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ABSTRACT

Background: Having a chronic illness can upset a person’s life, which can further be explained in terms
of its influence on the well-being of the individual. An individual with a chronic illness often has to
deal with innumerable challenges and adapt to changes that the illness brings about, which further
affects how they cognitively and emotionally evaluate their lives. It was felt necessary to understand
from the perspective of a chronically ill individual the way they feel regarding the illness and cope
with it from time to time. Aim: The aim was to develop an understanding of the subjective wellbeing
and health management practices of a person undergoing a chronic illness. Method: It was a case study
based on an in-depth, semi-structured interview. A questionnaire of Quality-of-Life Inventory was also
administered on the participant. The case of the study was a male undergraduate student, aged 20 years
suffering from Crohn’s disease. Results: The results from the QOL assessment show that the
participant has an overall high level of life satisfaction. Data analysis through thematic analysis
depicted various themes encompassing the challenges faced, precautionary measures taken, etc. The
results suggest adopting sources of recreation, alternative practices and the importance of cultivating
a positive outlook in health management practices. Application: The present study has contributed to
our understanding of how individuals adapt to life after chronic illness.
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INTRODUCTION maximizing pleasure and minimizing or

avoiding pain. In contrast, from a

Subjective well-being: Subjective well-being
refers to how people evaluate their lives - in
terms of what they think and feel about it.* It is
divided into two components broadly:
Affective well-being (AWB) which refers to
the extent an individual experiences positive
emotion (e.g., feelings of happiness) and the
absence of negative emotions (e.g., depressed
mood). Cognitive well-being (CWB) refers to
the evaluation of overall satisfaction in various
aspects of one’s life.?*® To put it simply, a
person's cognitive and affective assessments of
his or her life are what constitute subjective
well-being.*

The idea of subjective well-being fits within
the "hedonic" worldview, which views
happiness or well-being as primarily about
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"eudaimonic"” viewpoint where one lives in
harmony with their actual selves.® This
viewpoint focuses on finding purpose in life
and realizing one's potential, as well as the
degree to which one does so.°

Chronic Illness and Quality of Life: By
definition, a chronic illness is a long-lasting
and possibly permanent event in a person's life.
It is the personal experience of living with the
affliction that often accompanies chronic
disease.

The general well-being of people and society is
known as quality of life (QOL), which
describes both the good and bad aspects of
existence. It tracks various factors that affect
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life happiness, such as physical health, family,
education, employment, wealth, religious
convictions, finances, and the environment.
One frequently distinguishes between the
subjective and objective quality of life in
guality-of-life studies. In terms of subjective
guality of life, it's important to feel content and
positive about life in general. Fulfilling societal
and cultural aspirations for monetary
prosperity, social status, and physical
wellbeing is what it means to live a life of
objective quality.

A person's life can be disrupted by a chronic
illness, and this disruption can be understood in
terms of how it affects quality of life (QoL).’
Limitations reduce the positively reinforcing
effects of engaging in worthwhile activities and
emotions of personal control, and they can
make it harder to get what you want or stay
away from what you don't want.

In a study of 11,500 people aged 50 and older,
it was discovered that chronic lung disease and
stroke have the most negative effects on
subjective well-being.® Additionally, a person's
perceived well-being declines the more chronic
diseases they have. A meta-analysis of the
effectiveness of SWB treatments in changing
levels of SWB was presented by a study, and
several interventions seem to have had a
positive impact.® In addition to improving
people's quality of life, positive interventions
offer health researchers the chance to
empirically evaluate the relationship between
SWB and health, both on their own and in
combination with therapies that reduce
negative emotions.

Scientific literature evaluations and meta-
analyses have typically come to the conclusion
that subjective well-being can be advantageous
to health and longevity. Yet, since health can
affect SWB, it might be difficult to distinguish
between effects coming from different
directions.

Rationale: Having a long-term, or chronic
iliness can have an either positive or negative
impact in one’s life in many ways. One may
often be tired and in pain which might not be
visible to others. It can cause hindrances in
personal life, work, and might also lead to

financial problems. Chronic diseases or
illnesses are uncomfortable and frequently
interfere with daily activities and functioning.
However, they may or may not require medical
treatment. Many such conditions simply run
their course and get better on their own.
However, some form of medical intervention,
over the counter or prescribed medications
such as antibiotics, splints, casts, etc. may be
necessary. There might be some who in spite of
the struggles look into their condition in a
positive manner. They try out alternatives, join
support groups and are on the tip to live their
lives to their fullest and accept their illnesses as
a way of life.

Thus, it is important to understand from the
perspective of chronically ill people the way
they feel pain and deal with it from time to time
and their coping strategies. It is also important
to understand how they adapt to these changes,
refrain from certain activities, and have a sense
of awareness of what is good or bad for them.
It is necessary to not view them as somewhat
ill or disabled but acknowledge the fact that
they are fighting every day to be healthy and
lead a happy life.

METHODOLOGY

The single-subject case study design was
adopted. A semi-structured interview with
open-ended was used following a set of themes
to discover the subjective well-being and
health management practices of a chronically
ill individual. A quality-of-life inventory was
also administered on the participant to collect
guantitative data. Using self-reporting of the
significance they place on 16 different life
domains as well as their current contentment
with each domain, it was used to evaluate the
person's quality of life. Collated data was then
analysed.

