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95% of what we learn Is
through our eyes and
ears

Imagine
what it 1s like
to be a
person with
deafblindness




Groups within deafblind population

Congenital Acquired
Group 1 Group 2 Group 3
(pre-lingual) (post-lingual) (age-related deafblindness)

AR\

Born deaf, Born blind, Hearing &
sight loss nearingloss  sight loss
later later in later life

(Dammeyer, 2014; Wittich et al., 2012)
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At risk of exclusion from CRPD and
SDGs implementation:

Inequality and Persons with Deafblindness

Considered to be as a low
Incidence population

(0.04% of total
population).

However, current
estimates (2018)
suggest that around 2%
of the world
population has this
Impairment.

- Approx. 150 million in

Initial global report on situation and rights of persons with deafblindness

the world September 2018




Knowledge Gap

* Evidence - persons with physical or single sensory
iImpairments and limited to high-income countries.

e Yet, little is known about their lived experience of
participation, influencing factors, and ways to enhance it in
the Indian context to inform service delivery.



Overarching purpose

Participation experiences
and
Ways to enhance their participation
of
persons with deafblindness
In India




Guiding Framework

 International Classification of Functioning, Disability and Health (ICF)

framework by the World Health Organization.

T )

“Health Condition"
(disorder or disease)
A
Body Functions o
and Structures > Aclivities <= Participation
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Personal Environmental
Factors Factors

International
Classification of
Functioning,
Crisability, and
Health
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(WHO, 2001)



Research Phases

PHASE

PURPOSE

METHOD

PHASE 1 | To synthesize the existing literature reports on the | Scoping review of
participation experiences of persons with literature (peer-reviewed
deafblindness in society (STUDY 1) and grey)

PHASE 2 | To understand what participation means to Interview with PwDb
persons with deafblindness in India (STUDY 2)

To explore the contextual factors that influence
the participation of persons with deafblindness in
Indian society from the perspectives of persons
with deafblindness (STUDY 3)
PHASE 3 | To explore the contextual factors that influence Focus group discussions

the participation of persons with deafblindness in
Indian society from the perspectives of
rehabilitation service providers (STUDY 4)

with rehabilitation service
providers




Study 1- Scoping Study

Research Question

What does the existing literature report
about the participation experiences of

persons with deafblindness or dual
sensory loss?

) i




Methods

STUDY 1

Evidence synthesis
on participation
experiences of PwDb

Framework: Scoping review by Arksey & O'Malley, 2005

Data Sources:
1. Peer-reviewed literature from 8 scientific databases

2. Gray literature from research reports of 16 deafblind-
specific organizations around the globe



Sources and search terms

Research databases searched | Search terms
» Cumulative Index to Nursing and Allied o (deafblind® OR deaf-blind* OR (“deaf and blind") OR "dual
Health Literature (CINAHL) sensory loss” OR "dual sensory impairment” OR("combined hearing

» Education Resources Information Centre and visual impairment’) OR ("combined hearing and visual loss")
(ERIC) AND

» Embase (experience” OR engage* OR participat” OR involve®)
» Global Health AND

« MEDLINE (society OR community)

o ProQuest

o PsycINFO

o PubMed

Other sources including

» Google and Google Scholar « deafblind AND experiences

» Journal of Deaf Studies & Deaf Education | « deafblind AND experiences
» Journal of Visual Impairment & Blindness | « deafblind AND experiences
» Online content of development « deafblind AND experiences
organizations

hitps://doi.org/10.1371/journal.pone.0203772.t001



PRISMA flow chart

Records identified through eight Additional records identified through other
— database searches sources
e.g. CINAHL, Embase, ERIC, e.g. Google/Google Scholar, hand-searching
Global Health, MEDLINE, references, journals (JVIB & JDSDE),
= ProQuest, PsycINFO, and PubMed research reports and personal accounts
- (n = 860) (n=312)
=
=
: l l
— Initial pool of records
(n=1172)
o l > Duplicates excluded
= (n = 393)
&
E Records screened for titles and
— abstract
(n = 779) Records excluded
(Study population different
l from persons with
»| deafblindness, study focus
on interventions)
F Full-text articles assessed for (n'=0661)
%;n eligibility
= (n=118)
— Full-text articles
—_— i excluded (Study
l participants were parents or
professionals, lack clarity
Studies included in scoping i aae
review (n= 64)
2 (n = 54)
s
£ (Jaiswal et al, 2018)



Results




11 different terminologies used

Terminologies Used

Vision and Hearing loss

Usher Syndrome and CHARGE syndrome
Usher Syndrome

Sensory loss

Sensory Impairments

Dual Sensory Loss (DSL)

Dual Sensory Impairments (DSI)
Deaf-blindness

Deafblindness

Combined Vision Impairment and Hearing...

