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’ch SRt Ceitam i the S world are:
irle process Ol change or transtormation and

et

(Irv

_Dr*f- i is an inevitable part of human
' x1stence

the Imagination ot poets philosophers,

artists, scientists, and lay persons alike, who
have wused the concept of death to
understand and explain the meaning of life.
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UILIOEUCTION:

IDEHlNIS ke a mystery which' evokes feelings ot
icdigsadness and doom 1n us, when we hear or

T_k of* death.
JiNSoL the fact of death, but the way we look at
=—dcaili makes the great difference in coping

— — with this reality.

For many, failure to accept the ultimate reality of
death may result in mental distress also.




Why this presentation in this conference!

i ——

surpose in this research is to highlight

€ can brlng out the strength based coping among
: : d to understand how we may
tly In 1Improving quahty of life of dying patients as:

_}“ are professionals and Palliative care takers

emicians
Jovernment
* Fa @Hﬁly and relatives
» Ngo’s and social workers
*_Corporate
* Psychologists and counselors

* Religious leaders and spiritual gurus




ol the study

V(r 1ng aititudes

g:ﬁ mgs people have regarding death and dying
diterminal illness.

__To identity needs such as coping and the possible
role” of various sectors in supporting the dying

people and their survivors in preparing for the end of
life.




i very Ligtle oy sy ot [ierature in this
'm HE

BeoNicx and hence this study: possibly;
= GUId e il

= ﬁ”@ﬁeer = documenting the strengths based
COPIY

cehanisms rooted in the culture and psyche ol
Indian people.




Viethodology,

r)r‘,w_r_,( ienNsibasedionasstdyavhich atiempis to
pand issues related to coping and' the role ot the social
: nd counseling i dealing with terminally 111

1nterV1eWS with 40 adults from different walks of life -
-dcademicians, medical practitioners, entrepreneurs and
managers, researchers, spiritual leaders, students from
different streams, and lay persons.
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LEreceptions about deathrandsdyimg™

P aVIEE 1ng of Death
) \,Jg\ quenroil- alli critical functions of the body and
yitz ||=e gans and the mability to sense or feel.

“‘r Opping of brain and heart functioning and “No
= Dreathing.

s When: your nervous system does not respond .

* When slowly your body is getting damaged and you
can observe that everything 1s going numb.

* When a person slips into a coma.




il g phical Vlews of Death

—@vf—hﬁ@—@r-ﬂih@-@ndw ol physical being
iCE)).

ice from the world - When no one is no longer

Vs cally present (in the world), which also meant

£nd oir all hope, wishes and desires, and loss of
2 all that one holds dear.

o [t is a stage of life when there is no hope for the
future, nothing to look forward.

* [t 1s one’s 1nability to look beyond or wish for as it
1s the final stage of life.




“iDeathiwaspalserperceived as a great leveler, which “visits
e‘veryr eswitiont any. diScrinmindation on th_e__rlgasis o caste,
orsgender. ~Dearly does 1ot exist Every: monient
WERIO0) DIrHL OTisE earii, we dre mchmg towards.

LJ.F@ mg 1O tW o) participants,

! _«__- _on may. be considered as good as dead, as soon as he

| ‘?She loses: zest for life, desire to live, and interest in all

'—"-- worldly matters, or if the person 1is outcast by the
- community”

%* “Death forces you to leave everything behind; it takes
everything away from you.




Spiitual views of Death

0 =

AP EINENCTCINASE parationrortic bodytirom thc soulk

gEROulIcaves the body for communion with the

;_'::_D’%;a_t-h I8 like when you are going away from this
= naterialistic world and your soul is meeting with God,
the supreme authority. It is moving to a higher level. It is
a beginning of new life. It is only end of physical entity of
our: physical being, when the soul leaves the body.
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Is "Good” Death? _

ainful diseases plagumg the person.

death filled with only happy memories.
yerson “has reached a certain age (70-80 years) and
lflllzng life”,
cultivated a sense of detachment from the world.
_/ LY ng cool and calm mental state.
“’—ZVG dependernce on others.
"‘You die when you wish to die.

