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The study aimed at developing a questionnaire for assessing quality of life
in individuals with dysphagia. The study was carried out in two phases;
first phase included preparation of a questionnaire in English which was
later translated to Marathi using forward and backward translation. In the
second phase, the developed questionnaire was administered on thirty-five
adults with dysphagia. Item analysis was performed on scores obtained for
each statement of the questionnaire by individuals with dysphagia. Eight
items required deletion after inter-item correlation leaving 47 statements
in the final questionnaire, Dysphagia Quality of Life Questionnaire in
Marathi (D-QOL-QM), which were divided into four sections; functional,
eating, psychosocial and, physical section. Quverall cronbach’s alpha
coefficient was very high (0=0.93) which shows that the questionnaire
has good reliablity. Results on Pearson’s correlation showed good internal
consistency and highly significant moderate to high correlation for sections
of questionnaire. This study provides a reliable clinical tool, D-QOL-QM,
for assessing impact of dysphagia on individual’s life in Indian scenario.
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Introduction

The World Health Organization (WHO) defines
health as “A state of complete physical, mental, and
social well-being not merely the absence of disease.”
It follows that the measurement of health and the
effects of health care must include not only an in-
dication of changes in the frequency and severity
of diseases but also an estimation of well being and
this can be assessed by measuring the improvement
in the quality of life related to health care. Quality
of life can be viewed in four dimensions viz. men-
tal health, physical functioning, social functioning
and role functioning (McHorney, 2000). Accord-
ing to WHO, the quality of life in an individual
may be affected by impaired physical health, psy-
chological state, level of independence, social rela-
tionships, personal beliefs and environment related
factors. Dysphagia affects the most fundamental of
human functions, the ability to eat and drink and is
associated with wide range of speech and language
disorders. It has a negative effect on all aspects of a
person’s life, including work, leisure, and social sit-
uations. Dysphagia has been associated with wide
range of speech and language disorders and studies
have reported that it has a significant effect on an
individual’s quality of life with several diseases and
conditions. Researchers have reported a significant

39

reduction in their quality of life for individuals with
Parkinson’s disease -PD (Leow, Huckabee & Beck-
ert, 2010), stroke (Kwok,Wong, Mok & Kai, 2006),
and Huntington’s disease. Studies done to see the
impact of dysphagia on patients with head and neck
cancers indicates that quality of life is affected in
these individuals but its effect varies with type of
treatment like radiotherapy, surgery or chemother-
apy (Gillespie, Brodsky, Day, Lee & Martin-Harris,
2004). Studies have reported that quality of life
is increasingly compromised with increase in dys-
phagia severity (Dwivedi et al., 2010), and some
patients preferred to have less life span rather than
compromised quality of life (Deleyiannis, 1997). In-
dividuals with head and neck cancer reported that
dysphagia maximally impairs their psychosocial as-
pects of their life (Ekberg, Hamby, Woisard, Hannig
& Ortega, 2002; Maclean, Cotton & Perry, 2009).
These studies have concluded that individuals who
experienced dysphagia had greatly reduced quality
of life.

There are satisfactory ways of measuring the
frequency and severity of diseases. However, there
are limited ways of measuring individuals’ well-
being and quality of life. Thus sit is important
to have measures which assess quality of life in or-
der to obtain individual’s self-perception. There
are generic, disease-specific, swallowing phase spe-
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cific scales, questionnaire, and inventories to as-
sess quality of life in individuals with dysphagia.
Some of widely used generic tools are the swal-
lowing quality of life outcomes tools-SWAL-QOL
(McHorney et al., 2000), the Dysphagia Hand-
icap Index -DHI (Silbergleit, Jacobson & John-
son, 2012), Deglutition Handicap Index (Woisard
& Lepage, 2010). Disease specific tools to as-
sess quality of life are Dysphagia Goal Handicap-
DGH (Gustafsson & Tibbling, 1991), Parkinson’s
Disease Questionnaire - PDQ-39 (Peto & Jenkin-
son, 1998), the MD Anderson Dysphagia Inventory-
MDADI (Chen et al., 2001), the scale of the Quality
of Life in Parkinson’s Disease-Parkinson’s disease
Quality of Life scale - PDQUALIF (Welsh, McDer-
mott & Holloway, 2003), The European Organiza-
tion for Research and Treatment of Cancer Quality
of Life Questionnaire - H&N35-EORTC-QLQC35
(Chaukar et al., 2005), performance status scale
for head and neck cancer patients-PSS-HN (Marcy,
Ritter, Shirley & Lansky, 2006) Swallowing Distur-
bance Questionnaire-SDQ (Manor, Fliss & Cohen,
2007), and the Mayo Dysphagia Questionnaire-30
-MDQ -30 (McElhiney et al., 2009). These ques-
tionnaires have been used widely by studies to
analyse quality of life in individuals with dyspha-
gia following Parkinson’s disease, Huntington’s dis-
ease, stroke, and cancers of head and neck using
various inventories and developed questionnaires.
Moreover some of these researchers have reported
a significant reduction in quality of life for individ-
uals with Parkinson’s disease (Plowman-Prine et
al., 2009; Leow, Huckabee & Beckert, 2010), stroke
(Kwok, Pan, Lo & Song, 2011) using SWAL-QOL
and for Huntington’s disease using SDQ.

