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From the editors desk

Itis with much pleasure that | am writing these few lines. After the up-
gradation of Jeevodaya as a Regional centre for training Doctors and
nurses in palliative care we have so far trained 53 doctors and 16
nurses in palliative care in three batches. We conducted six one day
work shops, three for nurses and three for social workers totaling 145
members. Many are waiting fo be registered for forthcoming sessions.
We feel it as a privilege that Jeevodaya could stand as a medium for
fraining a good number of doctors and nurses who have been inspired
fo step into the field of palliative care.

This year also, as on the previous year, on 29th January Ms. Gilly
Burn, Director cancer relief India and her palliative care tour group
from different parts of Europe and Australia visited Jeevodaya as
part of their educational visit to South India. They were very much
impressed by the services rendered and were particularly
appreciative of the permanent exhibition on cancer awareness set
up at Jeevodaya.

Our Hon. Medical Director, Dr. Manjula Krishnaswamy delivered a
guest lecture titled “Factors contributing to variability in response to
Opioids” at the 16th National and International Conference of IAPC
on Feb.!5th 2009 at AlIMS, Delhi

In this issue we are publishing one of the case studies submitted by
the participants of the course which is a standing evidence of how
ourtrainee doctors and nurses have evolved in understanding, sharing
and consoling their patients in their hour of pain and agony.

I would also like to express my heartfelt thanks to Mr. Ram
Krishnaswamy of Sydney, Australia, a long term friend and well wisher
of Jeevodaya for dedicating the book ‘Reflections by I Tians’ published
by him to Jeevodaya and offering to contribute the proceeds of the
sale of the book to Jeevodaya.

The article “Holistic Care” in the last issue, was reproduced from the
“Workshop Hand book - Holistic care at the end of Life” by Indian
Association of palliative care in collaboration with Help the Hospices
England. | apologize for the omission.

Easter is fast approaching. Jesus the redeemer of mankind came to
this world to be one among us, to share our pain, to heal our iliness by
His healing touch and to raise us from death by rising himself from
Death. Let us try to spread his Easter message of Peace and Joy to
whom ever we meet. May the Peace and Joy of risen Christ radiate
inall of you. .

Sr. Lalitha Teresa, FCC

Dr. R. Nanjunda Rao, President

Case Reflection

Note from Dr. Manjula Krishnaswamy, Hon. Medical
Director and Course Co-ordinator: Jeevodayaconductsa
bi-annual 1APC Certificate course in ‘Essentials of
Palliative Care’ for Doctors and Nurses wherein the
candidates arerequired to submit acasereflection which
inturnisareflection of theiringghtinto their understanding
of thebasic principlesof Palliative Care. While | would
liketo congratulateal the candidatesfor their efforts, some
of which wereof very high standards, one casereflection
submitted by anurse Ms. SelmaThomasalecturer from
Apollo college of Nursing—particularly impressed both
the external and internal examiners — as a token of
appreciation we are publishing excerptsfrom her article
in this edition of Newsletter — Well done Ms. Selma
Thomas—K eep up the good work!

Ms. R, aeleventh standard student, wasthefirst born of
four children of aJaipur based diamond merchant. Her
mother was a housewife. She was a very pretty, smart
and bubbly 17 year old frequently getting customary calls
from anxious classmates and friendsback home. Being a
closeknit family, her mother atraditional housewifeand
her two younger sisters were always found doting and
fussing over her. She was brimming with hope of a
congderably long surviva following BM T and getting back
to her friendsand family.

She had manifested with low-grade fever for over four
months with fatigue, anorexia and loss of weight and
occasiona gum bleeding. On examination shehad pallor,
lymph node enlargement, increased capillary fill time> 3
seconds, tachycardia. Clinically she had decreased
Hemoglobin, grossly elevated WBC counts, CD3 counts
were elevated and CD19 decreased. Bone marrow
aspiration and biopsy wasdonewhich revealed anincrease
intheimmatureform of WBCs.

Shewasdiagnosed to haveAcute Lymphocytic Leukemia
Though theinitial diagnosiswas shattering to theentire



family as ‘blood cancer’ was always viewed a a fatal
illness, they gradually cameto acceptance of the condition
and after several ‘ second opinions cameforward for a
bone marrow transplantation asafinal resort.

ThePreBMT chemo had cost her hair but abold printed
scarf covered it al. The lonely momentsin BMT unit
prompted her to request my presence, arelatively free
individual when compared to the very busy specialty
nursing staff, to give her company or just listen to excited
chattering of what shewould do after going home.

An allogenic Bone Marrow Transplantation was planned
following chemotherapy-induced remission. The donor
being her 15yr oldfirst sibling, HLA typing wasdoneto
match the recipient, and she was equally excited about
giving her sister anew lease of life.

