Wilfrid Laurier University

Scholars Commons @ Laurier

Kinesiology and Physical Education Faculty

Publications Kinesiology and Physical Education

2013

The Lived Experiences of Individuals with Acquired
Deafblindness: Challenges and the Future

Paula C. Fletcher
Wilfrid Laurier University, pfletcher@wlu.ca

Dawn M. Guthrie
Wilfrid Laurier University, dguthrie@wlu.ca

Follow this and additional works at: https://scholars.wlu.ca/kppe_faculty

6‘ Part of the Kinesiology Commons, and the Medicine and Health Sciences Commons

Recommended Citation

Fletcher PC, Guthrie DM. The lived experiences of individuals with acquired deafblindness: Challenges
and the future. International Journal of Disability, Community and Rehabilitation 2013; 12(1).

This Article is brought to you for free and open access by the Kinesiology and Physical Education at Scholars
Commons @ Laurier. It has been accepted for inclusion in Kinesiology and Physical Education Faculty Publications
by an authorized administrator of Scholars Commons @ Laurier. For more information, please contact
scholarscommons@wilu.ca.


https://scholars.wlu.ca/
https://scholars.wlu.ca/kppe_faculty
https://scholars.wlu.ca/kppe_faculty
https://scholars.wlu.ca/kppe
https://scholars.wlu.ca/kppe_faculty?utm_source=scholars.wlu.ca%2Fkppe_faculty%2F44&utm_medium=PDF&utm_campaign=PDFCoverPages
http://network.bepress.com/hgg/discipline/42?utm_source=scholars.wlu.ca%2Fkppe_faculty%2F44&utm_medium=PDF&utm_campaign=PDFCoverPages
http://network.bepress.com/hgg/discipline/648?utm_source=scholars.wlu.ca%2Fkppe_faculty%2F44&utm_medium=PDF&utm_campaign=PDFCoverPages
mailto:scholarscommons@wlu.ca

Disability, Community & Rehabilitation

Published by International Disability Research
Centre on Social & Economic Innovation O Back to Dudey

The Lived Experiences of Individusls with Acguired Deafblindness:
Challenges and the Future

Pauta C. Fletcher and Dawry M. Guthrie
Acknowledgements

The authors gratefully acknowledge the Tollowing service provider organizations and their
staff who were instrumental in client recruitment: Deafblind Ontaric Services, TNIB,
Rotary Cheshire Homes, Lions Mcinnes House and the Canadian Deafblind Assoclation.
We alst express our gratitude to the study participants for thelr time on the project and
acknowledge the financlal support provided by the Ministry of Community and Social
Servioes. The views expressed in this article do not necessarily reflect those of the
Ministry of Community and Soclal Services or the working group consulted by the author.
At the time of publication, the Ministry of Community and Social Services had not yet
finalized an assessment system or funding model for adults who are deafblind.

Abstract

The flved experiences of sewen individuals who are deaf blind (DB) were explored through
the use of semi-structured face-to-face interviews. Two of the emerging themes from
this phenpmenological analysis were: {1} the dally challenges faced by the participants
{e.q., difficulties with communication; compromised activities of dally fiving; lack of
independence; and {2) thelr lack of preparedness for the future resulting from the
uncertainties associated with their degenerative diseases. The findings from this study
cleatly articulate the importance of Intervencr services from the perspective of these
individuals.

Introduction

According to Watters, Owen and Munroe {2008) deafblindness (DB} Is ™a condition, that
combines any degree of hearing loss with any degree of vislon loss that interferes with
communicating and acquiring information, even though Individuals who are deafbling may
still have varying levels of useful vision and hearing.” (18) Being deafbling is an
impairment that is distinct from a single sensory loss since individuals with deafblindmess
are compromised in thelr ability to compensate for the. loss of one sense with the. other.
This dual sensory loss (DSLY malkes everyday tasks {e.g., mobility, communication) even
more complicated than for individuals with a single sensory loss {Lewin-Leigh, 2007}, As
such, deafblindness needs to be considered as & unlgue condition that Is distinct from the
disability asscciated with only one of vision or hearing Impairment.