Researchers are using subjective clinical exam-
inations and objective tools to evaluate swallow-
ing. Advances have been made in measuring the
physiologic outcomes of dysphagia, including mea-
surement of duration of structure and bolus move-
ments, stasis, and penetration aspiration. There is
noticeable change in researcher’s attitude with in-
clination towards quality of life research. In western
literature, researchers have developed various ques-
tionnaires, inventories, scales and outcomes tools
for assessing quality of life in individuals with dys-
phagia. However to best of researchers’ knowledge
there is no tool available for assessing quality of life
of individuals with dysphagia in Indian scenario.
Therefore, this study aimed at devising a question-
naire for assessing quality of life in individuals with
dysphagia.

Method

The study was carried out in two phases; first
phase included preparation of a questionnaire to
assess quality of life in individuals with dyspha-
gia, and second phase was administration of the
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developed questionnaire on individuals with dys-
phagia.

Preparation of Questionnaire: While prepar-
ing the statements for the questionnaire focus was
given on difficulties faced by individuals with dys-
phagia and its effects on their quality of life. The
patient’s perspectives on components of everyday
life that are impacted due to dysphagia were taken
and statements were formed based on quality-
of outcomes from individuals with dysphagia and
their caregivers. Five individuals with dysphagia
and their caregivers’ opinions were considered while
selecting the questionnaire. While preparing state-
ments for questionnaire, WHO-QOL was referred
and ICF domains for swallowing disorders were
taken into account. Also a careful review of generic
and specific questionnaires available in literature of
dysphagia was done.

Construction of Statements and Rating
Scale: Sixty statements along with rating scale
initially were made in English. Statements were
made with simple, universally understood words
and in conversational language. It was made with
one attribution per statement. Items were free of
age, gender, and social class biases. A five point
rating scale was prepared for noting responses of
individuals with dysphagia. It was kept in mind
that rating scale matched all statements in ques-
tionnaire.

Translation Procedure: Translation procedure
as described by the international guidelines given
by Guillemin, Bombardier and Beaton (1993) was
adopted while preparation of the questionnaire.
Statements along with rating scale initially were
made in English and later forward translation was
done into Marathi by bilingual translator whose
mother tongue was Marathi. Then backward trans-
lation was carried out by a different bilingual
professional translator whose mother tongue was
Marathi but he was very proficient in English lan-
guage. He translated the Marathi version of state-
ments into English.

Three experienced speech language pathologists
evaluated whether the constructed statements were
pertaining to individuals with dysphagia. Modi-
fications and changes were made in the question-
naire depending on feedback and opinions received
from these expert Speech Pathologists. Some of
the suggestions included; considering social situ-
ations in Maharastra, rephrasing and few state-
ments. Simple, straightforward statements pertain-
ing to difficulties faced by individuals with dys-
phagia were kept whereas difficult, complex, am-
biguous sentences were eliminated. Five state-
ments were removed from initial questionnaire due



to less relevance of them towards QOL in dys-
phagia. Finally fifty five statements comprised
in the questionnaire. Responses were taken on
a five point rating scale (never-1, hardly ever-2,
sometimes-3, often-4, almost always-5). A response
column on questionnaire along with the case his-
tory was made which contained history regarding
demographic data, medical diagnosis, information
regarding other medical illness, medication with
dosage dysphagia symptoms and occupation in-
formation. It also comprised of details such as
questionnaire filled with help of family member or
self.

Administration of the Questionnaire

Participants:  Thirty five individuals partici-
pated in the study within the age range of 29 to
85 years with mean age of 59.3 years having vary-
ing aetiology, type and severity of dysphagia. Par-
ticipants were taken as per availability from various
clinics, hospitals and special self- help groups in and
around Pune city. Participants with persisting dys-
phagia for minimum of one month were included.
All participants were diagnosed with oropharyn-
geal dysphagia of mechanical or neurogenic type
by medical professional or SLP. Participants who
were hospitalised, severely ill, or medically unsta-
ble were excluded. Participants with known history
of language, cognitive, psychiatric, reading, writing
and visual impairment were excluded. Participants
were allowed to use spectacles, if required.

Procedure: Each participant was given a ‘par-
ticipant information sheet’ which included descrip-
tion about the present study. They were informed
that they are required to answer a set of questions
related to their swallowing difficulty. They were
explained that their information will be kept confi-
dential, participation in the study is voluntary, and
they can withdraw from the study if they wish. A
written consent was taken from each participant be-
fore administration of the questionnaire. A detailed
case history was taken for each participant who in-
cluded demographic data (name, age, gender, occu-
pation, address and phone number), detailed med-
ical history, duration of dysphagia, tolerant consis-
tency of food, dysphagia symptoms like pneumonia,
weight loss and sudden fever. Information regard-
ing individual who filled the questionnaire i.e., self,
family, or others was also taken. Presence of dys-
phagia was reported by medical professional and
was diagnosed by speech language pathologist using
Manipal manual of swallowing assessment - MMSA
(Kumar & Bhat, 2012).

The questionnaire developed in this study
was administered on participants using interview
method by authors of this study. If required, par-
ticipants were allowed to take assistance from close
family member or caretaker. Participants were in-
structed that all statements were related to their
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eating and swallowing aspects and they were re-
quired to rate what they have been feeling regard-
ing their swallowing for the last one month. The
responses of the participant were taken for each
statement using a five point rating scale i.e. ‘never’
scored as 1, ‘hardly ever’ as 2, ‘sometimes’ as 3,
‘often’ as 4 and ‘almost always’ as 5.While admin-
istering the questionnaire, if required, statements
were re-read to the participants but not rephrased.
The response for each statement was noted by the
examiner on the response column provided in the
questionnaire. Total score was calculated for each
section of the questionnaire based on the responses
given by individual with dysphagia. Higher scores
indicated more impact of dysphagia on individual’s
quality of life.

