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Deafblindness is a unique disability, causing extreme challenges…

Imagine 
what it is like 

to be a 
person with 

deafblindness 

95% of what we learn is 
through our eyes and 

ears 



Groups within deafblind population

Congenital Acquired

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

(Dammeyer, 2014; Wittich et al., 2012)



Groups within deafblind population

Congenital Acquired

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

Low Income Countries High Income Countries 
(Dammeyer, 2014; Sense International India, 2014; Wittich et al., 2012)
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Year 2016
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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 
the world



Knowledge Gap

• Evidence - persons with physical or single sensory 
impairments and limited to high-income countries. 

• 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



• International Classification of Functioning, Disability and Health (ICF) 
framework by the World Health Organization.  

Guiding Framework

(WHO, 2001) 



Research Phases
PHASE PURPOSE METHOD
PHASE 1 To synthesize the existing literature reports on the 

participation experiences of persons with 
deafblindness in society (STUDY 1)

Scoping review of  
literature (peer-reviewed
and grey) 

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

Interview with PwDb

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

Focus group discussions 
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?



Methods

STUDY 1
Evidence synthesis 
on participation 
experiences of PwDb

01 02 03 04
Participation 

of 
Persons 

with 
deafblindness

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



PRISMA flow chart

(Jaiswal et al, 2018)



Results
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Themes representing participation experiences

Experiences 
of 

participation
Communication

Mobility

Functioning

Social interactions

Feelings

(Jaiswal et al, 2018)



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

Experiences 
of 

participation

Communication
Grp 1: Expressive 
communication
Grp 2: Changing 
communication needs
Grp 3: Communication 
breakdowns

Mobility
Grp 1: Not reported
Grp 2: Embarrassment 
and stigma 
Grp 3: Indoor-outdoor 
mobility

Functioning
Grp 1: Not reported
Grp 2: Difficulty in 
maintaining 
independence
Grp 3: Difficulties in ADL 
and I-ADL

Social interactions
Grp 1: Limited engagement
Grp 2: Constant social 
isolation
Grp 3: Avoid social contact

Feelings
Grp 1: Insecure and 
vulnerable
Grp 2: Constant concern 
for future
Grp 3: Social 
dissatisfaction



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

Feelings
Grp 1: Insecure 
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Grp 2: Constant concern 
for future
Grp 3: Social 
dissatisfaction



Participation experiences across three groups: 
Grp 1 (Congenital); Grp 2 (Acquired); & Grp 3 (age-related deafblindness)
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Participation experiences across three groups: 
Grp 1 (Congenital); Grp 2 (Acquired); & Grp 3 (age-related deafblindness)
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Grp 2: Changing 
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Functioning
Grp 1: Not reported
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maintaining 
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Social interactions
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Grp 3: Avoid social 
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Feelings
Grp 1: Insecure and 
vulnerable
Grp 2: Constant concern 
for future
Grp 3: Social 
dissatisfaction



0101

STUDY 1
• Distinct participation 

experiences across  
three groups

• Highlighted the 
evidence gap Understanding 

of participation 
for PwDb and 

ways to 
enhance it

Salient outcome of the study 1





Study 2
Research Question
What does “participation” mean to 
persons with deafblindness in India?



Methods

01 02 03 04
Participation 

of 
Persons 

with 
deafblindness

Sampling – Purposive (Sandelowski, 1995) 

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

Data Analysis 
– Audio-recorded, transcribed, and managed using NVivo Pro 
11 software.

STUDY 2
Meaning of participation for 

PwDb in India 



Modes of communication used during interviews (N =16)
Mode  Participants’

number and type 
of disability 

Speech, large prints, braille                       P14 (Acquired) 
Speech, lip reading, writing on paper                      P2 (Acquired) 
Speech, lip reading, large print, sign language                    P1 (Acquired) 
Speech, large print, magnifier, signing (using interpreter)                     P12 (Acquired) 
Speech, large prints, magnifier, finger spelling, signing (using interpreter)            P10 (Acquired) 
Speech, braille, voice amplification (specific pitch by interpreter)              P4 (Acquired) 
Speech, braille, print‐on‐palm, voice amplification (specific pitch by interpreter)           P11 (Congenital) 
Signing (using interpreter), gestures                      P9 (Acquired) 
Signing (using interpreter), gestures, print‐on‐palm                  P5 (Acquired) 
Signing (using interpreter), gestures, print‐on‐palm, large prints               P3 (Acquired) 
Tactile signing (using interpreter), gestures, braille, print‐on‐palm              P8 (Acquired) 
Tactile signing (using interpreter), braille, technology (Refreshable braille display)        P6 (Congenital) 
Technological aids (JAWS and magnifier in computer), internet (Facebook)              P13 (Acquired) 
Technological aids (JAWS and magnifier in computer), internet (Skype)                        P15 (Acquired) 
Technological aids (Refreshable braille display), internet (Skype), tactile sign             P16 (Congenital) 
Technological aids (Refreshable braille display), internet (Facebook), print‐on‐palm     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)



