leaningon gatesand staringinto fields at livestock. That wasthe nature
of their day. Then,| wasstill very muchin theway of, go more,know more,havemore.Now, |

know for myself the value of stillnessand staringinto fields. When | usedto visit Molly my

belovedelderlyneighbourshewould tell me how, earlyin hermarriage theywould go a couple
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of timesa yearon the assand cartto Hacketstownto the old grocerystorethere. They would

only buy teaand sugarand salt and flour and a few other bits. They would be takenin to the

backof the storefor teaandthe childrenwould be given sweetslt wasa ten mile roundtrip but

it would takethemall day. In the yearsjust beforeMolly died shewould go into Hacketstown
on a Friday with the bachelorneighboursto do her shopping.l was thereoncejust as shegot

back,herheadscarfied underherchin, her purseclutchedto her,an air of exhaustiorabouther.

Shewasin severeneedof a cup of teaandhad a terrible headachdérom the 6 r o &héwould

say6t h ebatk &od| amh o madt dvould seemthough 30 yearsyoungerthan her, | have
becomeher.

1 February018

| finished the ME chapterlast night really late. It is very scientific and it took incredible
perseveranceeventhoughit nearlykilled me, | actuallywonderhow | wasableto do thatkind
of work with all my cognitivedifficulties? And thenit hit me, anothercontestedlinesslegacy,
anotherd ¢ a2 2vidmerepeoplemight say,butyouc o u | be thaihadif you areableto write

that?So in onébrief sitting | wrotethis6 e p i |tootiewoekd | wasnot lettingthis onepass.

| am writing this short epilogue becauseas a personliving with ME, | often receive the
commentd b youd o nadks i cllexpéct will nowreceivethecommentd A ry @ u domge
aPhD,a r eyougteat? Ic o u | do thatand Id o maveME ! 6

Letmeexplain.

Two monthsinto this pieceon ME, | thoughtl would haveto changetack completely.Maybe
what | wantedto say could be maderelevantto all chronicillnessesnot just ME? Or maybel
shouldjust broadenit to include all invisible illnesses? was looking for a way out. | was
finding it hard to get a foothold. Yes,the information was vast, widely dispersedand | was
hacking my way through densemedical reports. There was so much disagreementabout

everythingthat nothing wagasyto get in and out of, grab a good quote andveon.

Butthatw a s théproblem. The problemwastwofold. One,the black holein my memorywas
back,that void that everythingon the previouspagewouldfall into. Two, | desperatelydid not
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wantto haveto associatesointenselywith ME andits unavoidablereality i well actually it was

avoidable | hadbeendoing it foryears.Whowerethesepeople?Theywerejust sodepressing.

For months,eachday becamethe same.l was willing to allow that. | choseit over havingto
give up. Theonly gunto my headwas my own starter pistol. It becamancreasinglydifficult to
physicallygetout of thebed. Therewasalwaysa coupleof hoursfarming workbeforeporridge.
| tried to hurry my usually leisurely choresof letting the farm animalsout, filling their buckets
and hay feeders,shovelingpoop, and feedingdogs. Then have porridge and tea. Thensetthe
range,fill the turf and log basketsfeedthe birds, tidy a little, pull soupout of the freezerfor
lunch (I would be quite weakby then).Setsomethingup for dinner,sothat later whenl amtruly

exhausted, d o nirictthed tad@dd t oa st Ocahgethapgktoojwws kk 6s o |

Usually | cantakeall morningto do this, bea lot moreé p r e sakethe ®@p u suhobit. That
way of working costsme a lot lessphysically. But for the last few monthsl havebeentrying to
saveenergy,strengthand time everyday, anywayl canso | can factor in the work. The work
has had to be central for meto getto it. | havehad to shaveoff any little thing I can from
everythingelsein a dayto makeit happen.

This | dowillingly.

Walkswith the dogshavegone.| rarely call anyoneor listento radio or usescreensotherthan
for thework. | do crockpot cooking,which isminimal effort and it lasts fodays.l havebeen to
the supermarketwice since Christmas,with a maskon under my scarf, in casel got the flu
which would finish me for months.Everythingelsel get delivered.My hair getswashedevery

fewweeks.In tenweekd haveseen twgeople. These adjustmentsnakewillingly.

Late Decemberthings becamevery difficult. I had found my way in to the work, | wasin the
thick of it, so muchinformationwas now uncoveredassimilated,spreadon a pagesomewhere
on thefloor. | waswatchingtoo many lostME soulson YouTubeMy chestcavedin, everything
hurt, my breathbecameevenshallower,somethingvaspressingon myheartareaand| hadreal

palpitations.

lhate6t hese peopl ed.

o
(9]

D o nparticl said, itwillpas s, it 6BMEWatt hi ng, it
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| waited.
| gotworse.

| bravedthe flu epidemicto go to my doctor. Shew a s thérd. A locumsaw me,typedinstead
of listened,shehad no clue about ME. One normal EKG later, shetold me | had anginaand

sentmehomeuwith nitroglycerinespray.
| nevertookit.

| waitedmore.

It went.

| re-emergedrom somekind of physicaland emotionaldespair,from an overimmersionin the
swamp that MEEanbe. If | was going tdoeableto continue thisvork, | was going to havéo do

it from theshallows, andvith a binoculars ihecessary.
| did.

It worked.

| cameto understand t hpeescep | e 6

January,| just existedwillingly. | gavethe daysand nightsoverto thework. Therew a s much
left to shaveoff the everydayto facilitate more6 w o rTRe@verydaywas now fairly bald. Sol
would haveto pushharder, harderthan| knew,to find mywayto theend.| keptusall alive on
the farm but that was aboutit. Gonewerethe extra little momentf care, treats, cuddlesand
kindnessIf you barkedor honkedwhenmy frayednervesw e r esxpéctingit, | might shoutat

you. My cementegsresented théttle hill up to the donkeys.

| tried everyroomin the houseto find somewherer somehowo sit and work whereit mightnot
hurt so much.The pain followed me everywhereDespitethe freezingweathermy arms burned
off me.| wore a woollenponchoinsteadof a fleecebecausehe fleecehurt. My hands,swollen
from writing andtypingmadeit too soreto chopvegetablesl put them into therockpot whole.

| pushedbn.
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| wascomingtolove6 t hpeescep | e 6 .

| would work too long into the night. My blisteredmouthand irritable bowel both tired of the
crockpot. | cannot yawrin casemy stiff jaw pops out. typeby candlelight,l usedto be adecent
touchtypist,now| amdownto usingonefinger. | forgethowto spell everything.l stareat that

red correctorline, clueless as to whatwantsfromme.
| do it willingly. Igeto t hpeeseep | e 6.
And theywould get why do this.

To everyoneelsewho might passthe comment:6 Ar goudreat. | ¢ o u | dba BhD and |

d o nh&veM E &hoseof you who (and blessyour fortune) canrun aroundall day everyday.

To thosewho havecareersand familiesand partners,who go on holidaysand airplanes,and go

to moviesand restaurantsand weddingsand meetingsand mini-breaks and book clubs and
choirs and sportsevents.To thoseof you who do sports,or do lunch or do your nails or hair,

who eat whereand whenand what you want. Thosewho can walk through a shoppingcentre
unscathedand who can coughyour way out of a flu in a week(evenif youmightthinky ou 6 r e
dying!) To thoseof youwho can usephonesand devicesand screenswithout a secondthought,

or whocanleave youmpropertymorethan oncea week.

Toyouall | say,| amdoinga PhD insteadof anyor all of that,andl amdoingit becauset has

to bedone.
| amdoing it willingly.

| amdoing itbecauséd amo6 t hpeescep | e 6 .

