Hold My Hand, Leé Me

Not Feel the Loss !

4 Nursing Care Study

Mrs. PUNITHA EZHILARASU

‘This article outlines the care and treatment offered
to a distressing, 13-year old, pre-Adolescent child,
whe underwent Palliative Forequarter Ampatation,
for Osteogenic Sarcoma. Special emphasis is laid on
the way she worked through her grief, subseqguent fo
alteration of body image.

A Child in Distress

Miss K was an emaciated girl with a pale and
" anguished look. .She was trying to cover her huge,
swollen disfigure.d left arm with a towel. Miss K, the
only child to her parcnts of a middle class family,
was sindying in the eigth standard at the time of her
admission. She was good at sports and was fond
. of reading fiction. It wag only six months ago that
" she had to discontinue her studies due to her present
liness. ' R .

Mise K had normal growth and development and
had no history of any major illness. Her present
problem became evident six months ago, while doing
the Shot Put ar schooi. She heard a snap followed
by severe pain in her left shoulder. The pain per-
sisted and the swelling kept on massively increasing.
- A biopsy taken in her native place (a neighboring
couniry) revealed Osteogenic Sarcoma and ampuia-
tion of the limb was advised. She had two sittings
of radiotherapy for ten days.

. A Life Threatening Disease

QOsteogenic Sarcoma Is the most frequentiy én-

countsred malignant bone cancer in children. Its
peak incidence in girls is 134 years of age and in
boys it is 144 years of age. The tumour arises from

osteoblasis, the most commeon site being in the meta-

physis of a long bone, over half oceur in femur and
tibia, with the rest involving the upper end of
humerus.

The normal features are pain and swelling. JYoint
funciion is limited as the tumour grows. Pathologi-
cal fractures may take place after an erosion of the
bony corten. Qsteogenic Sarcoma is a tumour with
a poor prognosis, since metastases ofien spread to
the lungs. The tumour is not particularly radiosensi-
tive. ‘Therefore, amputation is the treatment of
choice if no evidence of metastases is shown on
X-ray. In cases of metastases with severe pain and
deformity, amputation may be done for palliative
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reagons. For tumours of upper humerus a forequar-
ter amputation (remaoval of arm, scapuia and portion.
of the clavicie on the affected side) is “performed.
Surgery is followed by Chemetherapy.

Being a life threatening disease, Osicogenic
Sarcoma rzsulis in disability, which has a  tremea-
dous impact on the patient’s body image. A patisnt
with a coadition that will create a permanent dis-
ability has a multifaceted adjustment ahead. The
psychoelogical reactions which arise due to altera-
tions in body image are similar to those seen in other
crisis situations such as bereavement and lead to
grieving procegs. Miss K not only underwent physi-
cal iragme but also had to work through an immense
psychological trauma,

Journey to India v

Miss K’s parents decided to treat her in Vellpre ==

hoping that they would save her limb. Since her
father could not accompany her due to political
sitnation in her country at that time, hsr mother
accompanied her.

With great hopes and expectations, Miss K was
brought to India. But, alas! the hopes of the mother
and daughter were fuily shattered when they heard
that amputation is the ultimate treatment to save
her life. Besides, her prognosis was quite poor,
since secondaries had already developed in the lungs,

The Child and the Family Meeded Support

Miss K was very much reluctant to lose her arm.
Her mother was very upset and was in tears. She
was understandably anxious. It took the efforts of
many senior Nursing Staff, besides the Orthopaedic -
Surgeons, to help the mother and the child to realise
the need for amputation. For the child to accept the
need for an amputation, she must be aware of the
lack of alternstives (o treatment.

Miss K was curious to know ‘about the prosthe-
sis, limitation on physical ability and pregnosis in
terms of cure. A sound approach is to answer the
questions without offering wunrealistic hopes and
expeciations. Since her prognosis was grave and
prosthesis fitting was not advisable by the Orthopae-
dic Surgeons, the senior Nursing staff with greater
understanding of communication, had to counsel
Miss K and her mother with much concern. How-
ever, this had to be done rather cautiously. The
mother and the child were reassured that though the
idea of amputation was frightening, it would relieve
her distressing pain.
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The Pre-Operative Period

Miss K was transfused two pints of AB¥ve
whote hlood sinee her haemoglobin was found 10 be
only 9.6 gm%. Syr. Ferrisulf was also adminis-
vered 1o her. Her pain was alleviates by administra-
tion of Tab. Foriwii. .