 Participants were 
recruited with the 
assistance of Sense 
India from Regional 
Learning Centre for 
Deafblindness (RLC) 
– North (Delhi) and 
West (Ahmedabad).

 Sense India engaged 
the participants 
(adults with Db and 
project staff of RLCs) 
by  word-of-mouth
and facilitated the 
process of sign-up 
for the study. 



• 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 (SII) is 
strengthening the voice of persons with 

deafblindness through 
3 National Networks

PRAYAAS
National network 
of families of 

PwDb

UDAAN
National 

network of adults 
with 

deafblindness

ABHI‐PRERNA
National 
network of 
teachers of 

PwDb



Results



Key findings: Six domains of life important for participation



Key findings: Participation as an end outcome and as a means

(Jaiswal et al, 2019)



0101 0202

STUDY 2
• Participation as 

an end outcome 
and as a means

• Methodology to 
conduct 
interviews with 
PwDb

STUDY 1
• Distinct participation 

experiences across  
three groups

• Highlighted the 
evidence gap Understanding 

of participation 
for PwDb and 

ways to 
enhance it

Salient outcomes of the Study 2





Study 3
Research Question
What self-reported contextual factors 
influence the participation of persons 
with deafblindness in India? 



Methods

01 02 03 04
Participation 

of 
Persons 

with 
deafblindness

Sampling – Purposive (Sandelowski, 1995) 

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

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

STUDY 3
Contextual factors that 
influence participation 
from PwDb perspectives 



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. Societal attitudes 
3. Support and relationships 
4. Access to technology

(Jaiswal et al, 2019)



Key findings

Enablers 
 Willingness to ask for 

help (proactive outreach)
 Deafblind- specific 

services
 Awareness about 

deafblindness in general
 Support from friends, 

family and society
 Technological aids and 

devices
 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)



0101 0202

STUDY 2
• Participation as an 

end outcome and 
as a means

• Methodology to 
conduct interviews 
with PwDb

STUDY 1
• Distinct participation 

experiences across  
three groups

• Highlighted the 
evidence gap Understanding 

of participation 
for PwDb and 

ways to 
enhance it

Salient outcomes of the Study 3

0303 STUDY 3
• Factors that 

influence 
participation 
from PwDb 
perspectives

• Barriers and 
enablers 





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

01 02 03 04
Participation 

of 
Persons 

with 
deafblindness

STUDY 4
Contextual factors that 
influence participation of 
PwDb 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 (Hsieh & 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).



0101 0202

STUDY 2
• Participation as 

an end outcome 
and as a means

• Methodology to 
conduct 
interviews with 
PwDb

STUDY 1
• Distinct participation 

experiences across  
three groups

• Highlighted the 
evidence gap Understanding 

of participation 
for PwDb and 

ways to 
enhance it

Salient outcomes of the Study 4

0303
STUDY 3
• Factors that 

influence 
participation 
from PwDb 
perspectives

0404
STUDY 4

• Factors that 
influence 
participation from 
service providers’ 
perspectives

Study 3 and 4 suggested ways to enhance participation for 
persons with deafblindness



Affordable 
technology

Interpreter 
and Support 

worker 

Vocational 
training 

opportunities

Training 
on multiple 
modes of 

communication   

Awareness 
and training 

on 
deafblindness

WAYS 
TO 

ENHANCE 
PARTICIPATION

Deafblind-
specific 

resources

Suggested ways to enhance participation from Study 3 and 4



Implications of Overall Study

Research
1. More research in LMIC (Grp 3)
2. Role of environment 

(structured and unstructured)
3. Role of interpretor and 

technology

Practice
.

Policy
1. Deafblind‐specific resources
2. Training on deafblindness
3. Awareness on deafblindness

RESEARCH

POLICY

PRACTICE

1. Interdisciplinary approach
2. Optimization of residual senses
3. Training in multiple modes of 

communication  



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. 

• 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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