7 March2018

For dayswe werebeingwarnedby the mediaabouta hugestorm. It wasbeingnamedthe beast
from the eastor Storm Emma. It was a level red warning, the highestmeteorologicawarning
availablein Ireland. It wasto beablizzard,the worstin 50 years.The countrywasin lockdown.
| wasaspreparedaspossiblein termsof suppliesandbackup plansbut certainly,it washardnot
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to be frightenedby the message$rom the national preparednessommitteesso | limited my
viewing. When Storm Emmadid hit you could not havebeenreadyfor the natureof blizzard
snow. It was unlike any othersnow storm| had experiencedThe winds and the snow coming
high off the groundandinto your facemadeit very difficult to be outsideat all. The snowcame
flying down from the easterlybackhill andsatin hugesevenfoot high drifts againstanykind of
resistancét met, beit housetreeor fence.Thewind roaredanddid not let up for two days.The
wind blew the snow under every door outside and in betweenevery crack or join in any
structure.The animalswere all well-beddedand closedin, yet when| openedtheir houseswith
greatdifficulty to feed and checkthem beforenightfall, the houseswere full of snow.| hadto
shovelout what | could, lay fresh straw and stuff old feed sacksunderdoorsandin between
cracksto try andpreventthemfrom filling up again.The snowwasso deepthe drivewaywascut
off completelyandthere were drifts up to my thighsto get up to the donkeys.| hadto put
flashing collars on the dogsand keepPeggyon a leadin casethey went down into a drift. Of
coursethe dogsadoredit and had greatfun. All the time the wind was blowing snowinto my
faceandit washardto walk. | only went out to checkthe animals,otherwisel stayedin. The
actualblizzard onlylasted twadaysbut it wasexhaustingl neededo usetwo sticksto beableto
getaroundthe plot. When| wentup to the donkeysl hadto straptheir hay onto my back. Two
peoplesadlylost their lives in the storm despiteall the warnings.All the time miraculouslythe
power stayedon. The waterw o u | Hack@vashbut | had enoughto manage.The neighbours
phonedto seeof | wasok. Luckily we hadjustgotE d g aewesandlambsdownfrom the hills
the day before.Someof Harryd €weshad to be dug out of the snow. Edgar had a difficult

calving,thevetc o u | gatthiughandthe cow andcalf died.

Dramatically,the snowwasalso piled up on the insidewindow ledgesof all the windowsat the
back of the house,which faceddue east.As | was cleaningoff the snow from the spareroom
with the window openjust a little the wind was so strongthat the door which hasa dodgylock
slammedshutand| wascompletelylockedin. | only hadslipperson but hadto manageo climb
out a partially openwindow into a drift with nothingfor leverage It hurt but | managedandthe
secondblessingwasthat the backdoorwasunlockedso | could getbackin. Thoughexhausting
by the endof the secondhight whenthe stormwasabatingl allowedmyselfto breatheout a sigh
of relief. Too soon,whenl| wentinto bedthe bedwaswet in the middle andwaterwasdripping

downthelight switch. It was11lpm.Thatwasmy heartsink moment. | wasafraidit wasa burst
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tank in the attic, | tried to get up but ¢ o u | reearanything.Reluctantlyl rang my neighbar
Dan hewasasleepbut blesshim, pretendechotto be.He c o u | pthysidatlygetdown | knew
but 1 just neededo know whatto doin casethetankwasto comethroughthe ceiling. Therewas
nothing| could do exceptsleepon the couchandwait until Dan could try and getdown in the
morning. The drifts were so high that Dan hadto walk over the tops of fencesin fields to get
downto methenextmorning.He hadto climb my gateandfind a way aroundthe drift to getup
thedrive. Up in the attic he found snowthatthe blizzard snow,which wasthe heightof my roof
had blown in underthe tiles. Togetherwe bucketedout the snow and that was the end of my
problem.Still | couldnotfacesleepingn thatroom sol madeup abedin thesittingroom.

Someof the neighboursclearedthe roadswith their diggersandpushedthe snowup againstthe
ditchesto give sevenfoot snow walls but the roadswere drivable if you had the courage.A
coupleof dayslater Edgarcameup with his digger and clearedmy driveway but it would be
anotherweek beforel would have either the courageor the strengthto ventureout. After the
blizzardhadpassed watchedthe weathemreporton the television.The reportesaid Gafter what
we havehadtomorrow will bepositivelyb a | nMy eyesfill with tearsandtheyspill downmy
face. Tearsof what, relief, gratitude?Somesort of internal tensionor pressurel had not let

registeruntil nowwasdissipating.Theroof of my mouthblisteredover.
9 April 2018

No matter what way | go aboutit, visits with people,even my closestfew, have become
increasinglydifficult. That list of pendingvisits that no matterwhat | did never got cleared
anywayhaspretty muchhadto go. The plotting andthe planningandthe pushingto makeit all

happenwas a constantstress.The price of closing that list asit were is that you rarely see
anyone.ls thata big priceto pay?No, it seemdike the moretime passeshe easierit gets.Plus

peoplejust go on to thenextthing.

As | write this one of C o n éws down the road is really bellowing, he is not a kind farmer
which is rarearoundhere.Howeveraskind asmy otherneighboursareto their animalstheyare
totally at the behestof mankind. They do not have much of a life really. I honestlythink if
peoplesawthereality of it all notto mentionthe chemicalghattheyaredosedwith, theywould

not be so quick to eatit! It is all aboutdomination.Thea n i mlizds ardfilled with lots of tiny
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momentswhere humansmake them scared,uncertainor threatened.You can seethe ewes
panickingto find their lambswhen they have beenmovedfrom field to field or worsecrying
whentheyareweanedrom them.Whenyou seelargeflocks of sheepbeingherdedon theroad,
a dogoften hasslingthemor jumping overtheir backsin agitation,you canseetheir panic,their
chestsheavingin terror. Harry doesnot usea dog andwhenhe walks his herdto the village for
dipping thereis scarcelya sound.The younger,lesspatientfarmersherdtheir sheepfrom their

jeeps,honkingtheir hornsandbangingthe sidesandshouting.All totally unnecessary.

| usedto hateseeingthosehugetruckscarryingthe sheepnto the factory. Someof themlooked
at me once, | could neverlook again,too much fear and sufferingand domination. It is all a

form of violenceandharm.

| haveto be awarenot to be shorttemperedvith the dogswhenl amtotally drainedandtheyare
giddy or demandingn somesmallway. | rarely getcrossbut whenl do, thereis a fleetinglook
of uncertaintyon their faces their earsgo backandtheir tails go down. | feelin thatmomentthat
| have causedthat unnecessaryiolenceand | am remorseful.My aspirationin life for many
yearsnow hasbeenwhat the Hinduscall 6 a h i mesnae3snesaVe are all capableof many

tiny momentsof mindlessharming.
19 April 2018

| havehadfierce symptomsthe last while, yet | continueto plot and plan with my lists andmy
agendasl waslucky to makeit to Hacketstowrnyesterdayto postoff S a r 6" dighday gift
and pick up a few things. Whenwill | evercrackthis going out thing? | d o nnéedmuch but
still it seemgo take all my energy trying to keep all the boxes ticked.| yearn to let go
completelybut | fearthatif | stopped might nevergetgoingagain.l neededo go within a bit,
andto try and getin touchwith what might move me on a bit from just continually pushingto
getstuff done.It waswarmandsunnyso | put GracieandPeggyinto the carandheadedverto
R h e plécewhich is aboutfive miles away. Shewas delightedto seeus. Her placeis a little
heaven At 82, Rheais a peaceful free spirit. Sheplodsbout her six acreplot on two sticksand
hasput in a hugebog pondon herland and plantedhundredsof nativetrees.Shegrowsall her
own fruit and vegetablesAt the bottom of her land sits a wide rushingriver with sporadic

minisculebeachesvhereyou can standor launchin to swim. The dogsadoreit there,as| do
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myself.WhenPeggyfirst cameto usasa very nervousrescuedog shedid not sleepmuchfor the
first two daysandwould howl when| left the room. On the third day, | broughtherwith meto
Rhea andl satwith Peggyon a hugerock in the middle of the fastmovingriver. After a while
Peggyjust completelycrashedout, shelet go, decidedto trustand| hadto carry her sleeping
bodyback to thecar. Shesleptfor another 24 hourstraight.