Case Introduction: The index case was 20-
year-old, single, Hindu; currently pursuing his
undergraduate course in Culinary Arts, from
Manipal University. He belongs to a middle
socio-economic status background hailing
from Guwahati, Assam, and is a patient of
Crohn’s disease.

RESULTS

Indian Journal of Psychiatric Social Work, 2022;13(2):87-97 88



illness

IC I

Mahanta & Sahu: Wellbeing of an individual with a chron

_orq awod pinom ured At Se SUO| 00) 10j

10U Inq ‘1212501 WLAID-201 10J INO 0F 10 Y[B) puk 1S ‘10y1a30) wel udAd pjnom am ‘sawmnauiog ‘ssauji Aur noqe 19310j pinod

[ awmn Auo ay) sea Jey) pue ‘d[Iym e 10J sSury) Jjo purw Kw e} pinom 1y ‘way) yi juads | awn ayy Lofud L[jeal pjnoa pue
SPUQLLJ ASO[O AWOS JO dWOY AW 0] SNSIA JOF OS[E [ "pated A[[ear L2y pue yijeay Aw jnoqe Suryse pue Surj[ed payels SpualL],, —

yoewols Aw ured awanxa

A} YIIM 2A0W 0 AW JOJ Y3NO) Sem 11 Sk papaau | SulyiA1aa2 pue ‘saurdrpawr ay) aw Julald ‘awr Suipaay ‘(ajdoad yors 10j) pooy
Terdads oy Sutedald -aw Jo a1ed aye) PINod AYS JBY) 0S AWOoy AL)S 0] Pasn wow Au ‘peq 00 sem yieay Aw uaym Ajenmy, —

_iAqiwey e yons 10y y3noua [njajeis aq j ur) **UONIpuod

yI[eay Aw noqe ssnosIp os[e s1aquiat Ajiwej papualxa pue sjuared KA “Suraq-jjam Aw 1oy Aeid Ajsnonunuod Aay g, are [[ns

pue Suruuidaq ay) woiy dantoddns £19A udaq 2AeY A3 ], *Spaau pue sjuem Au [[e puB LIOJW0d AW 982 ] 1BYM JO 218D ae) Aay ],

*J1 Paau | JoAd1aym aw sd[ay asnoy Ay} ul AUOAIDAT "SMOYS I pue 21ed 0Op A[[Bal A3 ], “19A0 SIAIR[aI pue suIsnod Aw Surjed

Aq paureyoiua aw doay pue A1y A2y 0 “9JI] SNOUOJOUOW AY) JO ASNLIAQ AYURID 123 UYJO [ IBY) MOUY AU ], *POXe[l oW ayew
PUE AW OJWOd 0] A1) UJO A, "asLASIP ) 0] anp ovj | suonedrjdwod [[e Jeym pue aseasip ay) Jo areme Ay st Ajwey AL, —

uosiad 2y Joj woddns Apurey jo
SIOURISUT Y} UO JYSI] SMOIY) WAYI-qNS Y[,

Aureq

SWISAS
poddng 'z

Jysom jo

yonuu 0s 150[ 2ARY [ 18y 1o) oY) 1d20de 1 upnod [[ng *sayis eipaw [eroos ut i1 Sunsod Jou payorpd ammard Aw Sumyad oy 1, uop

[ ‘OS] °,s19y1280) 123 pue sonted proAe 0) A1) | *o[qeuIOjWodUN aw sayew A[[ea1 )1 ‘Apoq ury) pue yeam y -eouereadde jearsAyd
A Jo asnedaq sauo plo ay) uneaw osje pue mou ajdoad mau Jaaw 0] ALYISAY [ "AWES YY) AIOW OU ST YI[ [RI0S AW ‘ON., —

“JI] [B1O0S SIY Ul (ADd) 2seastp
s ugo) i uosad e £q pasey san[noLyIp
Ay U0 JYS1| SMOIY) JWAYI-qNS Y[,

.."doays urede pue pooj jea ‘daays 1snl | “aInsiof st Aep [[v ‘mou Ing
"2INSIA] J0J AN} pey A[pIey [ 1By} JAI[Ie2 YI0M 232[[00 Yim Asnq os daay 01 pasn | ‘umop apisdn pauin sey a[npayos Ajrep AN.. —
d1snw 0] Suruaysi| paq Awr uo umop aif 3snl 10 daays isnff awm ay) jo 1sowr
‘0g "SuryiAue op 0) aw Joj djqissoduin 1 sayew pue a10joq uey) Ayomb arow ur sy anney Ay [, AW AY) JO ISOW PN W [, —
Kep ayp jo 1sour jea pue daas snl | mou
PUE 210J2q Op 0] PAsn [ SAIOYD ) JO JSOU WO} Keme Ae)s 0) aw paoIoj sey yySuans pue JySram Apoq ur uononpal ay I, “aur
Joj arqissoduur s1 y10m prey ‘sqol snonuans op ued AUOW OU | ‘A Ay [[e dwoy Aw ur Aeys pue a39[[0d jo no doip o1 pey L. —
.. asnoy At ur du0AIaA paqamisip A[[ea1 )1 pue [eaw A19A2 1)je pooj dn moxy) pinom pue unea sannatyip pey
I “udurwoxd os sem 1S0] JYI1am 2y asnesaq A[[eonseip 0s aJeioulap yieay Aw 2as 03 sjuared Aw 10§ y3noy sem i1 Ajjeroadsy,, —
.’BUIPaa[q [£1991 2ARY OS[R PINOM | SIWNAWOS "A[UAPPNS JOAJ Y31 QARY PUR JYSIU I8 JLIMS