Statistical Analysis: Descriptive statistics was
obtained for total score and for each statement of
the questionnaire. For reduction of statements,
item analysis was done and to check reliability of
the developed questionnaire, Cronbach’s alpha co-
efficient was obtained. Pearson’s correlation coef-
ficient was calculated to check internal consistency
of the questionnaire.

Results

In the present study we have been able to
present a questionnaire to document quality of life
in individuals with dysphagia. Participants in-
cluded individuals with neurogenic dysphagia as
well as with mechanical dysphagia.

Sections of D-QOL-QM

The Dysphagia Quality of Life Questionnaire
in Marathi (D-QOL-QM) was developed in the
present study which comprised of statements re-
lated to quality of life in individuals with dyspha-
gia. Based on literature available on quality of life
in dysphagia, ICF for dysphagia (Threats, 2007)
and various quality of life scales in dysphagia, state-
ments of the D-QOL-QM were divided into four sec-
tions; (a) Functional section included statements
related to overall impact of dysphagia on activi-
ties of daily living (b) Eating section comprised of
statements related to the impact of dysphagia on
diet, eating duration, food type, consistency and
quantity, food preferences, assistance in eating, and
appetite (c) Psychosocial section included state-
ments related to impact of dysphagia on emotional
and social aspects where participation of individ-
uals in his/her swallowing environment is focused
(d) Physical section had statements pertaining to
problems arising during the act of swallowing due
to structural or neurological deviations.

Administration Time and Method

Administration time of the questionnaire
ranged between 15 and 20 minutes for most partici-
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Figure 2: shows means of subsections of D-QOL-QOM questionnaire

Table 1: Shows description of the statements which were showed low alpha value

Statement No.  Description Inter-item correlation
Fune-S5 Due to my swallowing / eating problem usual leisure activities are limited. r=0.112
Earing-S21 Due to my swallowing / eating problem I am not able to feed myself. r=0.162
Pyycnsoc-S26 Due to my swallowing / eating problem my family and friends get irritated with me r=0.183
Physicai-S41 I find it difficult to drink liquids because I choke while swallowing r=0.202
Piysicai-S42 I find it difficult to eat because I choke while eating r=0.242
Pysicai-S43 I find it difficult to eat because I gag while eating or drinking. r=0.130
Piysicai-S44 Because of difficulty in chewing I find it difficult to eat. r=0.244
Pysicai-S48 Because of food sticking in throat I find it difficult to swallow r=0.229
Prysicai-S49 Because of food coming out from nose I find it difficult to eat r=0.15
Physicai-S50 I find it difficult to eat because, food spills from mouth. r=0.242
Physicai-S52 1 feel pain while drinking r=0.023
Physical-S55 I find it difficult to eat because I drool while eating r=0.148

pants with exception of 30 minutes required by two
participants. The dysphagia quality of life ques-
tionnaire was administered on each participant by
investigator of the study using interview method.
Most of the participants self-rated the question-
naires on their own except few (6 participants) who
required caretaker’s help to respond.

Item analysis

Item analysis was performed on scores obtained
on the 55 statements of the D-QOL-QM by indi-
viduals with dysphagia. For reduction of state-
ments from the questionnaire inter-item analysis
was done which tested significance of each state-
ment with total score and certainty of statement
to be retained, rejected or modified in D-QOL-
QM. Inter-item consistency was checked where each
item was correlated with the total score for re-
duction of items. Item was deleted if correlation
coefficient was lesser than 0.3 or greater than 0.8
(0.8 > r < 0.3 = item deleted). Many ques-
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tionnaires developed in western literature for as-
sessing quality of life in dysphagia, consider low-
est inter-item correlation value as 0.30 and high-
est as 0.80.Therefore same criterion was used in
present study for inter-item correlation. Consid-
ering this criteria, 12 statements required deletions
which are shown in Table 1. Statements number,
Fune-S5 (r=0.112), Eging-S21 (r=0.162), Pjycnsoc-
S26 (1'10183), Physical‘S41 (r:0020), Physical‘
S42 (r=0.242), Ppysicar -S43 (r=0.130), Phpysicar-
S44 (1“20.244), Phys,-cal-SLLS (r:0.229), Physical'
$49 (r=0.243), Physicar-S50 (r=0.242), Pjysicar-S52
(r=0.023), Ppysicar-S55 (r=0.148)showed poor corre-
lation with total score and hence required deletion.
However, 4 statements out of 12 were retained due
to high theoretical basis and its relevance to qual-
ity of life of individuals with dysphagia. Statement
number Egjng-S21 (Due to my swallowing / eating
problem I am not able to feed myself.), Ppygicqi-S44
(Because of difficulty in chewing I find it difficult to
eat), Physicai-948 (Because of food sticking in throat



I find it difficult to swallow), and Ppysicq-S50 (I find
it difficult to eat because, food spills from mouth)
were retained in D-QOL-QM as they assessed im-
portant domains of dysphagia.

It was noted that the 8 statements which were
deleted, did not change the overall cronbach’s al-
pha value of the questionnaire (Table 2). The cron-
bach’s alpha obtained in the study exceeds the min-
imum acceptable value suggesting that each state-
ment of the questionnaire is assessing the aspect
related to dysphagia. Hence, The Dysphagia Qual-
ity of Life Questionnaire in Marathi (D-QOL-QM)
finally comprised of 47 statements under functional,
eating, psychosocial and physical section.