Rhe& thing is no air miles. Shejust could not be doing with rice or pasta preferringthe native
spud.Shefreezeghe surplusfrom hergardenin late summerandeatsfrom thator whatis left in
the plot in Winter. If someonegaveher a pheasantshewould pluck it andeatit. Shebakesand
preservesHer fatherdied at 103 and shewearssomeof his cozy old clothes.A retired doctor,

shehasa heartconditionandcarriesa do-not-resuscitat®rder.

It wasthe right thing to go theretoday.| neededo stretchmy legsandmy soulandto remember
to do lessandjust be more.| am considerablyyoungerthan Rheaand| chooseto takeon a lot
more than her in termsof the animalsetc. but thereis a lot to be learnedfrom watchingher

gentle,peacefulway. | leaveherplacere-minded.

25 April 2018

It is amonthsincel mademy final mortgagepayment,25 yearsof paymentsthe last 15 on my
own. | finally madeit to Tullow yesterdayo the bank,to sortout an electronicpaymentransfer
so | cangetthe deeds. struggledwith the interactionat the bank. It is all machinegherenow
andtheyarebeyondme. A youngwomanhelpsme, | fight backthe tears,shed o e saticetl
find myself apologizing,explainingthat | havea chronicillness andthat| rarely get out. | do
this all the time in shops.| am so out of my elementand overwhelmedby the lights and the
noises,the speedwith which they want you to packand moveon, that | makeself deprecating
commentsaboutbeing6 j dosvhfromtheh i | alslshiakeand dropthingsor getconfusedwith
my laser card. The peoplejust smile politely at me, they are mostly oblivious to what I am
saying, it is I who am continuouslysaddenedy my demise.l usually bring a flask on such
outings,as | needa few restorativeminutesand a cup of greentea, beforemy jelly legs and
muddledbraincanattemptthedrive home.
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The SUSI grantletterwasin the postwhen| got home,| havefundingfor anotheryear.| apply

earlysol can putmy mind atrest.| amsograteful,andback on theouchby 2pm.
28 April 2018

It was a few daysbeforel could get going again,but yesterdayat 5pm | put Gracieand Peggy
in the carandwent up to the lower trail just to seethe little waterfall that hassustainedme for

years.When| look at it | am remindedthatit is alwaysjust 6 t h eleaewater running over
stonesandferns,dayin anddayout, beforeme and after me. | am, like everybodyelse,just a

speckin the grandschemeof things. It waslovely justto be out andto seethe dogshavingsuch
fun. Whenl got homel plantedthe blueberrybusheswith the ericaceougarthandthe raspberry
canesn the greentunnel.lt is still asoddemmessin therebut maybesomedayt will turninto a

fruit cage.

EarliertodayHarry wasat the gate.He neededa handmoving afew ewesandtheirlambs which
| gladly did. He walked backdown with me and stoodthe goatswhile | gavetheir feeta much
neededrim. It makesucha differencewhen| gethelp like that, especiallywith their backfeet,

otherwiseit canturn into a bit of arodeo.Now at 6.30as! write this sitting on the front step,the
sunis out againafterhugehailstonedell. | hadto makea dashinto thetunnelwith the vegetable
seedlingsor they would havebeenflattened.Typical for April. Thereis silencenow exceptfor

birdsongandoneof the henspicking at an emptybucket.And now the cuckoowho is backwith

ussinceyesterdayl havehadto closethe doorson both of thea n i mteolisest orderto force
Flora out for a pick. Sheis grazingnow on all fours, shemight needmedicationfor stiffness.
Sheis turning eleven.l rummagedout my old mitochondriasupplementsarlier,| am hoping

theymight helpto buildmyselfup orl will soon beon all fourslike Flora!

The sun hasjust gonein and the mountainsilhouetteslook incredibly dark. The gorseis just
startingto bloom yellow. The swallowsflit aboutfor insectsandtiny birds jump in andout of a
feed bucket. The smell of the turf smokefrom my chimneyis a bit nauseatingo me as| am
feelingsolow. Thedogsarestretchedesideme. Suddenlydownin the valley, Iggy startsup his

tractorandthat istheendofe v e r y Ipeactyh@dogshate hisdog,who alwayscomeswith

him andsnarlsatthemthroughmy gate. Theyaredowntherenow poisedandready.
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7 May2018

It is a bank holiday Mondaytodayand like all otherholidaysmakesabsolutelyno differenceto

my life here.The coconutsmell of the gorseis unprecedented. am surroundedy it usuallyat
this time of yearbut with the exceptionof down by thelittle river trail wherel walk Zeb, where
for a couple of weeksevery year the gorse scentengulfs you, | usually have to inhale the
blossomsup close.Today, | supposebecauseof the recenthot daysand the gentlebreeze the
smell surroundsme as | sit outsidewith JohnO 6 D o n o dobok RBedusy.l am grateful this
0 s e afsboen magfidally arrivedafterthelongestold winterof 6 i n-8 e dlgetmembethis
0 o u t-nse ssis@dienselyand| oftencary it with me throughthe shortwinter daysbut feeling
it againis beautiful. All the animalsare doing their thing. Nan has emergedfrom her shady
houseand is picking aboutthe place, beddingstraw hangingfrom her too dirty bottom. She
needsto be shorn.The hensare picking the turnedover manureheapandthe goatsare backin

their housewith freshstrawanda goodshakeof babypowderto freshenthingsup. Zebis dozing
in the openhatchbackPeggyis undermy chair with Ely besideit. Gracieis on the front step.
Swallowschatter,somesmall birds are still working away at the feedersin the trees.Big grey
and black crows negotiate the shorn boughs shaking and pulling at the fat ball feeders.
Y e st e butning hea hasbeenreplacedby sun throughcloud, which is so welcome.That
burning on skin sensationl can no longer tolerate, nor the oppressive,draining feeling it

produceslt makesbeingoutsideon suchdaysnot only unpleasanbut unwise.| think of all my

lovedo n emspéndingtrips to SpainandCroatia andthe Canaryslands,andl wonderhow they
cando it? Yet, | rememberthe joy it usedto give me yearsago and how runningin 100%
humidityin Florida usedo takenothingout of me.

ke and Corabethd o neienhearme when| call to themwith treatsat the cottagefield gate
wherethe hedgerowsandthe sweetgrassandthe warmthon their backsmorethancompensates
for any possibleloss of my companyor shelterhere.lt is wonderfulto seethem settlingin so

well. It is to bewet tomorrow butheywill find shelterin their familiar placesoverthere.

A youngcouplehavejust walked up my road with a small dog and my lads go crackedat the
gate.lt is aholidayso thed Wi ¢ RMa gya@inattractall sortsfrom literally all over theworld. In
recentyears, more local running and cycling clubs and walking groups passby sporadically
throughthe summer Familiesparktheir carsat randomforestryentrancegandwalk. City people
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are running out of open spacesand are having to travel further aroundthe country on their
scheduledoff times, perhapsinspired by favourablewrite-ups in glossy weekendnewspaper
supplementsSometimeswith the Irish walking groupsin particular, you can hearthem long
before you can seethem coming down my road. They are broken up into little subgroups,
talking loudly at eachother,not lookingat anything aroundhem. Their overpoweringuixture of
laundryand cosmeticscentslingerslong after they pass.| try really hardto feel universallove

for thembut usuallyfail.
16 May2018

Poor old Margo is not well again. Harry helpedme to put ointmentup her huge udder.He
milked the teata bit first and somenastylooking liquid cameout. Then Edgarphonedfrom up
thebackhill to seeif | could help him bringlown his sheepTheyreallyran himall directionsso
| wentup to try and get behindthemfor him. Last night in bedas| closedmy eyesfor sleepl

sawsuchflashesof light that| got up to seeif it waslampersor a car. Thenit happenedgain
but this time it was like a load of stars,so | knew it was migraine. My rewardfor doingtoo
much,| haddonea lot of cookingyesterdayevening.l maderoastbutternutsquashand cashew
nut pastasauce. madepancakebatterand18 little fairy cakeswith pink frosting and sprinkles.
They would be a little thank you for all the wastevegetabledor the animalsthat the organic
growerkeepsfor me. This monthis thefinal paymentfrom the SUSIgrantthis year. Thatmoney
hasbeensucha godsend.l was able to buy somedecentthank you gifts for peoplewho are
alwaysso good to me. | boughta stepladderfor hereso nexttime | canget up into the attic
myselfand| boughtsomefruit treesandberrybushesandatabletanda decentprinter.| stocked

up onfuel andprovisionsandstill managedo save80% of themoney.