Her chemo regime consisted of Prednisolane,
Methotrexate, Vincristine, Cytarabineand L’ asperginase.
Shewastransferredto BM T unit on the 7th day and kept
until complete remission occurred following 21st day
followingwhichBM T was carried out followed by close
monitoring of cell countswith supplementation of Colony
Stimulating Factorsand Interleukins.

After over aweek of monitoring it was detected that the
transplanted bone marrow had not taken up independent
production with the cell counts remaining dangerously
low.

After due discussionswith the family membersanother
transpl antation was planned with the donor being the 13
year old second sibling.

The protectiveisolation wasturning into atorturewith the
feelingof being‘shutin’, with reduced interaction, specia
double cooked bland food and the monotonous white
uniforms visiting her inside her glass cage. She was
becoming more quiet and skeptical about the success of
the second transplant. But her family membersweretill
very hopeful. The second transplantation was carried out
following due HL A typing and stricter isolation. Shewas
very closely monitored as shewas starting to grow weak
with reduced oral intake.

Following aweek of monitoring it wasyet again detected
that the bone marrow was not taking up independent
production. Her treatment expenses had already escal ated
over 20 lakhswith no fruitful results. The entirefamily
waslosng hopeand Ms. Rrefused to seeor talk to anybody
outsidethefamily.
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The team met once again with the family and patient to
attempt another BM T with the donor being her youngest
sibling— her 5-year-old brother. Though her family was
contemplating, shevehemently refusedtdling “the previous
two wereafailure, thereisno assurancethisonewill bea
success. My dad has spent enough on me” and added, “|

don’t want my little brother to suffer. | love him alot.

Pleaselet medie.”

Her refusal for further treatment was accepted. Shewas
transferred to a setting of moderate isolation with her
family members aways around. She refused to turn to
my side or look at me or even talk to me when | went.
Her family became morereserved intheir conversation
tome. Shewanted al her hygienic needsand elimination
needsto be met by her mother and sister only and did not
accept helpfromus.

With agrossy suppressed immune system and neutropenia
shestarted devel oping high-gradefever with chills. Broad-
spectrum antibiotics were continued. Central venous
catheter dressing was changed regularly under absolutely
sterile conditions. Temperature changes were closely
monitored. | cecap, cold compressand tepid sponging was
continued when she spiked, which invariably was present
all thetime. Thiswasthe only time she permitted meto
giveany form of careto her but still refused to respond
verbally.

Petechia spotsstarted appearing onthe skinand echymotic
areas were seen on the inner aspect of the upper arm
where support was provided to lift her and position here.
Chlorhexidine mouth wash and gargling was done to
prevent gum bleeding from brushing and to promote oral
care. Bowel movementsweremonitored, infectionswere
prevented, and were put on awater mattressto prevent
skin break down and reduce body pain. Only micro pore
(paper tape) was used with care to change the central
linedressing.

Shewasvery palewith low Hb levelsand very fatigued.
Needed assistance even for sitting up. Her sleep cycle
wasgrosdy atered. Sheawayslooked drowsy andtired
with dark circles under her eyes. Anxiolytics were
administered at night.

She continued to lose weight with gradual reductionin
ord intake. She devel oped mucositisand needed xylocaine
viscousto becoated prior to taking her bland double cooked
diet. Sherequired ant emeticswhen nauseated. L ater she
developed intolerance and diarrheafollowing which IV
fluidsand TPN was started with sips of oral fluids.
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She had to be placed on fowler’s position to facilitate
comfortable breathing. Her sister brought her Walkman
and played some of her favorite songs. Shewasdrowsy
but did not seem to be deepin deep. Her gaunt emaci ated
appearance with pallor made her ook weaker. She had
expressed her wishesto go back home but was madeto
understand that her physical status and suppressed
immunity will not permit her long travel. She often lay
with her eyes closed as though she was expecting death
to occur during the s egp and shewould die any time soon.

Fever continued to bevery high. Urine output wasa most
nil and she became more and more drowsy and stopped
respondingto verbal stimuli. It wasaSaturday and just 5
daysafter being transferred out of BMT unit.

Themedical team always discussed the treatment options
and the possible outcomeswith the father and then with
the patient and her mother in the presence of her father.
Though being aminor shewasaware of every stepin her
treatment.

The hematol ogy team consisted of hematologist, medical
oncologist, nursesspecidizedin caring patientsundergoing
radliation therapy, chemotherapy, BM T and aseptic centra
line dressing care, diet therapists, social workers,
psychiatristsand chaplains.

All of them had an activeroleto play except socia worker
and psychiatrist. The chaplain visited her and thefamily
during thetermina stages. ThoughMs. R carried ahostile
attitude towardsthe chaplain, her mother still heldontoa
dim hope. Her mother oftensaid “| have prayedto all the
gods, will my daughter get better, if | prayed at the hospital
chapd?’