On September 27, 1983, she was taken for surgery
and she underwent pallintive Ieft foreguaricr ampu-
iation. The tumour was found ercdmg the skin,
almost fungating through skin.

The Post. Operative Period

Miss K was brought to the ward at 3.30 p.m.
with one unit of AB-Fve blood on transfusion. The
wound was dressed and kept intact by clastoplast.

She had a-wound-drain o minimize the. build. up of.

fuid. It required a lot of skill and tact by the senior
Nursing stafl in supporting the child and mother 1o
accept the great loss. . :

" The Grieving Process

Loss of a limb constifutes a grieving process.
fefore the child can realistically accept the attered
body image, she must go through the usuel reactions
of grief” such as withdrawal, depression, denial,
anger. dependency, apé acceptance.
from ilfe theaire, careful
Her vital signs were stable.
Stie was fully
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wag

On Migs K's return
observations were made.
There was no oozing from the wound.
conscious but refused io opai hor Syes
in the initial stage of grieving process, which is
shock. Her mother was reacting by sobs. Health
professionals who are aware of the normaley of such
stages can help parents understand the chuld’s omo-
tional reactions, These are self-attempts 10 cope with
a loss.

Miss K was found very much upsst and with-
drawn, cven on the next day. She refused o res-
pond and was closing her eyes tightly. Intravea s
infusion was discontinued and she was allowed soft
diet. Miss K refused to eat. She cried aloud ssy-
ing “Don’t force me to eat, I want to die”’. She
WS dergnng severe psychotogical storm.  We
recognised this as one of the stages she would go
through and alihough we made it clear thar we were
a1l availalile if she wanted to talk, we did not pres-
surise her.

initially, when the patient is experiencing the
impact of loss with its shattering effect on the ego, it
will reguire time to begin to gather new Ttesources
and to reinforce old ones. Iepression, anger and
varying degrees of dependency are expected during
this period.

Miss K’s psychological status remained the same
the next day also. She was withdrawn, resentful
and refusing to eat. She began to complain about
phantom pain she felt as if the limb that had been
amputated was present and experienced severe pain.
Phantom limb sensations may be very distiessing
and confusing to a child. It has been described asa

nallucination in which o patient reorganizes his/her
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perception of body as established by kinesthetic and
tactile sensations. Feelings such as burning. itching,
throbbing ¢i sharp pain may be perceived in the
phantom [imb Miss K was supported in understand- -
ing that these sensations are normal and will gradu-
ally decrease. She was encouraged to feel for the
missing part and assisted to develop tactile sensa-
tions over the wound, as the exiremity of her left
wpper limb. Tab Largactil 25 mg was given thrice a
gay to improve her mental starns and Inj, Fortwin
was adminisiered for her severe pain. '

Miss K seemed disinterested in life and refused
to co-operate in dressing the wound until the fifth
post operative day. Her wouad drain was removed

on the third day. Senior Mursing staff continued o
afford psychologiczl support to her. She was

cheered up with bright flowers and beautiful dresses.”
Yet we had to wait 1o patience to sce the change in
her emotional state. At times she was found to be
sobbing. It took time for her to release her feelings
threugh verbal sharing.