Throughit all the lastfew daysthe whole top of my mouthis raw andnow the gumsat my back
teetharestiff andsore.My glandsareup and| havevery little powerto walk, sol amjustdoing
the basicshere.l watchedthreeepisodeghe othernight of JamesH e r r AlloCreétsresGreat

and SmallWhydo | hanker constantlgfterthosesimplertimes?
2 June2018

The lastweek hasbeena total heatwave. It hasalsobeena weekof rats! | sawonein the goat
house thenlate at night | sawtwo scurryingawayin the goathouse. Thenthreeliterally were
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flying aroundthe goathouseincludingovertheg o aliack€Thenl sawonein the henrun and
anotherrun scurryingfrom a hen bucketbackinto the henrun. | had beenreluctantto replace
Mu for a bunchof reasonsbut now | was going to needa hunting farm cat and soon.| asked
aroundthe neighbou farmersbut they d o nkéep cats as they reckon the cat pee can abort
pregnantewes.One neighbourleft a messagevith an older couple acrossthe fields who have
catsandthey will getbackto me.| wentto a rescuecentreacrossthe mountainand they had
adult catsbut I would haveto keepthe catindoorsfor a few monthsor they would run away. |
spenthourstrying to clearbehindthe goathouseandhenrun andblock up any holesor spaces.
Thenext morningherewould befreshdugup soilandanewtunnelwayin! It has mebunched.

So | broughtsomebakedgoodsfrom the freezerandwentto find the catcouple,l hadanidea
wheretheylived. As | drovedown my drivewaytwo J e h o wanlessesvaited at the gate. |
smiledandtold themthat | wasa Zen Buddhistandthat my belief wasto try to live happilyin
themoment.Theyd i drasétthat! Ironically, thecatc o u pHousé@sdedup beinga houseof
prayer! The sacredheartpicture was lit up everywherein the countrykitchen wherethe range
wasalsolit on the hottestday of the year,6 f thehotw a t!elhe&lderly manwaslying on a
comfy old couchwatchinga matchon a flat wide screentelevisionthat was the width of the
wall. He told me he got it from a guy he knew that had a hotel and when he deliveredit he
thoughthe wasbringinga door! The catwomanwasreadingl r e | Bye Ndb@lyheardme at
the door for ages.Eventually, a middle-aged daughteropenedit and askedwas | here for
prayers?Apparentlyher Mammy has 70 peopleon her list, mostly with canceror depression.
After somechatthe catwomandonnedthe gardeningglovesandgot two catsin the crateoutside
but theywerenot the two brothersthatwereassignedo me but two rathersick looking females
who tried to kill eachother.l suggestedve let themout andtry againwhenpossible.Theywere
suchlovely gentle people,and prayerwas includedin the conversatiorat every opportunity. |
tried to explain my spiritual way when asked,careful not to alienatethemin casel wa s n 6 t
consideredo bea suitablehomefor the cats.Theywould try to catchthe cats as sooaspossible

andwould dropthem over.

| prepareda cratefor the catsin the goat houseand set up litter trays and boughtin food. |
waited. The heatwave continued.The vegetablesvereleapingup in the tunnelandit neededa

lot of watering. The guy who sell the henswill be in Hacketstownat the monumenton next
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Monday so | have decidedto get four new hens.The older girls only give a couple of eggs
betweenthemnow andeggsare greatfor barterandthanks.l havepreparedatemporaryareafor
themasl alwaysdo for newhens,it minimizesthe bullying by the old hensl hadnot planned to
get either cats or hens but things changeThe tablet | orderedonline wasdelivered and |
surprisednyselfby beingableto set it up.

18 June2018

| got tired waiting for the catsto come.Therewasa fat rat bold asyou like sittingin theh e n s 6
food last night. Armed with a warm sodabreadl swungby the catc o u p plaee@ soupleof
daysago andtherewas nobodythere. The weatherwas still roasting,| wasfull of blistersand
tired from trying to outwit the ratsso | wrote them a nice note of thanksandtold them not to
worry | could now getcats from afriend. It wasnotthetruth but | wasjustsobunchedrrom
it all. I hadjust takento the couchwhen| got homewhenEdgarrangfrom the backhill to see
would | help him by openingthe gatesand standingon the roadwhile he drovethe sheepdown.
As | was standingon the road, four Canadianhill walkersfrom Alberta filmed us with their

phonesandaskedmea million questionsaboutsheegfarming. Surprisinglyl knew theanswers.

| knew my sisterhad homesfor all her new kittens but when| spoketo her yesterdayshewas
happyto re homethe new mothercat and her femalekitten with meif | wantedthem. So this
morning with acardboardox andno realmemoryof how togettomys i s toerr(Ihadnever
beento her currenthouse)l setoff. After a visit we got the motherandkitten into the box and
into my hatchbackl h a d pulletl out of her estateuntil the catswereloosein the backbut the
lid wason the hatchbackandthey stayedvery quiet. It wasa goodh o u drideshhome.Gloved,|

got the motherinto the cratein the goathousefirst andthenthe kitten. They ate and slept. To
the day | die | will not forget the shakingtirednessl felt from the heatand the travel andthe
plotting andplanningto makethatall happen Sitill, the catswereherenow and maybesoonthe

ratswould go.
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21June2018

The catsare settlingin well. | give themtime out of the cratein the goat housewith the door
closedso they canrun aroundtogetherfor a while. Then| bring the crateout into the sunshine
andtheninto the shade The mothercat, | havecalledher Esther,canbe out of the crateduring
the day but not the kitten Sadieyet. Thatway Estherw o nvéahderfar from the crate.l brought
thedogsdownoneby oneon theleashto seef we couldall befriendsbut Estherwentferal. Too

soon.

YesterdayHarry camewith thetrailer for Nan, sheis to be shorn.Shekepttrying to jump out so
| hadto ride upwith her. Theysaidtheywould call mewhenit washerturn sol couldgo up and
be with her whenshewas beingshornbut I neverheardanythingand at 8pm they broughther
backdown all shorn.Shed o e «mow herselfin this heatwithout that huge heavyfleece.All

goodthingsarehappenindhereyet | reallydo feel rotten.

22 June2018

| found a dodgyrashundermy left breastareaandthe doctor confirmedtodayit is shingles.|
will haveto take the antiviral medicine.l had to take it before abouteight yearsago for an

outbreakin my mouth and itvipedme outfor amonth.| could do withouthatnow.

29 June2018

The catsare so sweet.|l can let the kitten Sadieout a bit now and sheflies aroundthe place
playing. | think | shouldhavecalled her Joy. Estheris a wonderfulmotherto her but shehates
the dogsand hissesif they comenearher gate.Zeb is stressingover themandwhining all the

time whenheseeghem. It will taketime. In the meantimd just haveto bevigilant.