Reliability

The reliability of the test refers to the extent to
which the test is likely to produce consistent rat-
ings. The internal consistency is useful in construc-
tion of new scales and questionnaires and measures
consistency and non-equivalence of different ques-
tions intended to measure the same concept. In the
current study to check internal consistency relia-
bility Cronbach’s alpha coefficient was calculated.
The overall Cronbach’s alpha coefficient was very
high (0=0.93) for the questionnaire which showed
a good reliability. To check internal consistency of
the sections of the questionnaire, Pearson’s correla-
tion was calculated. Total score was correlated with
each section score which showed a highly significant
moderate correlation for functional section (0.689)
and physical section (0.643). For psychosocial sec-
tion (0.854) and eating section (0.868) a highly sig-
nificant high correlation was obtained. The alpha
coefficient of D-QOL-QM was high and also sec-
tions had acceptable internal consistency, hence,
questionnaire is found to be reliable.

Descriptive Analysis of D-QOL-QM

The mean and standard deviations of 4 sections
(functional, eating, psychosocial and physical) and
mean and standard deviations for each statement of
D-QOL-QM was calculated. Mean ratings obtained
by individuals with dysphagia for all statements of
D-QOL-QM questionnaire is shown in Figure 1. As
observed, all individuals with dysphagia had higher
scores indicating poor quality of life (Figurel). On
an average, participants gave a rating of 2.68 on
D-QOL-QM, indicating impaired swallowing abil-
ity affecting their quality of life. Analysing the
mean ratings given by individuals with dysphagia
for each statement of the D-QOL-QM, it was noted
that for 4 statements individuals gave extreme rat-
ings (Fune-S11,E4ing-S15, Eging-S20, P gyensoc -S33)
and low ratings were given for 5 statements (Fc-
853 Eating '8217 Eating‘S277 Physicul -50 and Physical'
52).

The mean and SD of D-QOL-QM scores were
obtained for each section and it was observed that

Dysphagia QOL Questionnaire

scores were high in all sections with maximum
scores obtained for psychosocial section followed by
functional and physical section. Eating section had
less scores compared to other sections (Figure 2). In
the functional section statements number F,,. -S2,
Fune-S8, Fune-S11 showed higher ratings than other
statements (Figure 3). Statements number Eg;yg-
S13 and E 4jze-520 showed higher ratings on eating
section (Figure 4). In psychosocial section state-
ment number Pgyens50c-S23, Piyensoc-528, Pyensoc-S33
and Pyyensoc-S34 showed higher ratings (Figure 5).
In physical section higher ratings were shown by
statement numbers Ppygica-S41, Physicai-S42 and P
hysica-355 (Figure 6).
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Figure 4: Shows D-QOL-QM scores for psychosocial
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Figure 5: Shows D-QOL-QM scores for eating section
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Table 2: Shows cronbach’s alpha value for each statement if that is deleted

Statements Scale Mean if Scale Corrected Cronbach’s
Item Deleted Variance if Item-Total Alpha if Item
Item Deleted Correlation Deleted

Fune-S5 130.58 1467.813 -.011 930

Eating-S21 130.32 1444.673 175 .929

Pyycnsoc-S26 130.63 1451.912 170 929

Pysicai-S41 130.00 1442.000 254 928

Pysical-S42 130.47 1426.596 356 928

Physicar-S43 130.37 1453.135 131 929

Physicai-S44 129.63 1449.357 122 930

Physicai-S48 129.89 1450.877 121 929

Physicai-S49 131.21 1450.731 466 928

Pjysicar-S50 131.32 1454.654 231 927

Pjysicar-S52 131.85 1450.143 .165 930

Piysica-S55 129.63 1449.35 122 93
D-QOL-QM finally contained 47 statements un-
Physical der four sections. During the process of item anal-
- 5 - ysis, 8 statements were deleted and 4 statements
':',:L were retained due to their high relevance to quality
E 4 of life of individuals with dysphagia. Item which
= 3 required deletion belonged majorly to physical sec-
= tion, where statements are related symptoms of
:.f 2 7 dysphagia, followed by items of Eating and Func-
E 1 tional section. Similar findings have been reported
Cr by some of the questionnaire developed in western
o 0 rrrrr T literature. In SWAL-QOL tool, items related to
1 3 5 7 9% 1113 1517 bothering of symptoms (e.g. Choking while taking
food) were eliminated (McHorney, Martin, Harris,

Figure 6: Shows D-QOL-QM scores for physical
section

Discussion

The developed questionnaire, D-QOL-QM, has
high reliability and its subsections showed accept-
able internal consistency, therefore, it’s a reliable
clinical tool for assessing quality of life. It is a
self-perceived questionnaire based on experience of
individuals with dysphagia and quality-of life out-
comes from individuals with dysphagia and their
caregivers. There are valid and reliable generic
tools available in western literature to assess qual-
ity of life in individuals with dysphagia. Some of
the widely used generic tools for assessing quality
of life are; SWAL-QOL which is a valid and reliable
(0=0.80) outcome tool for monitoring treatment
effectiveness (McHorney et. al., 2002; McHorney,
Martin, Harris, Robbins & Rosenbek, 2006); and
DHI is reliable (0=0.94), clinically efficient, patient
reported outcome tool for measuring handicapping
effect of dysphagia. Similar to these tools, D-QOL-
QM developed in this study has good reliability
(=0.93).

Robbins & Rosenbek; 2006) and while developing
DHI four items from physical section (‘It takes me
longer to eat a meal than it used to’) were retained
which were judged by the author to have high con-
tent validity or provided pertinent clinical informa-
tion.