Combined Hearing and Vision loss

Both vision and hearing impairments

B

10

15

20

25



Characteristics of records (n=54)

North America 20 Europe and
\ )UK

South 1
America

Australia

Low and middle

income countries
11 Not specified



Themes representing participation experiences

Mobility

Communication

Functioning

Experiences

of
participation

Social interactions

Feelings

N J

(Jaiswal et al, 2018)



Participation experiences across three groups:
Grp 1 (Congenital); Grp 2 (Acquired); & Grp 3 (age-related deafblindness)

Functioning

Grp 1: Not reported
Grp 2: Difficulty in

maintaining
IF independence L .
MObI_“ty Grp 3: DifiicultiesinapL ~ S0Cial interactions
grp ; :otbreported and I-ADL Grp 1: Limited engagement
rp 2. Embarrassment Grp 2: Constant social
and stigma =rp 2
isolation
gggili?t)):/ Indoor-outdoor Grp 3: Avoid social contact
Communication Feelings
Grp 1: Expressive Experiences Grp 1: Insecure and
communication vulnerable
Grp 2: Changing - of - Grp 2: Constant concern
communication needs parti Ci pation for future
Grp 3: Communication Grp 3: Social

breakdowns dissatisfaction
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Participation experiences across three groups:
Grp 1 (Congenital); Grp 2 (Acquired); & Grp 3 (age-related deafblindness)

Functioning

Grp 1: Not reported
Grp 2: Difficulty in

maintaining o _
Mobility independence Social interactions
Grp 3: Difficulties in ADL .
Grp 1 Not reported ande_ADL Gl’p 1 lelted engagement
Grp 2: Embarrassment Grp 2: Constant social
and stigma isolation
Grp 3: Indoor-outdoor Grp 3: Avoid social
mobility contact
Communication Feelings
S)mmltjni);ﬁirgrslswe Experiences Grlp 1:bllnsecure and
vulnerable
Grp 2: Changing - of - Grp 2: Constant concern
communication needs par'“ C| pa‘“on for future
Grp 3: Communication Grp 3: Social

breakdowns dissatisfaction



Salient outcome of the study 1

STUDY 1

» Distinct participatio
experiences acros
three groups

* Highlighted the

evidence gap Understanding

of participation
for PwDb and
ways to

enhance it
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Abstract

Background

Deafblindness, also known as dual sensory loss, is a varying combination of visual and
hearing impairment in the sams indiidual. Interest in this opic has increasad recanmly dus
to evidence suggesting an increase in prevalence of this condition among older adults. Per-
sons with deafblindness frequently experiance participation barriers and social isolation.
Devalaping an understanding of their experiences can inform the design of programs and
palicies to enhance participation of people with deafblindness in society.

Objective

To identify and summarize available research literature on participation experences of pea-
pla with deafblindness or dual sensory [oss.



Study 2

Research Question
What does “participation” mean to
persons with deafblindness in India?



Methods

STUDY 2

Meaning of participation for
PwDDb in India

Sampling — Purposive (sandelowski, 1995)

Data Collection - Semi-structured qualitative interviews with 16
PwDDb using diverse communication modes.

Data Analysis

— Audio-recorded, transcribed, and managed using NVivo Pro
11 software.



Modes of communication used during interviews (N =16)

Mode

Participants’
number and type
of disability

Speech, large prints, braille

Speech, lip reading, writing on paper

Speech, lip reading, large print, sign language

Speech, large print, magnifier, signing (using interpreter)

Speech, large prints, magnifier, finger spelling, signing (using interpreter)
Speech, braille, voice amplification (specific pitch by interpreter)

Speech, braille, print-on-palm, voice amplification (specific pitch by interpreter)
Signing (using interpreter), gestures