PINOM .. . '[[2} SopeI3 Aw yorym Jo asnedaq ‘I Jo jey AJuo papuale Jo SSE[O 0) 0F Jou Pnom pue Yeam AI2A [29) U2)JO p[Nom [, —

95

aunnou Ajrep SuLinp paoej sannoLjIp
Ay U0 JYS1| SMOIY) JWAYI-qNS Y],

speonoead Aqjeroadsa ‘sasse[d puane o) aur 10J Y3no) 1t apeur SFUTY) AP V.. —
Arenpeis Suisearour paneis ured oy yiim Suofe asay) [[B pue SSO WYS1aM dNSLIp ‘S199[Nn (Inow

‘pooy dn Suimoryy ‘anadde jo ssofur utof 0y payrels SuIy) ay) [[ A[MO[S INQ ‘S e SAYIL YIrWOIS pliwt Isnf sem 31 Ajfeniuy,, —
.aIow PAARIOLIAAP [[eay AU ‘0S “3S[d TUIYIAWOS SeM ASBASIP ) ASNLIAq

POIOM SAUIDIPAUL AY) JO dUOU A[[RINIRU ‘SISO[NOIAQN ], [RUNSAU] JOJ SUONBIIPAU UIAIS PUBR PASOUSRIPSIU SeM | uaym Ajjeniup —
**1081) [D) 9y} JO UONR[JUT JIUOIYD © “0SBASI( S, UYOID) B PAIR[IAP A[[eul Sem |

‘synsa1 aAnisod ou Sureas pue JuauILAN JO SYIUOW § J1A)Je A[UO Inq ‘SISO[NDIAGN ], [RUNSAU] YIIM PAsOuSeIp A[Suoim udy) sem [, —
.."10100p 211 11SI1A 0] pey | an3nej ‘Anadde

JO sS0] ‘sso] 1yS1om uappns ‘eaoyLieip ju)sisiad ‘ured [eurwopqe ‘yorwols “a°1 ‘suonesrjdwod awos jo asnesaq A[uappng., —

sisougerp [enut
Suump uosiad ay) Aq paoej sannoLIp
Ay} uo YS1] SMOIY) AWAYI-qNS A,

sisougeip
[enry

padej
sanmoIIq ‘1

s rejdwoxg

SuIueap

Ssawayl-qng

saway [,

SL'INSHA

89

13(2):87-97

Indian Journal of Psychiatric Social Work, 2022



.. ’uonipuod yjeay e SuiAey
Aidsap ‘1910 Yora IN0qe Poos [93) pue ssauATEME 210w peaids 121250) WO 0] PASU [[B oM ‘ASEISIP S,UYoID) I ‘du
Q1] ‘210W PUBSNOY) B I 2IY) *d[11eq SIY) UI SUO[E JOU U ] Jey) 1IN0 paindiy | se ‘uonipuod Aw 1dadde 0) s 10§ 12158
11 opew jo puny 1sod a2y ‘1no ueay Aw Suruado pue 11 Sunsod 1))y "s9ouaNbasuod $)1 pue aseasIp A[peap ay) INoqe
ssauareme pealds 0) pajuem | 's3Y g SuIsof 1oy Y00qade uo JasAuw jo aimoid 1a)e pue a10joq  papeojdn osje 1, —
couny waas [[im Sunhiand Ajemuasd
‘Ie[n3al aq pue AW UO SPau INOK aYB) ‘J[ASINOA JO 1B ) ISN[ “J1 Op ULd NOA Inq ‘pIey s 31 mouy | *aseasip pidms
QWIS INOQE 218D 1 UOP “ISA[[NJ Ay} 01 11 Kofua pue [nynneaq s1 1T “1o3uons NoA ayeur 1snl SASLISIP dMUOIYD 25 [V
*9J11 InoA uo dn 2A13 1 uop ‘Apoq oAk uo dn 2413 1 uo( *, dn 213 1 uo(q., 1snf ey ‘Surny auo Les 01 ay1pIsnl pnom 1., —
Addey
noA sdaay os[e pue dA1] 01 Asea 1] sayew 1 ‘armny ay) Inoqe Apanisod yury pue suorsuayaidde [e 210uS1 01 S00YI [, —
urede 90uo 91 Jenda1 Aw yiIm anunuod
ued [ adoy | pue S SIY) UOISSIWAI 1Y 0] AIAY) ISOWIR WE | [99) | "MOU d1OFI2US Pup 19112 0] © [99] | “PIZIUIUILI SBY
10 2UOS JAYIIA ST *AARY 01 pasn [ suonesrjdwod ) [[y "UoNIpuod yifeay Auw ul JudwaAoIdwI 1813 uaaq Sey 1Y) ‘SOA., —