High scores obtained on D-QOL-QM by indi-
viduals with dysphagia indicate that quality of life
is affected in them. It was noted that psychosocial
section was maximally affected followed by func-
tional and physical whereas eating section was less
affected compared to others. Ratings given by in-
dividuals with dysphagia were analysed statement-
wise for each section. Aspects of the psychosocial
section which showed significant effect on individ-
ual’s quality of life were; need of being alert and
careful while eating; avoiding food outings and so-
cial gatherings; embarrassment of eating in public.
On the functional section, quality of life was more
affected on tiredness and weakness area. They also
showed significant abnormality on speech and voice
statements. In physical section mostly quality of
life was affected due in characteristics like impaired
chewing ability of individuals with dysphagia and
gag while eating. They had to swallow food several
times for food to go down, avoided certain kind of
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food due to dysphagia and took long time to fin-
ish a meal. For eating section, quality of life was
limited because individuals avoided certain kind of
food due to dysphagia and took long time to fin-
ish a meal. Therefore, the results indicated that
impact of psychosocial aspects on individuals life
was highest compared to other sections. A study
investigated impact of Idiopathic Parkinson’s dis-
ease (IPD) on swallow- specific quality of life using
SWAL-QOL questionnaire and aimed find relation-
ship of swallow- specific quality of life with severity
& duration of IPD and with health related qual-
ity of life measured using PDQ-39. Results showed
significant relationship between SWAL-QOL and
PDQ-39 which highlights existence of psychosocial
squeal with swallowing impairment in IPD which
suggest a possible association of swallowing, social,
functional and depression (Plowman-Prine et. at.,
2009) Current study also reports impaired quality
of psychosocial aspects for individuals with dyspha-
gia. Therefore, D-QOL-QM is dysphagia-specific
generic tool which will help us to assess impact of
dysphagia on one’s quality of life.

Conclusions

This study provides a reliable clinical tool, The
Dysphagia Quality of Life Questionnaire in Marathi
- D-QOL-QM, for assessing impact of dysphagia on
individual’s life. D-QOL-QM consists of functional,
eating, psychosocial and physical sections. High
scores obtained on D-QOL-QM questionnaire indi-
cated that quality of life was affected in individuals
with dysphagia and psychosocial section was max-
imally affected followed by functional and physi-
cal section whereas eating section was less affected.
Quality of life is a subjective self-perceived mea-
sure so impact of a dysphagia cannot be general-
ized as it varies from person to person, therefore,
the developed questionnaire will help us in assess-
ing quality of life in individuals with dysphagia in
Indian scenario. As number of participants con-
sidered in this study was limited one need to be
careful in interpreting and generalizing the findings
of this study. Future research can be done to as-
sess quality of life in individuals with dysphagia
with varied aetiologies on a large sample consider-
ing and can be used for documenting treatment out-
come in dysphagia management. D-QOL-QM can
be translated in other Indian languages for clinical
utility.

References

Chaukar, D. A., Das, A. K., Deshpande, M. S., Pai, P.
S., Pathak, K. A., Chaturvedi, P., Kakade A. C., Hawal-
dar, R. W., & D’Cruz, A. K. (2005). Quality of life of
head and neck cancer patient: validation of the Euro-
pean organization for research and treatment of cancer
QLQ-C30 and European organization for research and
treatment of cancer QLQ-H&N 35 in Indian patients.

45

Dysphagia QOL Questionnaire

Indian Journal of Cancer,42(4), 178-84.

Chen, A. Y., Frankowski, R., Bishop-Leone, J., Hebert, T.,
MCD, Leyk, S., Lewin, J., & Goepfert, H. (2001). The
Development and Validation of a Dysphagia-Specific
Quality-of-Life Questionnaire for Patients with Head
and Neck Cancer-The M. D. Anderson Dysphagia In-
ventory. Archives of Otolaryngology Head and Neck
Surgery, 127(7), 870-876.

Deleyiannis, F. W., Weymuller, E. A.; & Coltrera Jr, M.
D. (1997). Quality of life of disease-free survivors of ad-
vanced stage (III or IV) oropharyngeal cancer. Head &
Neck, 19(6), 466-73.

Dwivedi, C., Rose, S., Roe, J. W., Khan, A. S., Pepper,
C., Nutting, C. M., Clarke, P. M., Kerawala, C. J., Rhys-
Evans, P. H., Harrington, K. J. & Kazi, R. (2010). Vali-
dation of the Sydney Swallow Questionnaire (SSQ) in a
cohort of head and neck cancer patients. Oral Oncology,
46(4),10-14.

Ekberg, O., Hamby, S., Woisard, V., Wuttge, H. A., & Or-
tega, P. (2002). Social and psychological burden of dys-
phagia: its impact on International classification of dis-
ability and health, World Health Organization diagnosis
and treatment. Dysphagia, 17, 139-146.

Gillespie, M. B., Brodsky, M. B., Day, T. A., Lee, F. S., &
Martin-Harris, B. (2004). Swallowing-related quality of
life after head and neck cancer. Laryngoscope, 114(8),
1362-1367.

Guillemin., Bombardier., & Beaton, (1993). Cross-culture
adaptation of health- related quality of life measures:
literature review and proposed guidelines. Journal of
Epidemiology, 47(12), 1465-6.

Gustafsson, B., & Tibbling, L. (1991). Dysphagia: an un-
recognized handicap. Dysphagia, 6, 193-9.