As time goes on, the patient gradually comes fo
accept the loss. Hach person works through the
disab lity in a unique way It depends upon his/her
nsych logical make wp and cspecially the support
provided during the trymg period. Each person
must be aliowed to move forward according to  his/
her cwn speed. '

1 was on the sevenih post-operative day that
ey grest strprise she greeted me with a smile, sitting
on a stool  Bhe lecked cheerful and began to eat
without much difficuity. We were glad that she was.
asporoaching the adaptation phase. As she remained
very dependeni on hee mother she was encouraged
to parizcipate in seli-care acuvities. After the acute
phase {ollowing initial disability patient’s participa-
tion becomes a key to viral psychological adjustment.

ble)
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Physieal Pain Reappeared
sdisg W owas reoaveing from initial shock. She
was provided with story books which she liked to

read But soon her physical problems reappeared.
She developed heemaoptys:s, isdicative of lung sccon-
darizs. She had vemiting and lier appetife deciined.
She was offered support during this period and
frequent mouth wasnes Wwere given to promote
comfort and a sense of well berng.  Her suture iune
union was good initially and later showed signs
of infection. Tabh. Septran was administered. Her
temperature was shooting up. Iniermittent pyrexia
was treated with cold applications and administra-
tion of Inj. Acknil. She bad a course of cytotonic
drug therapy (Tab, Methoirexate 5 mg o.d. for3
days). Tab Riboflavin was given for hier stomatetis.
Inj. Fortwin was given to relieve her from recurrent
chest pain. :

Ready to he Discharged
Miss K’s mother was becoming increasingly
anxious. The grave condition of the daughter, her

intense suffering and the monnting hospital bills were
( Continued on page 227)
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A Case Presentation

on Porphyria

Mrs. PENNAMMA RANADIVE

Introdaction

In recent years cases of porphyria are being
diagnosed snd treated. So I thought it will be better
if I share.a case who was admitted in male medical
ward in the month of August, 1983, treated aand dis-

charged in a satisfactory condition. This involved

Nursing personnel who gained new knowledge and
deeper insight of behaviour, need and approaches
towards this particuiar patient.

Mr. ‘X’, 25 years old, was admitted in male medi-
cal ward of the C.M.C. Hospital, Ludhiana. He was
unmarried, of wheatish complexion, of average build
with good mutrition. On admission be was fully
conscious. His main complaints were: (a) Abdominal
pain in epigastric and periumbilical region. lf was
colicky, intermirtent and diffuse in nature; {(b) Fever
for 5 days: (c) Vomitting started a day, prior to the
attack of pain after consumine alcobol. Followed by
pain and vomiting episode (3) for 3 days.

Initially, he was diagnosed as a case of Baralgan
induced paralytic ileus. But after subsequent investi-
gations he was finally diagnosed as a case of cute
intermittent porphyria,

Porphyria is a diseasc of metabolism in which
excessive quantities of the organic pigments, Por-
phyrins, arc formed and also retained in the tissues.

Porphyrins are cyclic compounds containing 4
pyrrole rings which are the precursors of heme and
of other important enzymes and pigments. h

Heme is the complex of iron and porphyrin which

jinites with the protein globin to form haemoglobin.
Disorders of porphyrin metabolism is due to the
distrubances in the apabolic sequence of porphyrin
metabolism. )

Porphyrin disorders are of 1wo types: Congenital

and acquired: Congenitel is hepatogenic and acquired

ig erylhropoistic.
Acute Intermittent Porphyria

Patho-Physiology : 1t is hereditary due to inherited
enzyme deficiencies in pair hemebiosynthesis pre-
dominantly in the liver, without affecting haemo-
glohin formation. Affected individuals are homo-
zygous and it is due to the functional imbalance bet-
weoen {he activities of uroporpbyrinogen I synthetase
(U.P.1) and uroporphyrinogen III co-synthetase
(U.P.I11). Abnormahties seen in maturing erythroid
cells and results in massive over-production of UP.L

- while U.P. III production will be normal or slightly
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increased. U.P. 1 cannot be used for hemesynthesis
but it is comverted to co-porphynogen I, which
cannot be further matabolised. They accumulate in
the tissues and are excreted in cXcess amounts in
urine and facces. :

Etiology

1. Disorder in the porphyrin metabolism which is
already mentioned above and also there are certain
precipitating factors as follows.

A (1) Barbiturates. (2} Aanticonvalsants. (3)
Oestrogen. (4) Contraceptives. (5) Steroids. (6) Sul-
fonamides. o .

