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Need for support
Questionnaire research indicates many:-
 Live in the community.
* Rely on informal supports.

 Require assistance with practical &
communication tasks.

(e.g., Burton, 1990; DeafBlind UK, 2004; Kilsby, 2003;
Prendergast, 1996; Sense, 2005).
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Research Question & Methods

What is happening in the lives of adults
who experience acquired
deafblindness?

e Grounded theory methodology.

« Participant observation via e-mail group & social
group.
 In-depth interviews with 8 adults.




The Interview Participants

e 5 men, ages 25-50 years
« 3 women, ages 30-52 years

Conditions leading to deafblindness:-

Ushers syndrome (1 & 2)

Cerebral palsy

Accident / head injury

Surgery

Viral conditions & unusual cell disorders
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Becoming deafblind =

Living with a sense of displacement in face
of exclusion from physical & social
environments.

The world is a hostile place, inaccessible, designed for hearing
& sighted people.

People who are deafblind are excluded, intentionally or
otherwise.

As a result, people who are deafblind feel socially isolated, as
If they do not belong.




Powerlessness In interactions

e Others dis-allow or ignore the
iIndividual’s desire to participate.

e Others fall to provide information about
what Is happening.

 The dynamic nature of social space
causes loss of control.




Negotiating a place in a hostile world

- ~

Doing Things Differently - | Managing Support Relationships

\ / Presenting sides of self

Surviving others’ perceptions




Debbie’s diagram

Supporters can be an “anchor” or “tug of
rope” to the “normal world”

Disabled people

Jody

“Normal world”




Types of support relationships

One-to-one relationships
Relationships with agencies

Enduring relationships
Temporary relationships




“Doing things” together

e Facilitation

e Collaboration

e Sharing




Protecting the relationship

e Balancing

* Reciprocity

e Contact




Establishing webs of support

e Multiple relationships or
multi-contextual relationships.

* Deliberately & unintentionally.




Having expectations

 Nature of engagement

e.g., closeness, pace, autonomy, communication in
whatever form necessary be maintained.

 Priority of needs

e.g., own needs priority or needs of both parties a
priority.




Disintegration of support

Supportive interaction

Expectations not met

\4

Tolerating the presence of
others as unaccommodating




Seeking belonging through
Support relationships

Two functions of support relationships:-

1. Sense of connectivity through developing
alliances.

Sense of connectivity by providing links to the
physical & social environment.




« Deafblind individuals are active in establishing
& managing support relationships.

« Disability is embedded in social relations.

 We should not underestimate the power that
lies within individual relationships (positive &
negative).
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