Kumar, R.B., & Bhat, J. S. (2012). Manipal Manual for
Swallowing Assessment. Manipal University Press, Ma-
nipal, India.

Kwok, T., Pan, J. H., Lo, R., & Song, X. (2011). The in-
fluence of participation on health-related quality of life
in stroke patients. Disability and Rehabilitation, 33, 21-
22.

Kwok, T., Wong, R.S., Kwong., Mok., & Kai, A (2006).
Quality of life of stroke survivors: a l-year follow-up
study. Archives of Physical Medicine and Rehabilita-
tion, 87(9), 1177-82.

Leow, L. P., Huckabee, M. L., Anderson, T., Beckert,
L.(2010). The impact of dysphagia on quality of life
in ageing and Parkinson’s disease as measured by the
swallowing quality of life (SWAL-QOL) questionnaire.
Dysphagia, 25(3), 216-20.

Maclean, J., Cotton, S., & Perry, A. (2009). Dysphagia Fol-
lowing a Total Laryngectomy: The Effect on Quality of
Life, Functioning, and Psychological Well-Being. Dys-
phagia, 24(3), 14-321.

Manor, Y., Giladi, N., Cohen, A., Fliss, D. M., & Cohen,
J. T. (2007). Validation of a swallowing disturbance
questionnaire for detecting dysphagia in patients with
Parkinson’s disease. Movement Disorders, 22(13), 1917-
21.

Marcy, A., Ritter-Sterr, C., Shirley, R. N.; & Lansky, B.
(2006). A performance status scale for head and neck
cancer patients. Cancer, 90(3), 564-569.

McElhiney, J. et. al. (2009). The Mayo Dysphagia
Questionnaire-30 - MDQ-30. Dysphagia, 25(3), 221-
30.

McHorney, C., Robbins, J., Lomax, K., Rosenbek, J., C.,
Chignell, K., Kramer, A. E., & Bricker, D. E. (2000).
The SWAL-QOL Outcomes Tool for Oropharyngeal
Dysphagia in Adults: 1. Conceptual Foundation and
Item Development. Dysphagia, 15, 115-121.

McHorney, C., Martin. , Harris, B., Robbins, J., & Rosen-
bek, J. (2006). Clinical validity of the SWAL-QOL and
SWAL-CARE outcome tools with respect to bolus flow
measures. Dysphagia, 21(3), 141-148.

McHorney, C., Robbins, J., Lomax, K., Rosenbek, J.,
Chignel, K., Kramer, A., & Bricker, E. (2002).
The SWAL-QOL and SWAL-CARE outcomes tool for



JAIISH, Vol 33, pp. 39-50

oropharyngeal dysphagia in adults: documentation of re-
liability and validity. Dysphagia, 17(2), 97-114.

Peto, V., Jenkinson, C., Fitzpatrick, R., & Greenhall, R.
(2009). The development and validation of a short mea-
sure of functioning and well being for individuals with
Parkinson’s disease. Dysphagia, 24(3), 314-21.

Plowman-Prine, E. K., Sapienza, C. M., Okun, M. S., Pol-
lock, S. L., Jacobson, C., Wu, S. S., & Rosenbek, J.
C. (2009). The relationship between quality of life and
swallowing in Parkinson’s disease. Journal of Movement
Disorder Society, 18, 637-645.

Silbergleit, S., Jacobson, B., & Johnson (2012). The Dys-
phagia Handicap Index: Development and Validation.
Dysphagia, 27, 46-52.

The WHOQoL Group (1995). The World Health Organisa-

Kothari & Chand-Mall

tion WHOQoL-BREF Quality of Life Assessment. Psy-
chological Medicine, 28, 551-558.

Threats, T. (2007). Use of the ICF in Dysphagia Man-
agement. Seminars in Speech Language, 28(4), 323-
33.

Welsh, M.,McDermott, M. P.,; Holloway, R. G., Plumb, S.,
Pfeiffer, R., & Hubble, J. (2003). Parkinson Study
Group: Development and testing of the Parkinson’s dis-
ease quality of life scale. Movement Disorder, 18(6),
637-45.

Woisard, V., & Lepage, B. (2010). The “Deglutition Handi-
cap Index” a self-administrated dysphagia-specific qual-
ity of life questionnaire: temporal reliability. Revue de
laryngology otology, 131(1), 19-22.

46



Dysphagia QOL Questionnaire

Appendix I
Dysphagia-Quality of life Questionnaire in Marathi
(D-QOL-QM)
Name: Date:
Age\Sex Registration no.
Address: Referred from:
Occupation:
Diagnosis:
Medical History:

Mode of feeding: Oral / Non-oral, If non-oral Specify

Instructions: This questionnaire will collect information related to your swallowing difficulties which affects
different areas of your life. Kindly remember that all statements are related only to swallowing problems faced
by you. Please read or listen to each statement carefully and give appropriate answers depending on what you
have felt in last one month. You have to give your responses in the space provided for each statement using the
following response options;

/protsado/ /kodhi:t/nab/ | /kvotft/ /k@dhi:k@dhi:/ | /kPupda/ | /dsovodzovolnehmi/
/gunsonk™ja/ | 1 2 3 4 5

Response Never Hardly ever | Sometimes Often Almost always
Scoring 1 2 3 4 5

Responses are given by: Self/Family members/Assisted by family members/others

/pratisad/

A. Functional Section
Response

/madz"ja/ /gilpjatfa/ /K anjatfa/ /tras/ /atlpe/ /K™ up/ /kot"y/ /dzate/.
It is very difficult to handle my swallowing /eating problem.
/gilpjatfja/ /k"agjatfa/ /trasamule/ /madz"ja/ /dzivnavar/ /pormam/ /hot]/
2 /ahe/.