uosiad
ay) £q pakejdsip wistuundo pue adoy jo
JUNOWE Y U0 WYSI| SMOIY) W) SIY L,

yoopino aanisod
© JO Uonoapay 9

iy pue Appeay Apoajsad aq 01 jasAw aurdew | ‘og ‘uaddey Ajarmumgap [jim

SAAQI[2q PUIW SNOIISUOINS INOA T9AARYM ‘Aes Aoy} puy “Juem noA SuryiAue 2A1[2q puItl SNOIOSUOIGNS INOA e ULd ur sagedua aseasip s, uyor) sy00q
noA yarym Aq sanbruyoa) a1e asay [, ‘Inoqe Suny[e) we | jeym mouy [[Im nok 121098 Y L. ‘PI[[BI J00q ) peal ARy noA J| yim uosiad e jey) uondemy jo me | djay-jes jo aesn pue saonoead
‘sisoud£y pue s[eunuIigns ‘SUONBULILJY “2°1 ‘UONORIY JO MET JO S[00] 9 UO A[a1 | JUSUNEAN JANBUIE UR SB ‘A[ISOAL.. JO $[001 Ay 0 s1ajaI dwAYI-qns Ay ], | sanbruyda) djoy jos ANRWIANY °C
4
puanij1saq Auwr | SIy Ul UONEBAIAI JO 22IN0S © sk Fop 1ad
s1 oy pue awn £10A9 Auedwod aw sdody oY WOy We | udym JW I10J JUIWIUTLLIAUD J8AIS € se s1oe ose 1jreg ‘Sop 1od A, s uosIad ay) 01 s10Ja1 SWAYI-qNS AY |, Sop 194

_suuopeyd asay ySnoayy aoe(d ay) 1940 [[© Sulop aIv spudLy Aw jeym
MO 0] 21U § 1 pue sawn e pardnooo aur sdoay 11 “ISI 9Y1 01 UO SPPE OS[E WIRITRISU] PUE JOOGAIE,] I BIPAUI [RID0S,

*Dd © 10J UONEAIDAI JO ADINOS B
SE RIPAUI [RID0S 0] SIQJOI QWAL qns Y [,

RIPAW 21208

*s1y) ySnoay) 128 01 101 & aw padjay Sey JISNu “JIA0UOA] “BILIO(] PUEB
SWINIP ) Y1 SIUSWNNSUT MIU JWOS SUTUILI] PaL | ‘0S| “SUIIAIaA2 ()im paioq 00] 108 [ UM J[2[myn pue Iejns 2y}
Apsow “yuawnnsur awos pake(d oS[e [ )1 JO asNEIAq PALISNI) AIA WO PINOM | UAYM SN dAwaxxa ul pauaddey
AJuo st ‘aseasip ay) woaj ured pue 1o3uUe Y INO WBAIOS 0] PIPAAU | [[B SBM DISNUI YOOI PIRY SIWTAUWIOS INg "ISLsIP
o) wouy ured oy Suryioos ur padjay yorym awm ) [[ SFUOS JIPOJAL MO]S 0] UISI| 01 Pasn | “pes 10 auo Addey e s 11
Jaupaym ‘911 InoK Jo Juawowr K142 ur Sunphue a1 noA spoddns 31 jey) pueisIapun [[IM NOA ‘d1snul 9A0] NOA Jj “awin
Jno1ygIp A ur 03 dn Yoo | woym 01 pudLyj & ‘opIind Aw udaq sey 1y *2J1] Aw Jnoysnoiy) ajo1 1eaIs v paked sey oIsnjy,, —
« U0 ppe
ue s 31 0s aeyn3 oy Aeyd ospe [ 11 0) Suruaysip doay pue dIsnu A0 | 9J1] AUl Ul UONBAIOAI JO AINOS 1BAIT © ST JISNJAL, —

"3SBASIP S, UYOID)
I uosIad B 10§ UOTBAINAT JO 2DINOS
© SB OISNW 0] S19JAI AWAYI-qNS Y],

SN\

QJI UT UONBAIOAT
JO $201N08

Jjoen 1opun
1day 2q ued aseasip ayy ey os pauniojiad aq 0 $152) awos pue dn-yoayd AUNNOI IO SYIUOW 7 AIIAD J0100P AY) NSIA [, —
_.289[]0o Surpuane 1ayiau SunjIom Jou pue 1sal [B)0} Jopun we | ApuaLmn)),, —
_.iBureay oy Aressaoau s1 doafg "Aep v sinoy ¢[-| punore doays
01 pasoddns w | mou ‘Aep e sinoy /-9 ay1 Joj Ajuo daas 0) pasn | ‘a10jag “A[jeonselp pasealour sey 9[94d doafs ay]., —
..Paq Aw uo umop ar isnfl
10 daays 1snf 01 9ARY T WM Y] JO JSOW ‘0 “yonuu Jey) ANk A[earsAyd aq 03 awr MOof[e Jou sa0p ey AN Surgiue
op 03 aw I0j d[qissodur )1 sayew pue 210§aq uey) APdmnb arow ur syory andney Ay [, *own ) JO ISOW paI We [, —
_2IowAue Op ued [ JeYM JOU SI SUISIDIdXD Inq
sSuruwiow ay ut yaams | “arowkue Suryy Aw jou st S)YIrom Sunyry 1, ued isnl | mou Inq ‘a10joq WAS oY) 01 05 01 pasn [, —
. JorWwOIS A} ul SB3 SULIoj 18Y) pooj ou os[e ‘spooj Aoids pue AJ10 ou ‘s1onpoid A1rep 1910 10 Y[ dARY 19ZUO] OU UBD [, —
£dwa jou st yorWOIS AW 1BY) 0S™*SAWI) 9-¢ PUNOIE " ABP B SAWI) SNOIAWUNU 18I 0] JARY | ‘POOJ
Ap10 pue £o1ds K124 pue pooj pauly ‘$a)eIpAyogqIed yonui 00) ‘SA0IRWO |, ‘A1re(] 2Y1] SUONOLISAI POOJ AWOS JARY OS[R [, —