Signing (using interpreter), gestures, print-on-palm

Signing (using interpreter), gestures, print-on-palm, large prints

Tactile signing (using interpreter), gestures, braille, print-on-palm

Tactile signing (using interpreter), braille, technology (Refreshable braille display)
Technological aids (JAWS and magnifier in computer), internet (Facebook)
Technological aids (JAWS and magnifier in computer), internet (Skype)
Technological aids (Refreshable braille display), internet (Skype), tactile sign
Technological aids (Refreshable braille display), internet (Facebook), print-on-palm

P14 (Acquired)
P2 (Acquired)
P1 (Acquired)
P12 (Acquired)
P10 (Acquired)
P4 (Acquired)
P11 (Congenital)
P9 (Acquired)
P5 (Acquired)
P3 (Acquired)
P8 (Acquired)
P6 (Congenital)
P13 (Acquired)
P15 (Acquired)
P16 (Congenital)
P7 (Acquired)

Note — The modes are placed according to their usage during interview (for example, first in the list is

the main mode used followed by others to support communication).

(Jaiswal et al, 2019)



v’ Participants were
recruited with the
assistance of Sense
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-

SENSE

International

INDI A

Technical expert
organization in South-
east Asia on deafblind
service development.

first and only national
level organization to
support the development
of comprehensive services
for PwDb throughout
India.

Accredited by the
United Nations.

Inclusion of
deafblindness in the
‘Rights of persons with
Disability Act 2016° -
recent successes of SII
advocacy.




Sense International India (Sll) is
strengthening the voice of persons with
deafblindness through

3 National Networks

2 YANAVANY | ABHI-PRERNA
National network National National
of families of network of adults network of

PwDb with teachers of
deafblindness PwDb




Results




Key findings: Six domains of life important for participation

— Domains of life important —=
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Key findings: Participation as an end outcome and as a means

Domains of life important

-S>
)
e
& Yy
& %
P &
Participation as an end outcome Participation as a means
Sense of isolation Respect/dignity

= Dependenc

. E P Y Independence CD)>

= Left-out ) - Autonomy &

& PARTICIPATION i

= Limited development \ Social recognition =

= o
=

g . . 5

= Lack of belongingness Support & relationships S

5 =

= =

5 Restrictions Fulfilling aspirations and

(physical/social space) responsibilities
Lo S
18’(11,6 {\&Q
“aq 0
Re e\‘bv
1‘@6 . Ao
3‘100

(Jaiswal et al, 2019)



Salient outcomes of the Study 2

STUDY 1 STUDY 2

« Participation as
an end outcome
and as a means

* Distinct participation
experiences across
three groups

_  Methodology to
Understanding conduct

of participation interviews with
for PwDb and PwDb

ways to
enhance it

* Highlighted the
evidence gap
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Meaning and experiences of participation: a
phenomenological study with persons with
deafblindness in India
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Study 3

Research Question

What self-reported contextual factors
Influence the participation of persons
with deafblindness in India?



Methods

STUDY 3

Contextual factors that
influence participation
from PwDDb perspectives

Sampling — Purposive (sandelowski, 1995)

Data Collection - Semi-structured qualitative interviews with 16
PwDDb using diverse communication modes.

Data Analysis
— Data managed using NVivo Pro 11 software.
- Directed content analysis approach was used (Hsieh & Shannon, 2005)



Results




Key findings

Personal factors
1. Onset and nature of impairment
2. Proactive outreach to others

Environmental factors

1. Services and policies specific to deafblindness
2. Socletal attitudes

3. Support and relationships

4. Access to technology

(Jaiswal et al, 2019)



Key findings

Enablers

e Willingness to ask for
help (proactive outreach)

e Deafblind- specific
services

e Awareness about
deafblindness in general

e Support from friends,
family and society

e Technological aids and
devices

e Suitable opportunities for
deafblind people

Barriers

Progressive sensory loss
Fear of falling or injury
Negative societal attitudes
Costlier products and
technology

Lack of policies to provide
Institutional support to
people with deafblindness
Inaccessible built
environments (e.g., low
visibility and illumination at
public spaces)

(Jaiswal et al, 2019)




Salient outcomes of the Study 3

STUDY 1 STUDY 2

* Participation as an
end outcome and
as a means

e Distinct participation
experiences across
three groups

e Methodology to
conduct interviews

* Highlighted the

evidence gap Understanding

of participation with PwDb
for PwDb and
ways to
enhance it
STUDY 3
 Factors that
influence
participation
from PwDb

perspectives
e PBarriers and
enablers
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Using the ICF to Identify Contextual Factors That
Influence Participation of Persons With
Deafblindness
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Mansha Mirza, PhD, OTR/L, Marcia Finlayson, PhD, OTR/L®

From the “School of Rehabilitation Therapy, Queen’s University, Kingston, Ontario, Canada; ®School of Optometry, University of Montreal,
Montreal, Quebec, Canada; and the “Department of Occupational Therapy, University of Illinois at Chicago, Chicago, Illinois.