Yesterdayl hadto go to Baltinglassto the vet to get Estherspayed. had an awful feeling she
wasin kitten againand shewas. Shehadthe startingsof five more kittensin her and Sadieis
only aboutsevenweeksold. Luckily we repealedhe 8" amendmentastmonth! | wasin no fit

stateto gotwice to Baltinglassasthat isanhourround trip driving both morningndeveningbut
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the nextappointmentv a s fordthireeweeksand Estherwould eitherhavegivenbirth or at least
be pregnantagainif | d i dgo.&hewasareallittle trooper,andd i dmeédthe plasticcollar

theysenther homan. All shavedandstupefiedshejustrolled into thecrateandsleptit off.

By now aswell asthe shingleson my body| havea whopperof a painful cold sore onmy lip. It
makeseating and drinking difficult. 1 wrote down all the things | had donein the last while
including all the peoplel had helpedwith medicaland emotionalproblems,the heatwave and
the ratsandthe catsandthe researchwork and| thought,especiallywith my low baselineand

chronicviruses,it wasno wonderl gotshinglesHopefullyit w o nb&tbo badfor too long.

1 July 2018

| sit herein thegentlebreezeandthe mostolerable temperatures ages.Chimesareringingand
all the animalsarewell and happy.Thereis food growingin the tunneland morethanenough
moneyto live on. Everywherel look there are mountains.l have no oppressiveagendasor
responsibilities] am truly happy. This is my gift of a life, my tradeoff for all the otherdrama,

necessargndunnecessaryhe stuffthatcanfill all the timethat isyour brief little life.

| havelost my senseof healthydetachmentgain.| know way morethan| needto know about
everybodyel s etdffs | havefallen into my old patternof advisingand fixing and everybody

hascometo relyon it againl used taspendall of my life tendingandgiving to others.

| am not self compassionatenough.l love my lot in life but | am goingto haveto stoplistening
to othersfor a while and go backon my own path.| usedto think self preservatiorwas selfish

but formenow, at 56, it isessential.

6 July 2018

The heatwave continues.The catsare doing great, Estheris out at night now and Sadiehasto
sleepin thecrateuntil she is oldenoughto be spayedl amwiped from theshinglesvirus andthe

medication. | needa coupleof hourson the coucheveryafternoonustto keepgoing. | brought
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all thedogsto theriver for a cool downtoday. It is a bit of a circuswith themall in the carand
then thestateof it aftertheirfour wet bodies.l could hardlywalk butl amthrilled | did it.

It is very late thesevery hot nightswhen| eventuallyget all the crittersto bed. The goatscan
pick until 9.30asit is coolerfor themthen,but | cannotjust leavethemto their own devicesas
Margo still needshelp getting up and down. The new chickensh a v efullyd got the hang of
goingup the plankinto their houseyet sotheyneedhelp. All thein housefighting seemdo have
calmed.Theolderhensarein the minority now aspoorold Monadied lastweekandJunebugs
still veryweak.Kateis the matriarchnow. As | wateredthe tunnelandpickedsomezucchiniand
saladleavesl decidedto manurethe groundwell at the endof this growingseasorandlet it rest
for next year which will allow me more time at the work. Also | will put more strawberry
raspberryandrhubarbplantsin the greentunnel,mulchit well andjustlet it comeon alsountil |

amfinished thework.

12 July 2018

| wasfeeling so wreckedl could not get off the couch.| let the henspick an hour longerthan
usual.l heard squawkingndwhenl ranout | sawa henflying backoverthe wire fence terrified.
When| jumpedthe fencel sawatrail of feathersalmostbackto the forestryboundary.When|

camebackanddid a headcount realizedthe fox had got Amy, oneof the new hens.l hadjust
missedhim by minutes.| wasdisproportionatelyglistraughtandbeganto cry. | sorarelytakemy

eye off the ball hereandtry andkeepthemall safe. The cementlike tirednesgsthat kept me on
the couch today that hour too long, | usually just pushthrough.| feel suchremorsefor the
sufferingof thatlittle hen.l walkedup theroadto catchFinn andhe hasagreedo put up apallet

fencetomorrowto keepthe newhensawayfrom theboundary.

18 July 2018

| think the encephalitismustbe flared up from the shingles.I haveheadachesll the time, my
spineandneckaresore.l amdizzy andkind of headovertoward my left a lot. | am extremely

fatiguedandnauseatedlt is hardto eatmuchbesidegorridge.
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Zeb madea run at Sadiewho slid back down a big cardboardbox andinto the yard. She got
awayfine but Esthergot up on her hind legs and boxedthe noseoff him. He took off with a

whimper.

It is a hugeeffort to getup thesemornings,l am sotired andsore,but | cannotgive it a second
thoughtasSadieis in the crateandneedgo getout andthe hensneedto belet out of their house
whichis too hotin this heatwavel needto seteverybodyup with shadehesemornings.Edgab s
cowsare at my back fenceroaring, they definitely needsomething possiblywater. He hasjust
goneup to them. It is unheardof for the streamsup the hill to dry up but this heatwave is
bringing a drought. The grasshas stoppedgrowing. Most unusuallyfor this time of year| am
bringing a slice of hay baleoverto the donkeysin the eveningsto supplementheir grazing.All

aroundme theneighboursaremovingstockaroundto becloserto watertroughs.

With this awful tirednesgeadingandretaininginformationhasbecomevery difficult again.| am
exploringtheoriesandlooking for teacherandpioneerdo inspire me Maybel amlooking for it

all to bereflectedat meratherthan mgust gazingat my own reflectionfor abit.

This postshinglescavein hasbeenhumbling.| havehadto lie therefor hourslamentingthat |
am doing nothing. Yet, enoughgetsdone.Most things get takencareof andthereis incredible

peacel hadoneof my longrarechatswith Brigid on the phonandasalwaysfelt better.

23July 2018

| am bunched| stayedon the couchandthenwhen| wentinto the spareroom for somethingl
hadto lay down on the bed again! Zeb did somethingto one of his backtoenailsthe otherday
andit is very bentnow andheis constantlyatit. Whenl gotup, | put him in the carandbrought
him to the river hopingthe nail mightjustfall off. It d i dsowhen!| put him backin the hatch
back | quickly clippedit off with the g o a tligpers.| got the shakesas my usual courage
reservesare drainedby the prolongedexhaustionl madecoffee andwalnut caketo sharewith
Larry who hadinsistedon bringing my turf andlogs deliveryin instalmentsso |l wo u | tren 6 t

myselfout trying to getit all into the sheds.Who elsefills their shedsor Winterin July?| kept
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somecakefor when | drop down to seeGretawho is down for a weekin her holiday cottage

nearby.Gretararelypassesny gatewithout leavingsometreator actof kindness at it.

Sincethe shinglesandtherelapseat hascaused] havehadto rethinkthingsagain.l havehadto
learnto slow and simplify evenmoreandto try and still my agendabasedthinking. Therehas
beena shift, becauseas| look at the overgrowthandshabbinesaroundme here,l havecometo
realizethat it is really unimportant.If the animalshavea gooddayand| amnottoo6 c hor e
d r i ‘thenth@reis peaceFor peaceit seemso me, thereis if not a price to be paid, then at
leasta bargainto be made,a tradeoff of sorts.Lessmustgetdone,thingsmustgetshabbythere
mustbe lessaccomplishingand morerest. | realisedthat what | thoughtwas simple living still

hadawaysto goto reacheasyiving. There musbemoreletting go.

| lookedaroundme lastnightandsawall the6 wi | d especeobnsy fife andthe easethatit

offered.l finally saw thevaluein allowingthingsto bejust goodenough.

31July 2018
| amfinally ableto stayoff thecouch!