$109JJ2 S 2NPaI 0] ASLASIP S, UYOID)
s uosiad v £q uaye) suonnesaxd
Ay uo WY1 SMOIY) W) Ay,

suonnesald ‘¢




Mahanta & Sahu: Wellbeing of an individual with a chronic illness

DISCUSSION

The purpose of this report was to develop an
understanding of the subjective well-being and
health management practices of a chronically
ill person. It focused on the domains of idea of
health, perception of health, precautions,
alterations in life, lifestyle changes, work life
balance, forms of recreation, awareness of
family members, social life and future
expectations. The research was based on one
in-depth, semi structured interview of a student
with Crohn’s disease which was recorded and
then analysed using thematic analysis.

The various themes that emerged from the
analysis were:

The first theme that was identified after
exploring the data through thematic analysis
was “Difficulties” which includes three sub-
themes, namely, during initial diagnosis, daily
routine and in social life. The first sub theme
during initial analysis refers to the difficulties
which the participant had to go through right
after he was diagnosed with Crohn’s disease,
while he was pursuing his undergraduate
course in Culinary Arts, from Manipal
University. The participant describes how he
couldn’t attend classes, especially practicals, as
he would often feel weak due to high fever,
abdominal pain, persistent diarrhoea, constant
vomiting, loss of appetite, sometimes even
rectal bleeding because of which his grades
fell. Some of the exemplars, “Initially it was
just mild stomach aches at times, but slowly all
the things started to join if. Loss of appetite,
throwing up food, mouth ulcers, drastic weight
loss and all these along with the pain started
increasing  gradually”, “Then suddenly
because of some complications, i.e. stomach,
abdominal pain, persistent diarrhoea,
sudden weight loss, loss of appetite, fatigue |
had to visit the doctor.”, “All these things
made it tough for me to attend classes,
especially practicals.”, “I would often feel very
weak and would not go to class or attended
only half of it, because of which my grades
fell.” The participant also expresses how he
had to go through an unfortunate event of
misdiagnosis when he was wrongly diagnosed
with Intestinal Tuberculosis , “I was then
wrongly diagnosed with Intestinal
Tuberculosis, but only after 6 months of
treatment and seeing no positive results, | was
finally declared a Crohn’s Disease, a

chronic inflation of the GI tract...Initially
when | was misdiagnosed and given
medications for Intestinal  Tuberculosis,
naturally none of the medicines worked
because the disease was something else. So, my
health deteriorated more.”

Transmural inflammation in the digestive tract
is a chronic immune-mediated disorder known
as Crohn's disease (CD). Significant morbidity
and a lower quality of life are linked to CD.1%!
According to estimates, there are between 26
and 199 incidences of CD per 100,000 person-
years in North America.*? Inflammatory bowel
diseases are a class of illnesses that are named
after the physician Burrill B. Crohn, who along
with colleagues Dr. Leon Ginzburg and Dr.
Gordon D. Oppenheimer originally identified
the illness in 1932. (IBD). With more than
10,200 new instances of IBD identified each
year, an estimated 233,000 people living with
the condition (including 5,900 children), and a
projected cost to the Canadian economy of $2.8
billion annually, Canada has one of the highest
rates of the disease.’® We are in a time when it
is more challenging for doctors to distinguish
between intestinal tuberculosis (ITB) and
Crohn's disease (CD) due to shifting
epidemiology, and the morbidity and mortality
resulting from a delayed or incorrect diagnosis
is very high.** The goal of a study carried out
by Zheng et al. in 2005 was to provide an
overview of the present state of the disease and
to better understand the incidence of Crohn's
disease in mainland China. It was discovered
that although the incidence and prevalence
rates of Crohn's disease were still lower than
those in Western and other Asian nations, the
condition is now more widespread.*

The second sub-theme throws light on the
difficulties faced during daily routine. The
participant describes how he had lost weight
drastically, and that it was difficult for his
parents to see him like that as he would throw
up after every meal and have constant
stomach/abdominal pain. The participant
expresses how he had had to drop out of college
eventually, as he could no longer do strenuous
jobs, and how the reduction in his body weight
made him tired most of the time, because of
which he sleeps most of the day. Some
exemplars, “Especially it was tough for my
parents to see my health deteriorate so
drastically because the weight lost was so
prominent. | had difficulties eating and would
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throw up food after every meal and it really
disturbed everyone in my house.”, “I had to
drop out of college and stay in my home all the
time, 1 no more can-do strenuous jobs, hard
work is impossible for me. The reduction in
body weight and strength has forced me to stay
away from most of the chores | used to do
before and now I just sleep and eat most of the
day”, “I am tired most of the time. The fatigue
kicks in more quickly than before and makes it
impossible for me to do anything. So, most of
the time I Just sleep or just lie down on my bed
listening to music”, “My daily schedule has
turned upside down. I used to keep so busy with
college work earlier that | hardly had time for
leisure. But now, all day is leisure. I just sleep,
eat food and again sleep.” Similarly, in the
QOLI the participant has written ‘recurring
abdominal pain, fatigue, persistent bloody
diarrhoea interferes with day-to-day life” under
the area of health which indicates how the
symptoms act as a hindrance in his daily life.