Due to my swallowing/eating problem my life is getting affected.

/mad3zja/ /gihnjatfa/ /k"apjatfa/ /trasamule/ /mi/ tivi/ /pahotana/ /dzeu/
3 /fant/ /dz"op/

Due to my swallowing / eating problem I cannot watch TV while eating

/mad3zja/ /gifnjatfa/ /k"apjatfa/ /trasamule/ /mola/ /fant/ /d3"op/ [jey-
4 jas/ /tras/ /hoto/.

Due to my swallowing / eating problem I have difficulty falling asleep.

/mad3ja/ /gifnjatfa/ /k"anjatfa/ /trasamule/ /mola/ /domljasark’e/ /vo/
5 /thakljasark’e/ /vatote/.

Due to my swallowing / eating problem I feel tired and exhausted.

/mad3"ja/ /gikjatfa/ /k'agjatfa/ /trasamule/ /mola/ /dmljasarke/
6 /dzanovto/.

Due to my swallowing / eating problem I feel weak.

/madzja/ /giknjatfa/ /k'apjatfa/ /trasamule/ /lokana/ /madzo/ /bolya/

7 /tras/ /hoto/.
Due to my swallowing / eating problem, people have difficulty understanding
my speech.
/mad3zja/ /gikyjatfa/ /klapjatfa/ /trasamule/ /mola/ /boltana/ /tras/
8 /hoto/.

Due to my swallowing / eating problem I have trouble speaking.

/madzja/ /giknjatfa/ /K'apjatfa/ /trasamule//madza/ /avadz/ /badolla/
9 /ahe/.

Due to my swallowing / eating problem my voice has changed.

/madzja/ /gikyjatfa/ /kanjatfa/ /trasamule/ /mi/ /dzasto/ /vel/ /bolu/ /
10 Jokot/ /nahi/.

Due to my swallowing / eating problem I am unable to talk for long time.
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Section Score (add scores of section A)

A=

Section Average Rating

A=+10=

B. Eating Section

/pratifad/
(Response)

11

/mad3"ja/ /gifpatfja/ /k'apjatfa/ /trasamule/ /boretf/ /divas/ /mi/
/dzevto/ /vels/ /bolu/ /fokot/ /mahi/.
Due to my swallowing /eating problem most days I don’t bother I eat or not

12

/madzja/ /gifyatfja/ /K apjatfa/ /trasamule/ /boretf/ /divas/ /mi/ /kahi/
/prokartfe/ /kladopadart's/ /talto/ /talt/.
Due to my swallowing / eating problem I avoid certain kind of food.

13

/madz"ja/ /gifgatfja/ /k"apjatfa/ /trasamule/ /mi/ /komi/ /k"ato/ /k"ato/.
Due to my swallowing / eating problem I eat less

14

/mad3ja/ /gikyatfja/ /kanjatfa/ /trasamule/ /mola/ /dzvoy/ /sompovye/
/Kt / /dzate/
Due to my swallowing / eating problem I have difficulty in finishing a meal

15

/mad3zja/ /gikyatfja/ /K'anjatfa/ /trasamule/ /mi/ /t"ode/ /t"ode/ /onna/
/kup/ /veles/ /kMato/ /kUate/

Due to my swallowing / eating problem I eat small quantity of meals several
times.

16

/mad3"ja/ /gifyatfja/ /k'apjatfa/ /trasamule/ /mola/ /k'apjas/ /k"up/
/velos/ /K'ato/ /kMate/.
Due to my swallowing / eating problem it takes long time for me to eat.

17

/mad3zja/ /gifnatfja/ /k apjatfa/ /trasamule/ /mola/ /buk/ /osli/ / tori/.
Due to my swallowing / eating problem although I feel hungry but do not eat.

18

/mad3zja/ /gifnatfja/ /k"apjatfa/ /trasamule/ /mola/ /madz"ajasat"™1/
/jogjo/ /onno/ /mivadnjas/ /ovg'ad/ /dzate/.

Due to swallowing / eating problem I have difficulty selecting food items I can
eat.

19

/mad3%ja/ /gikyatfja/ /K'apjatfa/ /trasamule/ /g"oratlya/ /vjotmna/
/madzjatsat’1/ /svejompak/ /bononjas/ /kot"m/ /dzate/

Due to my swallowing / eating problem my family has trouble preparing food
for me.

20

/madz"ja/ /gikyatfja/ /K'apjatfa/ /trasamule/ /mi/ /svotoha/ /dzvoy/
/koru/ / fokot/ /nahi/.
Due to my swallowing / eating problem I am not able to feed myself.

Section score (add scores of section B)

B=

Section Average Rating

B+ 10=

C. Psychosocial Section

/pratisad/
(Response)

21

/mad3"ja/ /gikyatfja/ /k"apjatfa/ /trasamule/ /mola/ /k'avese/ /vatot/
/mahi/.
Due to my swallowing / eating problem I don’t feel like eating

22

/mad3zja/ /gikyatfja/ /K'apjatfa/ /trasamule/ /mola/ /k"anjat]/ /modza/

jet]/ /nal/.
Due to my swallowing / eating problem I don’t enjoy eating

23

/gilgjatfja/ /ag/ /K apjatfa/ /tras/ /osljamule/ /mi/ /k"ago/ talto/ /talte/.
Due to my swallowing /eating problem I avoid food

24

/madz"ja/ /gifyatfja/ /K agjatfa/ /trasamule/ /mola/ /onno/ /swasnoliket/
dzayjatf1/ /b"it1/ /vatate/.
Due to my swallowing / eating problem I fear food will enter my wind pipe

25

/mad3"ja/ /gifnatfja/ /k"anjatfa/ /trasamule/ /mola/ /vojfaljo/ /jete/.
Due to my swallowing / eating problem I feel depressed.