Margo cannot stand up. Her udder is huge again and rock hard but there are no signs of

infection. Shewasout picking till late last night eventhoughshehadto constantlyrock to keep
herbalancel calledthevetwho suggeste@n antrinflammatorywhich | gaveher butl think it is

atumou andit is pressingon her spine.Her backlegsarealreadyso weak,sheh a s axcbance
of gettingoverthis one. Harry camedownto havealook at herandhethinkshertime is up too.

| rangbackthe vet to organizea euthanasiaisit. It all makesme verysad.lt is the downsideof

farming. Still, Margo cameto me at threeweeksold with Floraandis elevennow andhashada
greatlife hereand shewill not suffer. Yet, | cannotstop looking at her. | picked all sorts of

bramblesand leavesfor her and havegiven her her favorite treats,ginger nuts and rice cakes.
Sheis contentandoblivious. | closedthemin alittle earlywith haybut just put the palletacross
the door. Sometimeafterwardsl thoughtl sawherin herusualplace,rummagingheaddownon

the compostpile. Sadly, | realizedl would neverseeher do that again. It is the endof an era
here herself,FloraandNan outmoochingandgrazingtogether.
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After | hadclosedin the hensl heardJunebudhaveoneof herturns.When| got to her shehad
herwings outstretchecgindherheadall the way backwheezing.l hadto whip herout of the hen
houseanddunk her beakinto the waterbowl until shecameround.Who would everbelieveall
thelittle 6 w a gfalbthe creatureshereandhow muchcarel gladly give them?l would hateit
to be a chapterin my life that wasover. | am awareof how fortunatel am to live with these

animals.

It is full darknesgonightby 10pm, wearealreadymovingawayfrom thelight.

2 August2018

Paul, one of the vetsfinally cametoday at elevenam to put Margo to sleep.He wasto come
yesterdayobut | d i dfmd dut until 4pmthathec o u | rdakedt.tWaiting is one of the worst
energeticdrainson anill person.Well peopled o nréalizewhat it doesto us, how we try and
hold ourselves6 u god a scheduledevent,even a social visit, how we have to budgetso
strategicallyto makesomethinghappen.The emotionalandenergetiadrain of this waiting | can

alreadyfeel.

Margo waslying down when Paulcame,| put Flora out of the shed.| knelt down and put her
headon my lap, shewasrestful and not worried, sheis usedto injections.| chattedawayto her
andsoothedher,my headburiedinto hersandshewasgonein secondsAfterwards,| tried to fit
herinto oneof the ton-sizedcanvasbagsthat the turf comesin asit is sohotandl d i dwabtt
flies at her. An hourlater Harry camedown andwe fitted herinto a secondbag anddraggedher
out of Montana,thelittle goatpaddock.andup the few stepson to the drivewaywhereit will be
accessiblefor Edgar with the digger later. Harry came in for a cold drink of sparkling
elderflowerwaterandtold mekindly that| could not havedonemorefor her.1 hadto fight back

thetears.

It was 7pmwhenEdgarcameup with the diggerandhookedthe canvasbagwith Ma r ghmdy s
on to the diggerbucketand broughther just acrossthe road on to his land wheremy donkeys

summer.He dug her a fine gravein a lovely spotwithin full view of my house. He would not
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takeanymoneysayingthat| would offendhim if I insistedandremindedme of theongoinghelp

| wasto him withherding.l gavehim adozen ofeggsandchocolatebiscuits forthe kids.

| was bunched.| finally checkedthe postas| wavedEdgaroff. A letter from SUSI, they are

withdrawingall feesandfunding. It seemghatl am tooeducatedhlready.

4 August2018

No sign of a breakin this heatwave.Harry andhis sonsandtiny grandsonsvereout very early
this morning walking the sheepinto the village to be dipped. It is lovely to seethe three
generationdeinggentlewith the sheepl spentmostof the day andeveningcookingwith some
of my harvestthencleaningup. | peeledandsteamedny babybeets madeblueberryandlemon
zestmuffins and spelt buttermilk scones. madetwo typesof pastasauce,roastzucchiniand
tomatoand roastbutternutand cashew.| usedup the glut of basil and madeveganpestowith

sunflower seedsand nutritional yeast.With the saucesand the pestol madeand froze small

lasagnes. sometimesvonder ifit is worthall thework, but| still seento do it.

It is almost9pmasl sit outsideandwrite this andthe sunis only just gonedown. | hadhopedto
getthedogsout for awalk but | havealreadypushedt to getthe cookingandthe farmingdone.
They arebesideme now andare stretchedand content.Animals do not run lists or agendadike

us, nodingerlong underdisappointment.
5 August2018

Rosecameasa surprisethis morning.Shephonedio sayshewas20 minutesawayandto putthe
kettleon! It is hardfor my family to know whatto do aroundvisits. Sincel havehadto stopthe
invites andthe plans,they try andcomevery occasionallyat shortnoticeandonly staya couple
of hours.l alwaysmakeRoseherfavouritebreakfasiof scrambledeggson toast.Shecomeswith

all sortsof usefulgroceriesandtreats.Mom sendgonsof stuff with hertoo. | wasfairly together
andhadeggsanda few bakedgoodsl could sendhomewith her.| took the opportunityto take
her over the mountainto a little hotel that my parentswanted to have their 60" wedding
anniversaryunchat sol would be ableto go. The placeis rusticandhomelyand seemssuitable

but | think it is toofar for therestof thefamily. We will see.
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Thechatwith Roseis easy,sincewe weretiny we havealwaysbeenclose.l think the company
did megood.l havebeenin my own heada lot for months.Still, asl write this hourslater,| can

hardlysee.

The weatheris finally setto changeand becomemore seasonalThis heatwave wasthe hottest
in fifty yearsandlastedsevenweeks.Thatwill haveseriousfarmingrepercussionkaterin terms
of crop productionand crop prices.| always welcomethe seasonshanging.l havelived in
climateswhereit washot anddry mostof the yearandalthoughthat seemso be celebratedy
humanityl havealwaysfelt it to be moreof a concernl like the moregentletemperatenatureof

seasondliving.

10 August2018

It hascooledconsiderablyandl try andsit outsidebut | amjust sosorethat| cannotstaylongin
the rockeror out in the sunlightwith the headached.d o nkdotv how to shift this oppressive,
drained sick, sorefeeling.| havedonethe leastmaybel haveeverdonefor weeksnow, trying to
restmy way out of this postshinglesfatigue.Yet | getverylittle truerest andsometimesg think |
might consideractively doing lessas actuallyresting.Plus | am so depletedl am unbelievably
cross,a barkcango right throughme at the minute.| needto constantlyremindmyself of what|

truly believein and howl aspireto live, andremembethe Sourcemore.

It is 9pmand| hada merciful doze.As the sunsetsnow the dogsarestretchedbesideme on the
front step,they are exhaustedrom someseriousbarkingat cows activity earlier. It is lovely to

hearthe pulling and grazingand chewingnoisesof Florawho h a s suffetedtoo much from

Ma r glos$é.Bhe catsareon the palletfencingwaiting for supper,l delayit aslong aspossible
as Sadiehasto be put in the cratewith hersandit is a long night for her. The hensl alsoleave
out aslong aspossible.Junebugs on her lastlegs,sheis still taking her funny turnsin the hen
housesomenights. Last night whenall the otherhenswerein bed shewasby the door of the
housewith her headdown andher backsidecompletelyup in the air, shelookedlike a gonner!
Thereis not muchleft to pick in thetunnel.l pickedthe organiccalendulaflower headsand put

them out to drarlier. Thenl canimmersethemto makecalendulaoil for my skin.
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Despitemy drainedgrumpinessthereis so much to bgratefulfor andpeacefulabout.