% When you are capable enough to prepare others for your
farewell.

$* When there are no grudges with any one. (Jab kisi se koi
gila shikva na ho.) (Urdu)




W
hatisBad*” Deatii’”

ZU' avery unsatzsfzed life.

e has ,r,/[e exad karmad (1.e. has done harm to society).

¥ ox zences emotional pain and suffering, and is terrified

3%3"6’513‘ nelpless and incapacitated.

%15 Suffering from painful diseases and is hospitalized and
fully dependent on others.

s is unable to cope with the idea of death or the process.of
dying.
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5 S'uffé"‘; an. - undignifed, delimanized deati,

U ROV ETT e (1o dig iy oy, HOnouwr) ar. e
ne ¢ rdeath

/
=
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| étantly nagged by worries about what would
perto e loved ones, atter his or her death.

Q

iy

f: SWhen your conflicts in relations are not yet
-1eselved, your wounds are not healed and you die.
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AWareness/Unawareness .

AbOUL One’s Own Termmallty
oS TONS Ao WHAWATCHESS

SReTow are enjoying your life and suddenly you come: 1o
LI A yoU ave. d fixed. limited. time left with you, it is
like a Yiock and such death with full awareness. in advance
75 1 ery bad death in my opinion”.

- 5-‘—;-’-
e
i - e i
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X “When you are.aware about the time left with you, it
“hecomes very painful, shocking and unbearable.”

% “When you are busy in your work and suddenly you die due
to heart attack you will not have to go through any
psychological pain, survivors’ tensions or any other dying
related issues,”.




2SSIONS favoring AWareness —

WCCplanning and prepararion miay be fielpful i dying

;f / JII (L2 Cyilre dOOLE YOLLE STAILS gf (iS22

;l: r.r.

A IICTIIoNdy e dwadre about it and prepare about it, than
ol //// econies more peaceful and easier, which is a good

: eryOne hias the right to live and die according to their

= own wish.

. No one has right to decide the time of my death. I may fight
with this battle. Still it has to be told, otherwise it is
betrayal.




SVICyNsibe injorined so that they' can WOI’kO_‘LLZ: JOYAPrOpELD),
oier-unjulfilled wisiies: can be expressed. ds well das
o ieal their wounds.

L‘Pati_entS can decide how they wish to spend the precious time
they have left, for instance, disposal of their possessions,
tulfilling wishes, seeking reconciliation for conflicts in their

relationships, etc.




Dlillness and Patients” Cha __acterzstws-

es are weak, it is like break down of their whole
us system.
al illness is difficult to accept and usually brings
pamful reactions, from both the patients and their
‘leS

SIS just too shocking to accept, that there is very little time
_f: eft For the family members and friends of the patients,
e caring for the patient 1s very difficult job, especially when
e they know that the person 1s preparing for the final

e farewell.

*Dying patients feel strong sadness.




mpathy along with empathy.
ire highly worried about their progress towards death
irt imagining the problems of their dependents and
_flrvivors after they are gone.

_J ai‘t ruminating on their life style, happy and sad
moments, their mistakes and achievements throughout life.

i B
—

f[‘ PrEy'start talking about rituals, norms and customs to be
e followed by their family members, after their death.

*Waiting for death at the terminal stage 1s a very painful
e experience for patients, especially as they have little
control




Strategiesito Face this
Cilz) _ ge

s professionals

@ patients as “human beings” not as “Objects”,
15t | oe included in the curriculum of Medicine.

jNeed t0 be open and honest with patients’ condition,

. ~ type of disease, level of disease and possible solutions for
* recovery.

e Treatment methods being used and other possible

e alternatives available for treating the same disease along
e with expenses.