Abstract

Objective: To identify and describe the contextual factors that influence the participation of people with deafblindness in India.

Design: Qualitative study, using directed content analysis approach and the International Classification of Functioning, Disability and Health
(ICF) as a framework to analyze the data.

Setting: Community and social participation settings.

Participants: Community-dwelling individuals with deafblindness (N=16). Age ranges from 18-45 years.

Interventions: Not applicable.

Main Outcome Measures: Personal and environmental factors that influence the participation of individuals with deafblindness using the ICF
framework.

Results: Results indicate that the age of onset and nature of impairment (deafblindness) and willingness to explain the condition (functional
consequences of deafblindness) emerged as important personal factors. Access to resources such as assistive technology, social support, and
deafblind-specific services were found to be enablers of participation. Lack of services, systems, and policies specific to deafblindness along with
negative societal attitude toward disability were highly perceived environmental barriers that influence participation of people with deafblindness
in India.

Conclusions: Professionals must acknowledge aspects of the environment in conducting assessments and delivering interventions and understand
the dynamic interactions between environment of the individual and his/her concurrent vision and hearing impairments. Approaches to enable
participation require rehabilitation professionals to work with those with deafblindness to advocate for removal of environmental barriers and
ensure provision of appropriate resources from the government to facilitate their participation. Social policy and government must ensure
emphasis on awareness about deafblindness, access to deafblind-specific services, positive societal attitude, and opportunities for full participation
for people with deafblindness in society.

Archives of Physical Medicine and Rehabilitation 2019:l-H HH-HEH R

© 2019 by the American Congress of Rehabilitation Medicine




Study 4

Research Question
What are the contextual factors identified
by rehabilitation service providers that

Influence the participation of persons with
deafblindness in India?



Methods STUDY 4

Contextual factors that
influence participation of
PwDDb from service
providers’ perspectives

Sampling — Convenience (sandelowski, 1995)

Data Collection - 2 focus group discussions with 16 service
providers at Regional Learning Centres on Deafblindness.

Data Analysis

— Data managed using NVivo Pro 11 software.
- Directed content analysis approach (wsieh & shannon, 2005)



Results




Findings

* Four major barriers to participation:
(a) lack of awareness about deafblindness
(b) negative attitudes and stigma
(c) lack of assistive technology and interpreter support

(d) communication challenges associated with severe
Impairments.

 Participation challenges - more evident in unstructured
environments (public spaces) versus structured
environments (vocational training centres).



Salient outcomes of the Study 4

STUDY 1

e Distinct participatiog
experiences acrosg
three groups

 Highlighted the

evidence gap Understanding

of participation
for PwDb and

STUDY 2

Participation as
an end outcome
and as a means

Methodology to
conduct
Interviews with
PwDb

ways to
STUDY 4 enhance it STUDY 3
* Factors that e Factors that
influence influence
participation from participation
service providers’ from PwDb

perspectives

perspectives

Study 3 and 4 suggested ways to enhance participation for

persons with deafblindness



Suggested ways to enhance participation from Study 3 and 4

Affordable
technology

Awareness WAYS
and training TO

on ENHANCE
ol==iialliatelaises  PARTICIPATION

Vocational
training
opportunities




Implications of Overall Study

Practice %&®

1. Interdisciplinary approach
‘ O 2. Optimization of residual senses

3. Training in multiple modes of
communication

1. Deafblind-specific resources

2. Training on deafblindness
3. Awareness on deafblindness
P/
POLICY Research 4
1. More research in LMIC (Grp 3)
2. Role of environment
RESEARCH (structured and unstructured)

3. Role of interpretor and
technology

PRACTICE .



Conclusions

 Persons with deafblindness
- experience significant challenges in participation.
- feel isolated and

- limited avenues for participation in the unfamiliar
environments.

 Participation as a means and as an outcome may change
the focus of designing rehabilitation services.

e Improving enablers (such as services, technology, and
supports) and removing barriers (such as negative attitude,
stigma, and influencing personal factors) could improve the
participation experiences.
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