Crohn's disease (CD) and ulcerative colitis
(UC), the two most prevalent types of IBD, are
chronic conditions that fluctuate between times
of remission and flare-ups. Symptoms of these
conditions include bloody diarrhoea, urgency,
exhaustion, weight loss, and stomach
discomfort. A person's health and well-being,
including their social, emotional, and economic
status, can be profoundly impacted by poorly
controlled IBD. Many patients who get medical
treatments achieve long-lasting, sustained
remissions, which lowers their need for
hospitalization and surgery and vastly
enhances their general health and quality of
life. IBD has a wide range of effects on
patients' and their families' physical and
emotional health, social wellbeing, and
economic stability. While some patients saw
outstanding initial therapeutic responses and
sustained periods of remission, others had
difficulty finding curative medicines.®

In order to better understand the unmet needs
of IBD patients and their caregivers, Crohn's
and Colitis Canada held the "Patient and
Healthcare Professional Conference on the
Burden of Disease in IBD" on April 30, 2012.
Patients expressed the urgent need to develop
best practices for navigating life transitions,
address the particular challenges faced by
children with IBD, and increase understanding
of the struggles faced by people with IBD
among both health care professionals and the

general public through personal vignettes.®
Healthcare professionals who sincerely wish to
meet patient demands without risking their
recovery or long-term health have a constant
dilemma when it comes to accommodating
requests for alternative or experimental
treatments.’

The third sub-theme throws light on the
difficulties the participant had to face in his
social life. The participant describes that is
social life is no longer the same, as he hesitates
to meet old people and new ones because of his
physical appearance. This could have an
impact of social isolation on the participant as
he would often feel like he is missing out on
social events. The participant expresses that he
doesn't like posting pictures on social
platforms, nor getting his own photos clicked,
due to his drastic weight loss. Some of the
exemplars, “No, my social life is no more the
same. | hesitate to meet new people now and
also meeting the old ones because of my
physical appearance. A weak and thin body, it
really makes me uncomfortable. | try to avoid
parties and get togethers’. Also, I don’t like
getting my picture clicked nor posting it in
social media sites. Still couldn’t accept the fact
that | have lost so much of weight”. Many CD
patients choose to keep their condition a secret
because they feel uncomfortable discussing
their worries and anxiety. This veil of secrecy
adds to the patient's burden and feeds the myth
that CD is something the patient can control
and can be cured by lowering stress, altering
nutrition, and making other lifestyle changes.*®

The second theme that emerged from the
analysis was “Support systems” which include
two sub themes namely, family and peer. The
first sub-theme throws light on the instances of
family support for the participant. The
participant describes how his family has been
supportive from the very beginning and how
they try to comfort him and make him relaxed,
by calling his cousins and relatives over to keep
him entertained due to the monotonous routine
as he would often get cranky sometimes. The
following exemplars also indicates the support
and love the participant got from his cousins
and relatives. Some exemplars, “My family is
fully aware of the disease and what all
complications | face due to the disease. They
often try to comfort me and make me relaxed.
They know that | often get cranky because of
the monotonous life, so they try and keep me
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entertained by calling my cousins and relatives
over. They really do care and it shows.
Everyone in the house helps me wherever |
need it. They take care of what | eat, my
comfort and all my wants and needs. They have
been very supportive from the beginning and
still are. They continuously pray for my well-
being. My parents and extended family
members also discuss about my health
condition... Can’t be grateful enough for such
a family!”. The participant expresses how his
mother used to take leave from office, and take
care of him, feed him, give him his medicines
and everything else that the participant needed.
The participant also expresses how his father
has also been very supportive which indicates
how supportive and caring the parents are for
the participant. Some exemplars, “Initially
when my health was too bad, my mom used to
stay home so that she could take care of
me. Preparing the special food (for sick
people), feeding me, giving me the medicines,
and everything | needed as it was tough for me
to move with the extreme pain my stomach.”
The participant also expresses how his father
has also been very supportive. Some
exemplars, “My father accompanies me to the
doctor’s chamber every time. He keeps track of
my reports and also takes appointments for the
doctor whenever needed.”

The second sub-theme throws light on the
instances of peer support for the participant.
The participant describes how his concerned
friends started calling him up to enquire about
his health and also visited him at his house and
that he really enjoyed the time spent with them.
The participant also expresses how his
spending time with his friends also helped him
to keep his mind off the health condition. Some
exemplars, “Friends started calling and asking
about my health and they really cared. | also
got visits to my home of some close friends and
would really enjoy the time | spent with them.
It would take my mind off things for a while,
and that was the only time | could forget about
my illness. Sometimes, we would even jam
together, sit and talk or go out for ice-cream
together, but not for too long as my pain would
come back”. In the QOLI the participant has
marked the importance of friends and relatives
as extremely important and has marked a
higher level of satisfaction with them. Peer
support is extremely beneficial during the
diagnosis process, when many patients with

Crohn’s disease feel entirely alone and
unsupported, and close friends can help
alleviate some of this isolation and anxiety."