Communication with terminally ill patients

e i —

nolo g1es and Words usually being used for
S ally 11l patients needs to be

very carefully.
St avoid loose use of such sensitive words .
'r's must be very cautious before labeling someone as

lerminally ill patient (Field, 1977).
_ h care professionals must be trained in communication
- skﬂls for passing the information to the patient or other

e family members in a skillful manner.

e

o( “Doctors must not inform about patients’ condition just by
throwing away the bomb directly to the concerned person like,
“your mother is going to die”. )




- N eNurses

g expertise in handling such special patients,

need to be sensitive enough towards the needs of
nts.

ust try to understand the individual differences in the
‘and need to develop different strategies for different
_l; atients during their treatment process.

’NU]:SES also can be helpful a lot to help the dying patient in
improving social network at the last stage of life.

ePractitioners must strike a balance between care and cure

during the practice. Hospital environment needs to be
stimulating and not depressing .




| actors ilti'pbr-tant to keepiin mind before
Imiprnnesthe patients for: theirtermmality™

SWAsIarIces an e e of dyung.

W epic State and: consciousness the patients. have

_.j-thezr terminal condition.

:D;;_‘ of familiarity with the terminally ill person.

=

= Proper prior assessment is important to know about
“patients” strengths and attitude to accept the reality ot
death.

® Final decision when and how to inform the patients must
be left to the discretion of the doctors and family.




Jow to share information about terminality

— i —

1ation should be glven in consultation with and with
>ment of all who @ cerned with the patients.

_;nation must be forwarded very skillfully to the

ent as well as to their family members, as patients are
_____:#; _mentally prepared for death; it becomes very difficult
}‘érthem to cope up with this reality at the end of life.
*Tralmng must be given to deal with the possibly adverse
e cifects that such information could have on the patients as
e well as their survivors.
e[nformers must be trained in grief and bereavement

counseling.




rderstanding different types of
seople might have atthe last ™
je of life
‘Something special and memorable for parents,
re my loved ones for my death, express my feelings,
" s my love and mistakes I have made, share secrets,
ek orgzveness

B e

@ Say ‘good byes’ and ‘thanks’ to all those who were
= S'Tgmﬁcant people in my lives.

< Would introspect on my life, spend time in solitude.

s Will prefer a quiet exit without informing anyone of my

death.

s Will plan the disposal of their material possessions,
* property.
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/- Palliative care

elogyl
duver care atms, 1o control any distressing pain or

2 Pallligli '
ipLoms, to keep terminally ill patients comfortable,
ok spiritual needs and facilitate them to be in

Syl
Lo
g," tact with therr family and friends.

=S Palliative care also provides bereavement counseling.

i
Pl i —

_i 5 “A hospice is a health care facility providing medical

care and support services such as counseling to

~ terminally ill persons
* The atmosphere in a hospice 1s more like a home
than a hospital, with less hospital routine, pleasant
, so family

and flexible wvisiting hours
relatives and friends of terminally 1ll

gardens
members,




. Current status in India -
“Presently the concept of palhatwe care and hospices 1s
V. DC ndia. Palliative care i1s available in the
for specific diseases like final stage of cancer by a few
ecialty hospitals in the country. Little is known about
___:? nd quality of care provided by these hospitals.

: ~ The researchers recommend that an intervention and
outcomes research can be carried out on a pilot basis to test the
feasibility and sustainability of providing palliative care and
running a hospice. On the basis of the experiences of the pilot
study, the intervention may be up-scaled.




Different activities for hospice centers

. . 2 - 1
ng patients in some creative work, their energy 1s

-
—

€d from illness for sometime and patients can pursue

JU

art therapy, music therapy , alternative healing
he )ds also can be incorporated .
elig 10us or cultural practices are also respected.

>Patlents may be provided opportunities to go and pray
to their respective gods, or to participate in important rituals
preparing for death, like recitation of the Bhagwad Geeta
(Geeta Paath) or scriptures (mantra jaap) by Hindus,
recerving the sacrament in Christians, etc.