B. Alcohol : This man consumed alcohol one day
prior to the atiack of pain. All these are oxidized by
the hepatic microsomes. s

C. Prolonged fasting.

D. Infection.

E. Psychic trauma.

I*. In case of women excerbation are seen during
menstrual cycle, in late pregnancy or shortly after the
delivery (post-partum). ' :

Diagnosis

Diagnosis is usually made by measuring. the acti-
vity of uroporphyrinogen Isynthetase in erythrocytes,
lvmphocytes and cultured skin fibroblasts. .

Clinicsl Presentation

Symp:oms rarely oceur before puberty, initial or
most important symptoms of porphyric attack is

Books description

1. Abdominal pain -
Moderate
Severe
Colicky
Localised
General
Radiation to back or loin
2. Abdomen—soft
No tenderness
Fever
Nausea, severe vouiling
Persistent constipation
Leukocytosis
Neurological invelvement can be there.
Urinary retension—during acute attack.

Excessive sweating

.t\)
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S only the emotional support given to her,

~ tenance drip (for medication, injection) for one week.
Reassurance : Reasurance was very important to
evade the anxiety and worry of his and his relatives.
The relatives were told about the condition of the
- patient, his treatment and prognosis. :
- " Observation : Vital signs and abdominal girth
" checked 2 houriy then later 4 to 6 hourly. Nasogas-
. tric Tube aspirated 1 hourly and the amount re-
' corded. A watch was kept for abdominal pain,
. yomiting also. After the admission he did not bhave

¢ any vomiting but many times -he complained of

i abdomiznal pain. ,
Intake and Output Chart : An accurate intake and
.~ output chart was maintained to know whether the
' intake was balancing with the output. Gradually,
. the relatives were instructed about the kind of fluid
- and food he should be given. A graduated measurs
"~ was provided to measure the fiuids and similarly all
- the outputs were measured. :

_ Personal Hygiene : A sponge bath along with
. oral hygiene, care of the hair, eyes and mnails were
*- given every day till he became able to do things by
himseif. -

: Elimination : An aperient was necessary to this
I patient to keep the bowels open and {o prevent
. constipation and abdominal distension, mild laxa-
5 tives like milk of maguesia, 30 mls, given at bed
. time and on August 6,-1983 glycerine enecma was
also given. ‘

Bed pan and - urinal offered immediately when-
ever he wished.

Restriction of Relatives or Visitors: Only one
person was allowed to stay with him to provide
necessary help and care. It was absolutely necessary
to restrict visitors so that ihe patient had good rest
and sleep.
~ Mr. ‘X’ was interested in listening {0 music and
he was listening to the ward radio, He was pro-
vided with some reading material in which he
was Interested. Recreational therapy diverts the

" mind of the patient and relieves anxiety and worry.

Alcohol : Alcohol was Trestricted and he was-
advised not to drink any more because this was one '
of the precipitating factors. T '

Instructions Given on Discharge ! He was taught
about personal hygiene, importance of rest and
sleep, regularity in intaking medicines, prohibition
of algoho!l and smoking. Observation of the signs
and symptoms of repeated attack. To seek medical
advice for the ailments. At the time of discharge he

" was on following drugs: 1. Tab. B. Complex 1 T.D.S.

2. Mist. mag. Trisilicate 15 mlL T.D.S.

He was asked to report for check-up after a wesk.
Emphasis was given to avoid alcohol and to take
rest for one week and then resume his work. After
a weak he became asymptomatic, appetite was goad,
bowel habits were also. good. .

Alma Ata Declaration on health for All by 2000
A.D. can be fulfilled if we give timely education to
the people specifying preventive agpects, Compli-
cations can also be minimized along with other
Measures.
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(Continued from page 224}

and helpless. It was
which kept
her moving. Financial assistance was provided from
the hospital when she had to clear the bills.

On th= twentysecond day Miss K was discharged.

“making the poor mother weary

" Though painful, both mother and child left the ward

- bravely. The emotional turmoil that the child had

~_gone through and the way she worked through, had

prepared her to certain extent to face even worse

" things in her life. She was advised to continue Tab.

~ethotrexate 5 mg o.d. for 3 days every month.
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