The third theme that emerged from the
practical was, “Precautions” and it throws light
on the precautions taken by the participant to
reduce the effects of Crohn’s disease. The
participant describes the restrictions he has on
food, and mentions that he has to eat around 5-
6 times a day to keep his stomach full. Some
exemplars, “l also have some food restrictions
like Dairy, Tomatoes, too much carbohydrates,
fried food and very spicy and oily food. | have
to eat numerous times a day..around 5-6
times...so that my stomach is not empty”, “I
can no longer have milk or other
dairy products, No oily and spicy foods, also
no food that forms gas in the stomach”. In
terms of physical exercise, the participant
expresses that his health condition does not
allow him to be physically active so the
participant mostly spends his time sleeping or
lying down on his bed. Some exemplars, “I
used to go to the gym before, but now | just
can’t. Lifting weights is not my thing anymore.
| stretch in the mornings but exercising is not
what I can do anymore”, “I am tired most of
the time. The fatigue kicks in more quickly than
before and makes it impossible for me to do
anything. My health does not allow me to be
physically active that much. So, most of the
time | have to just sleep or just lie down on my
bed”. With the recent London Olympics
placing a renewed emphasis on sports, Crohn's
and Colitis UK questioned its members to learn
more about how IBD patients exercised in
2014. According to the poll, many people with
IBD exercise regularly and report feeling better
as a result. It did, however, identify a sizable
proportion of respondents who claimed that
IBD had a major negative influence on their
capacity to engage in, enjoy, and gain from
sporting activities.®® To beat the fatigue, the
participant’s sleep cycle has also increased
drastically. Some exemplars, “The sleep cycle
has increased drastically. Before, | used to
sleep only for like 6-7 hours a day, now I'm
supposed to sleep around 14-15 hours a day.
Sleep is necessary for healing!”. The
participant also expresses that he is under total
rest and also visits his doctor every two months
for a routine check-up so that the disease is kept
under track. Some exemplars, “Currently | am
under total rest and not working neither
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attending college”, “I visit the doctor every 2
months for routine check-up and some tests to
be performed so that the disease can be kept
under track”.

The fourth theme that emerged from the
analysis was “Sources of recreation in life”
which includes three sub-themes, namely
music, social media, and pet dog. The first sub-
theme throws light on music as a source of
recreation for a person with Crohn’s disease.
The participant expresses how music has been
both a guide and a friend for the participant in
his difficult times, and how supportive it has
been for him. Some exemplars, “Music is a
great source of recreation in my life. | love
music and keep listening to it. | also play the
guitar so it’s an add on.”, “Music has played a
great role throughout my life. It has been my
guide, a friend to whom 1 look up to in my
difficult time. If you love music, you will
understand that it supports you like anything in
every moment of your life, whether it’s a happy
one or sad.” Our elders prescribed simple old
chant scales to treat chronic illnesses. These
scales are strikingly comparable to human
vocal patterns, indicating that the source of
their healing power is something innately
entire that is already present in each of us.'%?°
Our five senses—sight, hearing, smell, taste,
and touch—allow us to perceive all of
existence as a type of frequency; thus, our body
uses specific frequencies to trigger behaviours
and regulate our well-being.2%? Ancient
civilizations thought the voice had particular
mystical abilities and could cure by flitting
between the temporal and spiritual planes.?
Consequently, speech and spirituality were
intricately linked in the continuing expression
and satisfaction of the most fundamental needs
and desires of the human condition.
Vocalization may be utilized to directly affect
one's mental, physical, and emotional health
and acted as a bridge between realms.?* The
participant also goes on to express how music
was a medium for him to vent out his emotions
and how it helped to soothe and calm him
down. Some exemplars, “l used to listen to
slow melodic songs all the time which helped
in soothing the pain from the disease. But
sometimes hard rock music was all | needed to
scream out the anger and pain from the
disease, this only happened in extreme times
when | would become very frustrated because
of it.” The participant mentions that he would

play his guitar and ukulele to kill time and even
learnt a few instruments after his diagnosis, and
that music helped him to go through it. Some
exemplars, “l also played some instrument,
mostly the guitar and ukulele when | got too
bored with everything. Also, | tried learning
some new instruments like the drums and
Dotara. Moreover, music has helped me a lot
to get through this.”

The second sub-theme that emerged from the
analysis was “Social media” which throws
light on social media as a source of recreation
for the participant. The participant describes
how social media platforms like Instagram,
Facebook would keep him occupied at times.
The participant also expresses that it was nice
to see his friend’s whereabouts on these
platforms. Some exemplars, “Social media like
Facebook and Instagram also adds on to the
list, it keeps me occupied at times and it’s nice
to know what my friends are doing all over the
place through these platforms”