Role of Family, Relatives and Community

— i —

-

e with human touch by family members can be very

ealing the dying patient”.

_':'wledging and accepting terminally ill patients’
bts and problems, by being with them, sharing about

=y you r own feelings and emotions for them.

= _-—‘-_
==

"The learning to detach oneself may be very difficult, but
1t may facilitate in peaceful departure from the world.

**Making the death of their loved ones as peaceful as possible.




Role of Academicians

ing Death education in schools.
tldren may develop a positive attitude towards death

#'ic researches can be an important proof for
_J--: ng the society for the need of high attention in the
z= :-';; ".:' =
.__*v‘!(‘}iven the dearth of research in this area in India, there is a
need for further research to study the cultural and regional

differences in perceptions and attitudes towards death,




_ Role of the psychologist and counselors

pereavement counseling. s

0 =

th analysis of patients’ thoughts, apprehensions, and
how they have lived their 11fe their achievements,
1- ahty type, their attitude towards death

FACO si. elors may focus on helping the patients overcome any

piliSicar and face any unresolved dilemmas.

% Effective training programs for health care professionals,
general public as well as dying patients.




“"Role of Corporate Sector

1g and effective management is a big challenge

= 1NN\ =) ayYs ) ) |

drate sector can contribute in this area by
Ag money for hospice care institutes in India .

—
— i -

*Tnve stmg in long term projects in collaboration of

_-n-—"_ll-,_c =

=

health care professionals for continuous improvement
for providing facilities for dying patients.

**Can help by donating amount to Hospice care
centers and other Ngo’s to get Income tax deduction .




Religious and spiritual leaders

a spiritual country .

=

-

€ majority of blind followers of religious healers .

:fnple, Morari Bapu, Asharam Bapu, Osho,
dev Maharaj, Satya Sai Baba,Radha Swami, etc. ).
fOng convincing power to change the attitude of mass.

pe———

e i =i

— e
e e =

% Time saving as well as cost effective strategy.

This can be helpful in preparing children, family, society
and nation for acceptance of death and hence better quality
of living in present at the same time .
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e leaders/healers may incorporate ,

p 'rceptions,
psychologlcal pam
ns and problems of family members.
'-strategies for peaceful end of life of dying patients .

- P"ﬁents with great belief in spirituality and religion can be
greatly benefited from the sermons of their respective
religious leaders. Their healing prayers, touch, ‘“Ashirvad”,
blessings or some times only meetings with patient also can be
helpful. It will definitely have impact on the well being of the
patients.




b
dilworkers and NGOs,

AV iniEAscivicessoriciiospiialsiandiiospice caic centerns
NNUTIICTCTIL WaYS,
( -‘r‘gf S X mple diianging entertainment programs, alternative
| practlces art actwltles drama and movie shows to

2 ‘-'-"H-ness for some time).

‘o_‘ Orgamzlng workshops,
seminars, training programs and interactive sessions
between doctors, psychologists and family members as well

as tor the general public can be very helpful for increasing
sensitivity among Indian public for the same field.




arnment

PIOPOSs4 vbased .. on scientific workable
S tc achieve the challenges in the field will be offered

‘government , it may result in
_*-,. it needs constant efforts with |

% 1ghts and importance of good fact

. Later it may be considered seriously in policy making
-_Tar"Indla and fund allotment for the same.

long term fruitful

high sensitivity for

ities at the hour of

s*Governments also think for tax exemption for all the
donations made towards the welfare of terminally 11l patients

or hospice care 1nstitutions.




p— Conclusion

e i —

-

a1t the increasing number of terminally ill patients
d to woke up before we die .

"__énce of this inevitable fact of life may have drastic
ipact on our current life style.
fhhere 1s high need to do interventional researches in the

—
-_—
e B i
T
g
—

;-_-'_"-'jé_fr:‘_ga - specially 1n Indian context by understanding
“Indian religion .
*¢The most important is to "LISTEN" to what people want

to enable them to cope from a strength perspective .