26

/mola/ /gilpjatfja/ /k'anja/ /trasamule/ /mola/ /betfom/ /vatote/.
Due to my swallowing / eating problem I feel nervous while eating.

27

/mola/ /gilyjatfja/ /k"apja/ /trasamule/ /mola/ /K atana/ /rag/ /jeto/
Due to my swallowing / eating problem I get angry while eating.

28

/madzja/ /gilyjatfja/ /kK"apja/ /trasamule/ /madzja/ /atmovifvas/ /mola/
/komi/ /vatto/.

48



Dysphagia QOL Questionnaire

Due to my swallowing / eating problem I have low self-confidence.

/madsja/ /giyjatfja/ /k"anja/ /trasamule/ /mola/ /madza/ /[vas/ /kondy-
29 jatfi/ /bt /vatate/.
Due to my swallowing / eating problem I fear I 11 stop breathing

/madzja/ /gilyjatfja/ /k'agja/ /trasamule/ /mola/ /k'atana/ /kaldzi/ /
30 g"javi/ /lagte/
Due to my swallowing / eating problem I have to be careful while eating

/madszja/ /gilpjatfja/ /k'apjatfa/ /trasamule/ /mola/ /Ktayatfi/ /bMitr/
31 /vatote/
Due to my swallowing / eating problem i fear eating

/madzja/ /gilnjatfja/ /k"anja/ /trasamule/ /somadzik/ /kamas/ /d3anjas/
32 /talto/
Due to my swallowing / eating problem I avoid social gatherings

/madsja/ /giyjatfja/ /k"apja/ /trasamule/ /mi/ / dzewnjasat’t/ /baher/
33 /dzat/ /nahi/
Due to my swallowing / eating problem I do not go out to eat

/madzja/ /gilnjatfja/ /k"agja/ /trasamule/ /mola/ /somadzatun/ /svothala/
34 /wagolpjasarkle/ /vatote/
Due to my swallowing / eating problem I feel excluded from society

/madzja/ /gilpjatfja/ /k"apja/ /trasamule/ /madzja/ /kutumbat/ /vo/
35 /mitranmode/ / madz"1/ /bP'umika/ /badaloli/ /ahe/

Due to my swallowing / eating problem my role with my family and friends

has changed.

/madzja/ /gilpjatfja/ /k"apja/ /trasamule/ /kajla/ /njungends/ /vatoto/

36 Due to my swallowing / eating problem I am embarrassed to eat in public

Section score (add scores of section C) C=

Section Average Rating C/16=

/pratisad/

D. Physical Section (Response)

/K'atana/ /mola/ /sark"a/ /tMoska/ /jet/ /osljamule/ /mola/ /kK'ane/ /koty/
37 /dzate/
Because while eating I cough a lot, I find it difficult to eat

/pitana/ /mola/ /sark"a/ /"ska/ /jet/ /osljamule/ /mola/ / gilye/ /kot'm/
38 /dzate/.
Because while swallowing I cough a lot, I find it difficult to drink

/madza/ / tfavyatfja/ /trasamule/ /mola/ /k"age/ /ovg'od/ /dzate/

39 Because of difficulty in chewing I find it difficult to eat.

/sark"a/ / g"sa/ / k'korljamule/ /mola/ /K ane/ /kiva/ /gilye/ /oavgtod/
40 /dzate/
Because I clear my throat constantly ,I find it difficult to eat / swallow

/tondat/ /sark"e/ Jono/ /tfiktun/ /rahiljamule/ /k"age/ /kotsuper hiy/
41 /dzate/
Because of food sticking in mouth I find it difficult to eat

/q"afat/ /ona/ /tfiktun/ /rahiljane/ /mola/ /gifne/ /ovgsuper hod/ /dzate/

42 Because of food sticking in throat I find it difficult to swallow

/mad3z'ja/ /gilpjatfa/ /k'apjatfa/ /trasamule/ /omo/ /tondatun/ /baher/
43 /padto/.
I find it difficult to eat because, food spills from mouth.

/mola/ /K anjatfa/ /duk®te/.

M I feel pain while eating'\drinking

/mad3zja/ /gilpjatfa/ /K'apjatfa/ /trasamule/ /mola/ /g"afat/ /kahitari/
45 Jadokljasarkle/ /vatote/.
Due to my swallowing / eating problem I feel obstruction in throat while eating.

/madsz"ja/ /gilnjatfa/ /K apjatfa/ /trasamule/ /mola/ /payjatfi/ /kemtorta/
46 /vatote/
Due to my swallowing / eating problem I feel dehydrated.

//madz"ja/ /gilpjatfa/ /K'apjatfa/ /trasamule/ /ono/ /k"ali/ /dzajyasat"i/
47 /mola/ /Ktup/ /vel/ /gilave/ /lagte/
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Due to my swallowing problem I need to swallow food several times for food

to go down
Section Score (add scores of section D) D=
Average Rating D= 11=

Scoring:

Total Score = A+B+C+D =

Overall Average Rating = Total Score = 47 =
Interpretation:

Overall Quality of Life:

Functional Section:

Eating Section:

Psychological Section:

Physical sections

Remarks
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