“People back home have always appreciated the care
provided here and gave us so much confidence about my
daughter’srecovery, but it did not happento her.”

“How isthat the others who underwent BMT with my
daughter are better now and shealoneisdying?’

“May bewe should havetried once again with my son’s
bone marrow. Heisastrong boy.”

All'l coulddowasonly listentotheir venting, as| wasnot
sureif spiritua counseling would help at that state.

Sunday being aholiday, | returned back on Monday to see
her empty room. | was told she had passed away
peacefully the previousevening with all her immediate
family membersaround.
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| happened to meet her father aweek after. He had come
to collect thefinal bill for arefund, adischarge summary
and other records. He seemed composed but still went to
see the empty corner room in which his daughter was
during her last days.

CONCLUSION

Asfar asmy learning needswere concerned, Ms. Rwas
anexcellent casetolearnfrom, | wasableto seeaclassic
case of ALL undergoing BMT, having a failure and
meeting her end with all the clinical featuresto support
thebook picture. Every timel teach my studentson nursing
care of patientswith leukemia, | am ableto use her case
summary (without due permission) and thelong period of
care has also helped me build my communication and
counseling skillsalong with the skillsrequired to provide
the best possiblenursing care.

| wasfurther ableto identify the ethical issuesand how it
had been handled concerning patient’s wish to refuse
treatment and when in spiritual distress, theintricaciesin
communicating to the patient and significant othersthe
illness as well during the terminal stage, the grieving
process, the patient had gonethrough, from denia - anger
—bargaining - depression —acceptance and resignation,
thereatively peaceful path her lifetook during theterminal
phase from sleepiness — lethargy — obtunded —
semicomatosed — comatosed and death finally and the
inevitableroleof every health team member in providing
thebest possible carethrough amultidisciplinary approach
and theimportance of symptom management tofacilitate
alesstraumaticlast stage. | still fedl, better communication
skills and appropriate spiritual support would have
promoted thequality of lifeof Ms. R.

But onthe personal front, every timel talk about leukemia,
her cheerful bubbly pretty faceflashesinfront of my eyes.
Though | believed in miracles, | wasnot ableto givethe
kind of hope expected by a mother when her first-born
wastermindlyill.

Being asengtiveperson, Ms. R did affect meemotionally,
which taught meto build an emotiona shield around meto
protect myself when | cared for such patients|ater.

Asanursel don’t know inwhat way | may play arolein
changing policies, butin my own small way | may beable
toinfluencemy students, thefuture nurses, to devel op the
interest and understanding in caring for thedying and let
themlivetheir last daysinoptima or rather maxima dignity
and al so extend their support to the significant others.
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2. ThelAPC Certificate Coursein ‘ Essentialsof Pallia-
tive Care’ for 2009 startson 1st June, 2009. Itisan 8
week distance learning course with a 3 day contact

i session at the end of 4 weeks and evaluation after 8

“ Dr. Nanjunda Rao, President, Jeevodaya along with weeks. Doctorswith MBBS, and qualified nursescan

the successful candidates of the November 2008 batch apply. Dental Surgeonsand House Surgeonsareeli-
of the IAPC Certificate Course.” gibleto apply. Completed application forms, dongwith
Announcements aDD for Rs.1000 [onethousand only] drawninfavour

of the ‘Indian Assn. of Palliative Care’ payable at
Calicut and aphotocopy of the qualifying certificate
should reach Jeevodayaby the 1st of May,2009. Seats
are limited and will be allotted on afirst come first
servebass. Application formscan bedownloaded from
www.palliativecare.in
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1. *Reflections isacollectionof 36 articlesby well known Brotect Nourish

alumni of 11T who share their rich experiences and Skin
ideologiesintheir journey throughlife.lt makesfor some
very interesting and thought provoking reading. The
articleshave been collated and published by Mr. Ram &
Krishnaswamy, from Sydney,Australia, himsalf apast MEDIMIX
student of 1T Madras. The book was officially re- s
leased on Dec.19th 2008 at |1 T Madras, during the M
PAN 11T meet, by thewell known scientist Mr. Anil
K akodkar, Chairman, Atomic Energy Commission, In- v
diaand who was recently conferred the prestigious E 092007 Q@25 2 @7 8%
Padmashree Award by the Govt. of India. We are ex-
tremely grateful to Mr. Ram and all the authors for
their kindnessin offering to donatethe proceeds of the
sale of the booksto Jeevodaya.

The books are available for sale at Jeevodaya for
Rs.450/- [ Rupees Four hundred and fifty only] by cash
or chequedrawninfavour of “ Jeevodayd' . If you need
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