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AN earning husband attending to all the needs
of his wife and children; A wife even if sheis
earning, looking after home and her family -
Thisisthepicture of an average |ndian household.
When achronicillnessstrikes, it’sliketheir world
comes crashing down. Until then they never
imagined that the small bean shaped organswhen
stopped functioning, could cause such a
devastating effect on their lives. The moment a
renal patient or hiscaregiver entersour painclinic
OP, we catch that lost look on the face.

The answers recorded showed that : All of
them felt desperate and helpless ; 68 % had to
depend on the community to meet daily or medical
expenses as most of them had no income now and
had to sell off their property ; 28 % said that they
had relationship problems within the family and
social isolation. A coupleof them said they suffered
from depression and thoughts of suicide for which
they had to seek professional help . Almost 96%
said they didn’t have anyoneto sharetheir feelings
with.

BURDEN ON
THE WIVES OF RENALPATIENTS

(Paper presented at International Conference of Indian Association of
Palliative Care, Pune held on 12" Feb 2016 - Jyothi Jayan Warrier)

Thenever - ending struggle of the patient
affectsthe caregiver and dependent family. Upto
3 dialysis a week, for years together; lifestyle
restrictions post a kidney transplant ; health
complications; frequent hospitalization ; expensive
treatment - impose constant stress , uncertainty
and anxiety on them. The study | conducted ,
received whole hearted support from everyone
inour Society and co operation from our patients
and their caregivers.

It focused on care givers who are wives
of male patients. There is a sudden shift of
responsibility of running the household onto the
wives . In addition to that they have to cater to
the very demanding needs of their husbands . All
the while they themselves undergo emotional
struggle of adjustments with no one actually to
share thiswith .

Face to face interview of the caregivers
based on a questionnaire schedule covered the
following key themes:

Daily chores, financial burden, Interper son
al relationships - (with patient, family and neigh
bours), emotional and psychological issues of the
wives, and coping strategiesroleof religiousbeliefs.

Reaching Out

How does our Palliative care clinic intervene?

LISTEN... our volunteers offer comforting
presence and occasional counseling when they
share the distressing experience .

» SUPPORT GROUP MEETINGS: Support
Group Meetings provide a platform to connect
with other Kidney patients and relate to their
struggle . This is a unique support which
sometimes help them to gain confidence to
overcome some practical difficulties.

» Volunteer Home Care Visits : The home
visits give them a sense of belonging and they
feel cared for .

» 50% of the medicines are given free of cost
:All therend patientsregistered with our Society
receive 50% of the medicines prescribed by
their Doctors free of charge cutting down on
their financial burden to agreat extent .

» Information Help desk Assistance on
Mondays : The volunteers at the helpdesk
provideinformation on social security measures
such as pension for dialysis patients, insurance
schemes. Our volunteers sit with them , help
them fill up forms, direct them to the respective



Govt departmentsand officesand do thefollow

up.

» Bringing the community together :

« We conduct awareness classes and
workshopsfor studentsand small community
groups.

o Mobilising fundsfrom the community for all
the support offered .

Lori Hartel ,arenal patient herself isthe
founder of Renal Support Group Network in
America. Shehasundergonedialysisfor 12 years
and 4 kidney transplants. In her book “ Chronically
Happy “she states that “An illness is too
demanding when there is no HOPE”. These
are situations where one cannot find or provide
solutions . But no one can sit crying either. We
have found that , we can make a difference by

engaging with the community, patients and their
families, doctorsand volunteers.

Themereact of listening whenthey vent their
feelings, providesthem support and validation
whichinturn

- helps them to draw inner strength
- to examine the problems from a much clearer
perspective
- torestoretheequilibrium
Our support empowers them to come to

terms with reality , gather strength and face life
and move on.

Acknowledgment — Dr E Divakaran for his
guidance and support.
°

Death 5}
Beyond

» D6 &R, A0

There stood a man

encaptured in stillness.

As time stopped around him

the world turned grey.

His soul couldn't make it

the pain , he couldn't take it .

He felt weak and tired

as his heart burned in fire .

He heard loud wailing

His mother was so caring.

His eyes filled with tears

as he felt , came true , his fears .
The river carried the ashes

His family kept their faces -
hidden behind sarees and veils
tears flowing in forbidden trails
What death is ...he never knew .
Because death , never he thought was true .
But when he saw himself through
the truth sank deep into the mind.
And as the marks faded away

he stopped feeling and walked away..
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Quarterly issue of PAIN AND PALLIATIVE CARE SOCIETY, THRISSUR
(Private circulation only)

{r':h :.-Lms. / - TR
K. Raghunath, Secretary, Pain and Palliative Care Society receives the sanction order
for a Home Care Vehicle costing Rs. 8,62,419/- from Sri. P. Jayarama Bhat,
M.D. of Karnataka Bank Ltd. in presence of Sri. Subbarao, Ex. Governer of RBI
on 18th February 2016 on the Foundation Day of the Bank in Mangaluru.

KSE Limited, Irinjalakuda has donated us medicines for Rs. 3,00,000/-
(Rupees Three lakhs only) under their CSR for the year 2015-16

by cash / cheque / DD NO. ....ccooiiiiieiiineeeeeee e (072 1= o [N
asdonation in favour of Pain and Palliative Care Society, Thrissur. You may also trans-
fer to our SB A/c 13680100012214 with The Federal Bank Ltd., M.O. Road, Thrissur

- 680 001. Branch, IFSC Code: FDRL 0001368.
The Secrey
Pain and Palliative Care Society
Old District Hospital Buil ding
Thrissur - 680 001

Donation to the Society are exempted from Income Tax under Section 80G.

Printed and Published by Pain and Palliative Care Society, Thrissur. Phone : 9447442354 (Sasir aja)
Printed at iIMAC Creations, Thrissur - 680 001. Ph : 0487-2420784. Managing Editor : Secretary, PPCS