The third sub-theme that emerged from the
analysis was “Pet dog” which refers to the
participant’s pet dog as a source of recreation
for his life. The participant expresses that his
pet dog, Barfi also keeps him company all the
time. Some exemplars, “My pet dog, Barfi also
acts as a great entertainment for me when | am
home. He keeps me company every time and he
is my best friend”. A study found that therapy
dog visits in an outpatient setting significantly
decreased pain and emotional distress in
individuals with chronic pain. The study also
discovered that having a therapy dog visit
dramatically  reduced patients' mental
discomfort and feelings of wellbeing when
their loved ones and friends accompanied them
to doctor's appointments.?® Depression and
chronic illness often coexist. Animal Assisted
Therapy (AAT) may provide healing and hope
for patients, regardless of whether they are
experiencing a terrible day due to a physical
setback or are dealing with a more serious case
of the blues. It has also been said that Sigmund
Freud was the first to recognise the value of
using animals in therapy. Freud was known for
bringing his beloved chow-chow into his
therapy sessions because he thought the
pacifying influence of his own dog was
especially beneficial with the youngsters he
dealt with.?®
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The fifth theme that emerged from the analysis
was “Alternative practices” which includes one
sub theme namely self-help techniques and
usage of self-help books. The sub-theme
throws light on the tools of Law of Attraction
that the participant engages in. The participant
expresses that he relies on the tools of Law of
Attraction which helps his subconscious mind
to believe whatever he wants. The participant
further mentions that he thinks of himself as a
healthy boy, and that these techniques have
helped him to come a long way from the health
condition. Some exemplars, “Mostly, as an
alternative treatment I rely on the tools of Law
of Attraction, i.e., Affirmations, subliminal and
hypnosis. If you have read the book called,
“The secret” you will know what I am talking
about. These are techniques by which you can
make your subconscious mind believe anything
you want. And they say, whatever your
subconscious mind believes will definitely
happen. So, | imagine myself to be perfectly
healthy and fit”.

The sixth theme that emerged from the analysis
was “Reflection of positive outlook” which
throws light on the sense of hope and optimism
displayed by the participant regarding his
health condition. The participant believes that
there have been great improvements in his
health condition, that he feels a lot energetic
and that he will hit remission this time. The
participant also expresses hope to continue
with his regular college life once again. Some
exemplars, “Yes there has been great
improvement in my health condition. All the
complications | used to have, is either gone or
has minimized. | feel a lot better and energetic
now. | feel 1 am almost there to hit remission
this time and | hope | can continue with my
regular life once again”, “I choose to ignore
all apprehensions and think positively about
the future, it makes life easy to live and also
keeps you happy.” On being asked advice for
people with the similar health condition, the
participant offers the following advice, I
would just like to say one thing that just “Don’t
give up”. Don’t give up on your body, don’t
give up on your life. All these chronic diseases
just make you stronger. Life is beautiful and
enjoy it to the fullest, don’t care about some
stupid disease. I know it’s hard, but you can do
it. Just take care of yourself, take your meds on
time and be regular, eventually everything will
seem fine.” The participant also displayed an

immense amount of positivity, when he
expresses that he had posted a photo of himself,
after losing twenty-four kgs to spread
awareness about Crohn’s disease which
indicates that even though the participant
struggles, he sees a positive side to it. Some
exemplars, “l also uploaded a before and after
picture of myself on Facebook, after losing 24
kgs. | wanted to spread awareness about the
deadly disease and its consequences. After
posting it and opening my heart out, the post
kind of made it easier for me to accept my
condition, as I figured out that I'm not alone in
this battle, there are a thousand more, like me,
with Crohn's disease, we all need to come
together, spread more awareness and feel good
about each other, despite having a health
condition. ” Women reported using a variety of
coping mechanisms to help them deal with
their diagnosis of IBD in a research study by
Fletcher et al. in 2008, which had as its goal to
explore the lived experiences of women
diagnosed with the GI disorders of IBD and
also focused on the coping mechanisms used
by women. These coping mechanisms included
a positive outlook, support, controlling the
situation and surroundings,
distraction/ignoring  the  problem, and
relaxation.?’

CONCLUSION

This paper was based on one in-depth, semi
structured interview of a male participant with
Crohn’s disease. The participant does not have
any family members with the same health
condition as it’s a rare chronic disease, and also
had not heard about the disease before and had
to research it when he was diagnosed initially.
At first, all the research made the participant
very apprehensive about his future as Crohn’s
disease leads to colon cancer or other
complications in the future, and had difficulty
dealing with it and struggles with it even now,
as his health condition had forced him to drop
out of college and be under total rest. But the
sources of recreation in his life, where he uses
music as a medium to vent his emotions, and
the self-help techniques he engages in has
helped him to look at his health condition with
a positive outlook. The participant describes
how his parents have always been supportive
from the very beginning and how they would
make all ends meet to make him happy and
comfort him. The participant’s cousins and
friends are also very supportive and always
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come to his aid. The participant uses Instagram
to keep a check on his friend’s whereabouts,
and stay in touch with them. He also mentions
how his friends give him surprise visits every
other day, and how they jam and make music
together. The participant also mentions his pet
dog Barfi, who follows him around all the time
and gives him company. The participant also
expresses that although he cannot go into the
line of Culinary Arts anymore, as chefs have a
maximum of 14-15 working hours, and his
health condition will not allow him that, the
participant plans to open up his own restaurant,
and focus on providing people with healthy
food. The optimistic nature is reflected in the
participant as he accepts his health condition in
a positive manner and chooses to ignore the
apprehensions and think positively about his
future as it keeps him happy, and also considers
that this disease has made him more self-
conscious about choices regarding self and
health habits. The participant had an overall
high score in QOL, which indicates that he has
made his peace with his health condition
accordingly.
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