12 August2018

Today is really humid and silent. | have been taking medicationto seeif | can break the
migrainecycle that | havebeenin and| havegonebackon the supplementdo seeif | cannot
build myself up a bit again.| did a winter stock up shopa few weeksago, for myself andthe
animalsand| thoughtl might getanotheronedonebeforethe kids go backto schoolin a couple
of weeks,but | mustabandorall notionsof going nearatown, | just would not be ablefor it. |
stockedup on porridgeandrice milk, basmatirice and wheatfree pastasgreenand chamomile
tea, lentils and beans,spelt flour, baking stuff, peanutbutter, soy butter, frozen vegetables,
coconutmilk, spicesrapeseed oil, pink saltice cakesandpitta breadsThat iswhatmy culinary
world conssts of. Thatplusthe organicvegetablestofu andvegancheesd getfrom Samacross
thefields asl needit. | havestockedup on alot of wet dogandcatfood andtheir treats.Their
dry food | cangetdeliveredwith the oatsandstockmix. It canbe unnervingspendingso much
moneyin onego, but thatis what it takesto be preparedor winter. | haveit prettymuchdown

patby now. If | wasasmallbusinessall my fundswould betied up in stockatthe moment!

18 August2018

| amjust backfrom giving the donkeystheir eveningbucketand someapplesfor a treat. They
were standingright whereMargo is buried. Every day | end up rescuingbumblebeedrom the
donkeys waterbarrel.For somd amtoo late, thebabyones rarelysurvive, but ifthereis ablade
of grassor a pieceof fern floating in the barrelthe soddenbeeswill cling to it, andrevive very
quickly whenreturnedto the grass.Thesedays, | pick a poundor more of blackberriesevery
time | go overastheyareat their peaknow. Becauseof the heatthis summerthereis a bumper
crop andthey arehugeand burstingwith juice. | will freezethemuntil I am readyto makethe
jelly. It wasZ e btdrrsto gotoday,helovesto getout by himselfwith me.He is ananxiousdog
andwith that goesthe skin rashesandthe allergies.Still, we managewith the oatmealbaths,the

supplementsndthe specialdiet. He is definitely mellowing with ageandis completelydevoted
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to meandall the creature®n thefarm. Toa strangeiat the gatehelooks andactsquite fierce but

thatservedts own purposdere.

Big dramayesterdaywhenE d g acattlelsustedout througha holein the forestryboundaryand
weretravellingthe roads.l phonedhim only to find out he wasawayon holidays.He contacted
Joe,a farmerwho sometimeshelpshim andbetweenus we got thembackup the hill. Joefelled
a few treesto block the gap. Howeverit did not stop there,for the next few daysthey were
down at my backfenceroaringandtheytrampleda low fenceandbrokeinto my greentunnel. |
spentmy time trying to herd them back up the hill. None of us knew that Simon, the farmer
down the road had put a bull on his land and Edga® $emalecowswere madto getto him! It
w a s anél the bullwasremovedthatthingscalmed downWhenEdgar returnethe andJim re-
fencedthe whole back of my land. | insistedon paying for the wire but Edgardid a job that
would havecostme hundreds.| madeappletartsfor themboth and droppedthemto themthe
nextday. For somecultural reasonl do not understandthereis nothingan Irish manlikes better
than an appletart. | have had very shy bachelorneighbourstexting me notesof enthusiastic
thanksfor my appletarts.

29 August2018

It hastakenthe last few weeksto sort out what my academimptionsare sinceSUSI pulled the
plug on the funding. More waiting and all that goeswith that. | am desperat¢o know wherel
stand.| havehada goodlook at the finances,and althoughfriends and family have offeredto
lend methefees,thatis notanoption.| haveonly just finishedthe mortgagelt took me yearsto
tidy up financially after the marriage,| do not want any more moneyworriesor debt.| live on
verylittle but | do not oweanythingand| preferit thatway. | can managéefeespaid over nine
months,thatwipesout all the moneyl savedfrom lasty e agramtandwill be supplementedby
the money | usedto pay monthly on the mortgage.lt leavesnothing in reservebut | have

promised taaskfor helpif somethingcropsup.

| will keepgoing.
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15 SeptembeR018

Autumn hasfinally creptin. | thoughtmy thyroid waswaningagainas| felt so cold in myself
but after | lit the rangel realizedthat it was just naturalfor the time of year. The heatwave

summethadgoneon so lond hadforgottenwherel 6 w sngshey e ar 6!

| haveto remembeto withhold my winter panicandé b ia thefall of the yearwhich hasall its
own beauty.Thereis a whole otherseasorbeforel needto feel the restraintsof winter. This is
usually a time of preparednesfor me, but now, fifteen daysinto September] haveall that
preparatiordone.Shedsandshelvesarefilled with everyanticipatedneedthatmy mind andmy
moneycanallow. Soon,it will not be safefor me to ventureout at all and | mustretreateven
further into survival mode. Only | can understanchow necessaryf undesiredthat is, as the
consequencewill be mine aloneto dealwith. | havehadto learnoverthe yearshow to live in
retreatandremainon the bordersof sanity. This yearmore tharanyotherl mustself preserven

orderto beableto do thework.

Many things punctuatethe year here, but bringing the donkeyson and off my land dividesit.

They went over to E d g afield jsist oppositemy gate on the 4" of May, the beginning of

summerwhenthe nights havefinally warmedup andanyrain will not be cold rain. Theycame
homeagainfive daysagoaftertherehadbeenafew nightscold enoughfor starryskiesanddark
early enoughfor errantdeershooterson the far hill. Theyhad hada particularlygood summer
despitethe streambedyoing as dry and crackedas Eritrea. The mountainspringsaboveit had
dried up completely,a thing almostunheardof aroundhere,| havea hugewatertank overthere
that Finn keepsfilled up for me so they were not underpressureunlike so manyotheranimals
aroundme who had never known thirst before this. Stock everywherewere being moved to

whereverthere was evena trickle of a streamor to wherethey could be reachedby a tractor

pulling atank.

The neighbourssuggested leavethe donkeysout until Christmasthat| shouldleavethemwith
the pick andthe stretchuntil then.But when| put my handon C o r a b laltetie slaysago
shetook off for home,lke at her heels,without the usualencouragemerftom Harry at herrear.
Out the gatetheywent, down the shortstretchof road,in my gateandstraightup the slopeinto

their little patch. Thatnight theysleptin the backof their house Lastnight asex-tropical storm
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Helenapassedhroughtheywere safeanddry in their house.l will feed,fodderandmuckthem

out atleasttwice adayeverydaynow until earlyMay nextwhenthe yearwill divide once again.
18 SeptembeR018

It is extremelyblusterytodaybut warm, sunnyandblue. It is a lovely day for the crittersand
thesetypesof daysare bonusesat this time of the year. | just gavethe animalsdiatomaceous
earthand jam sandwichesa natural preventativetreatmentfor parasites.They all licked their
lips. This unseasonablearmth penetratesny limbs as| sit in the rocker. | haveforgottenhow
soremy limbs arefrom mendingthe donkeyhouseand otherbeyondme chores.I turn my face
up to thesunandsurrendeto rarefeelingsof comfort. My brain breatheout, thereis the chance
of anap,a quick grabat sleepthatdodgedme all last night and severalbeforeit. Otherthanthe
wind thatrustlesdrying leavesandbillows polytunnelplastic,it is silent. Thesearethe moments
that are un-newsworthy, un-reportablevhenanyoneasksme, 6 w h anéwdvgh y o uYztihey
meaneverythingto me.On anawaredaytherearemanysuchmomentsijt is theé w alyive, the
way | gothroughlife. It is whatsustaingne,amazes mdyurstsmy heart open withove. | rarely
think in terms of loss anymore.My life instead has becomea fair trade. As | sit in the
windblown, early Autumn, four d o gheaison my lap, | do not havehandsbig enoughfor the
love. The cloudsthat areto bring heavyrain andgaleslater are blackeningthe blue sky, yet the
hot sunstill defiesthem. With my eyesclosedl am trying to still my mind, overridethe many
practical thoughts,the plots and the plansthat have becomeso frequentthey have becomea
habit. | amtrying to dig deeperthan avel got brown rice madefor thed o g @& funningthe
mentalmovie of farm choresstill necessarpeforedark. | amtrying to getinto the placewhere
thework lives, to let it out andpeakfor itself. | amtrying to remembemwhat| havelearnedfrom
living alongsidethis illnessandto stayin that placeso | canwork andresistthe worldly pulls
thatno longerservemewell. | try to put gratitudebetweemme andthatworld soit canno longer

bounceme aroundike its toy.

Peoplecloseto me are eitherin or aboutto go to Sri Lanka, the Greek Islands,the Canary
Islands,Florida or the EI Caminofor holidays.Envy or desiredo not evenentermy mind. My
thoughtsarewith someond remotelyknow whosealreadyoperateeon tumouris sorareandso
incomprehensiblehat ten specialistssat togetherin a room cannotfathomit. 1 am so grateful

thatthatis not beingaskedof mein this lifetime (and| haveno senseof entitlementto believe
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thatit shouldnot be)that | neverconsidermuchaboveandbeyondwhat| havenow andhow |

live now. Sufferingis such ashared consciousness.
24 SeptembeR018

Lastnight wasthefirst slight, white groundfrost. | movedthe strawberryplant basketdrom the
greentunnelandhungthemin the plastictunnel. JD hadarrived at the gatewith more cratesof
applesfor theanimals.l havesortedthroughthemandtodaymy housesmellsof applesas| have
storedthe betteronesin the spareroom. The rest| haveput in the tunnel. It is warmin there
todayandthe catshavefinally discoveredt asa heattrap. Esther sitsall puffedup on thewicker
chair, while Sadie stalks somethingimaginary under the plastic that coversthe manure. The
recentstorm put a split in the plastic on the top of the tunneland as| splayedmyself over it
earlierin afruitlesseffort to tapeit up Sadie ricochetedoff the sidesin aneffort to getup to me.
| would be doubtful that the twenty plus yearold patchworkplasticwill survivethis winter. In
fairnessit owes menothing. It will costalot to replacetoo much for thdoreseeabléuture. Nan
just camearoundthe cornerand headbutted Zeb out of the spotalongthe housewall that she
wantedfor herself.A henclucksloudly in the goathouse|l think | amlosing eggssincethe new
hay balescame.They lay in everyhidey hole and gapin the bales,their wild instinctsto lay
secretly and privately surfacing. A buzzardcries overhead,crows in its wake are circling
something.Small birds twitter. | think the swallows must be gone.| did not witness their
leavingthis yearasin otheryears,whentheyline up on the wires for their group departurelt
nearlybreaksmy heart,the thoughtof thatlong journeyandall theyneedto 6 k n @owétthere
safely. | wonderwhich of themwill makeit and who will not, things that would neverenter

theirmindsastheyjustfly.

The autumnequinox haspassedWithin the last couple of weeksdarknesshasalreadymoved
from 8.30pmto 7.30pmandfrom now on the light will just shrink andshrink asthe earthturns

furtherfrom the sun.
My nephewWhatsAppdrom Sri Lanka,heis restingin ahammockin ateaplantation.

Acrossthe valley cut grasslies in rows waiting to be baled,this dry cold weekmakessucha late
cut possible.Fodderis to be incredibly scarcethis winter. A coupleof hensscratchin the dung

heap while theothers layfannedout in asunstripe.
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All the dogsarecrashedut besideme now as| write. Theseshortdaysl try andfacilitate them
beingout asmuchaspossibleastheyareinside so muchduring the long eveningsandnights. |

try and give the donkeysa stretchtoo by letting them roam aroundthe plot eventhoughthere
i s muachleft for them topick. Theywill ramblebackup to theirhousewhen itrains.Florathe
goathasrecoveredrom hercolic andnow | leavethe little radio on in herhouseday andnight.
The catsandhenskeephercompany,Sadiein particularlovesher. Nan hasstruggledwith rapid
onsetlameness| havecheckedher for foot rot but her feet are okay. Sheis completelyoff her
feed. | havebea ableto treather myself with antibiotic shotsandthed o gasiténflammatory
syrup. Shecannotoutrun me novbecaus®f thelameness.

The only time | leavethe propertylately is to walk up anddownto H a r srfayn@. | havebeen
helpinghim to treattwo sick ewesup there.One hasa swollenface and oneis lame. Mostly |
just help him to work out the antibiotic dosage Walking down the roadtowardsmy little purple
housewhich blendsin now with the fall colours,| wonderat my life andhow it hasturnedout.
Nursingandfarming havetaughtme so muchthatis both usefulandmeaningful.l love to share
all thebeautybut | find it hardto explainthe underlyingdaily physicalcost. Why? Am | afraidit
will soundnegativeor thatl amcomplaining?0Or worse that peoplewill criticise me for doingit
eventhoughl amsick? Will theythink I am causingmy own problems7How could they know

that without itall | would have nothing] literally would just sitherelooking out atlife.

Sometimegpeoplewho caresuggest give up the animalsandfocus moreon myself. They are
well intentionedbut are viewing it all from well, busyworking and family lives. They cando,
seeand speakmorein onedaythan| could mostmonths.The caringfor and companyof the
animalsthat live with and aroundme punctuatesand lends purposeto not only my day but to
most of the sixteenyearssincel havebeensick. And what more focus can| put on myself?|

havebeendown everyroadandthoughtaboutthis illnessfrom everyangleanddecidedthatthe
bestway not to go underwith it completelywasto fight to keepsomekind of life aroundme. A

quiet safeplacewherel could at worst survive, maybejust wait it out until | or somebodyelse
hadcrackedit, or at bestcreatesomekind of goodlife for myself. What| havecometo know so
well but find it hardto convinceothersof, is that therewould be a similar price to payfor any
otherway of living with ME anda lot lessindependencevith it, and fewer if any momentsof

self recognitionpeaceor fulfilment.
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Sanctuary

Who wouldbelievethe myriad of tiny chores
sequencedndconsisteneverymorning
whenthefirst peep ofevenhalf light
getsmestraightout of bed

into farm clothes

andout thebackdoor

which only everclosesfor wind andrain.

| begin thework of tending

respondingo needsandnodsandneighs
usheringn andusheringout

until thelight is gone

whenfarm clothesoff and looseclotheson
andcandledit

| maketeaandvegan food

(Ohthejoy whenit is leftovers)

andsit at thewindow and
certainthateveryonenadthebestdaypossible
| breatheblessandthank.

Most peoplel know would hateny life
evenl think pity me
my solitude

poorhealth

smallmeans

limitations.

Theywould behorrified if their daysconsisted mostly
of repetitiouschores

out inall theelements

in muck

shit onyour bootsor worse

in your hair orunderyour nails

despite haandgloves.

But now

thereis just thehum of therange
the tickingof theclock

the odd dognore
restorativesilence

my sustenance.

Nothingmuchhappenedoday.

| spoketo no one.
A neighbouteft applesfor thedonkeysatthegate.
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Two cockpheasantavereat one ofthefeederdn thetrees.
Foureggsin thelay spot.

Nansickin herselfearlier

asleemow in herbedof borrowedtime.

| considemyselfblessedor
despitelllnessandloss
thingsareeasiemow
easietbecause havefound
sanctuary

or maybel evencreatedt.
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Figurel ThePrecioud-ullMoon

Figure2 Surrender
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Figure3 Thefamily

Figure4 Weiamongthe producein the polytunnel
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Figure6 Gracie(onwall),Zeb(left), Ely(right)
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Figure7 Christmagifts- BrambleJelly

Figure8 Elderflowercordial
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Figure10 Viewof my little sanctuaryfrom the hill behind
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Figure 12 ZebandPeggybythe range
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Figurel3 My waysof thanking

Figurel4 Gift of Thanks
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Figurel5Harvest

Figurel6 Homemade
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Figurel18 Potteringin the snow
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Figurel9 Septictankissues

Figure20 Priorto felling- forestry behindthe donkeyhouse

170



Figure21 Little blind Junebug

Figure22 WinterinWa 2y 4 I y I Q
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Figure23 SnowPatrol

Figure24 CredenceandWeiin the boghole
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