Caban et &l.[2008) estimate that 3.3% of Americans report having a concurrent visual
and hearing Impalrment, with the highest prevalence rates being reported for those ower
the age of 79 {16.6%). The cause of DB varies In nature {e.g., congenital vs. acguired)
and contributes to the heterogenelly of this group [see Munroe, 2001 for a thorough
discussion on the causes of being DBY. Much variability exists along the dual sensoty
imipalrment spectrum (n terms of the functionsl, hearing and wisual abilities that
individuals who are DB possess (Ronnberg & Borg, 2002). Glven the diversity of this
group, ascertaining thelr unigue individual needs Is warranted {Dalby et al., 20093},



Most of the literature concerning Individuals who are DB focuses on the congenitally DB
ang DB children (Schnelder, 2008}, Previous research that is avallable concerning adults
with DB tends to be quantitative In nature (see, for example, Caban et al., 2005;
Munros, 2001; Watters, Own & Munroe, 200%; Dalby et al., 200%a; 2005b), and although
these studies may provide solld¢ Information about various characteristics of the DB .
population, these methods are restricted to providing statistical information. As such;,
guantitative studles fall to provide an In-depth understanding of the Indlvidual
experiences of those that are OB and fall to capture the “volce” of those that are DB,
information that would be essential for service planning purposes givery the diversity
among this group. That said, few gualitative studles have been romipleted with the adult
0B population which would ald n planning.

Because of Schneider's {2006) bellefs that “*there is little empirical information avaliable
about the everyday llves of people who become deafbling and thelr concerns™ (1), she
completed interviews that examined the everyday lives of B Individuals who are DB (25
to 51 years of age). She found that individuals with acquired deafblintness become
*Interactionally powerless” in & world based on the abllity to see and hear in the physical
ant soclal environment. Tocompensate for this powerlessness, her participants reported
4 strategies to reduce this lack of power: (1) managing and maintaining thelr support
relationships; (2) surviving others perceptions of thelr DSL; (3) presenting different sides
of oneself, depending on the situatlon, in order to maintaln some control of how they are
percelved by others;, and (4) dolng things differently or in other words, interacting with
one's surroundings in new ways (e.g., developing strategies for communication, obtaining
professional help), One of Schneider's (2008} recommendations was that professionals
working with Individuals who are DB must assist them In “negotiating a place In a hostlle
world” by providing them with adequate education and supports ang understanding the
relationship between thelr DSL and psycho-emotional Issues.

A gualitative study completed by Helne and Browning (2004} among 10 indhviduals with
vision loss {60+ years of age), some of whom had no hearing loss, examined thelr
communication and psychosocial perceptions. The stidy revealed that communication
difficulties occurred frequently and thet breakdowns In communication affected the ability
for soclal opportunities, Unfortunately, this study examined older adults who were lagally
bling and possessed “normal” or seif-reported hearing impalrment. As such, the
population at hand will not necessarily face the same Issues as individuals who are DB.

One of the objectives of the study completed by Watters, Owen and Munroe (2008) was
to collect information about the successes, barriers and service needs froem congenital or
acguired DB individuals or thelr parents/advocates. Interviews and focus groups were
conducted across Canada. A total of 44 consumers participated, with 42 having acquired
0B, The major themes for the consumers included: {1) how participants felt when they
first realized they were DB (e.q., loss of Independence, Including mobility restriction and
difficulties communicating; loneliness/isolatlon; myriad of feelings from anger,
frustration, sense of fallure); (2} typical day In the life of someone who is DB
{dependent upon level of vision lnss and access to intervenors [who communicate with
and facilitates the person’s Interaction with people, places and things by providing
information about thelr environment]; wide range of activities); (3) accessing services in
the community (limited by availability of Intervenor services; need to rely on
friends/famlly; communication and public transportation difflculties; physical
inaccessibiiity of public bulldings; fack of understanding in the general public about
deafblindress); and (4) opinions about community service limitations (shortage of
trained intervénors and lack of Intervention programs; Interactions with general public;
need for public education).

To date there appears to be a significant dearth of qualitative studies examining the
experiences of adults who are DB, If the lived experiences of this population were better
understeod, In conjunction with Information from guantitative studles, providing the
pecessary and relevant supports and interventions, including intervenor services, would be
not be as arduous a task.

As such, the overall purpose of this exploratory research was to examine the lived
experiences of Indlvidusls with acquired deafblindness. Specifically the challenges
individuals with this DSL face, thelr coping abllities and thelr future goals were explored
through the use of semi-structured face-to-face [nterviews.



Methodology
FParticipants

individuals were recrulted from a larger pliot study examining the utility of a
standardized assessment, the interRAI Community Health Assessment (InterRAl CHA)
and Deafbling Supplement {Dbs). During the pilot testing of the interRAL CHA and Dbs,
assessors recrulted individuals to participate in the interview portion of the study and
provided the researchers with the names and contact information for these Individuals. In
total 7 individuals with acquired DSL were recrigdted.

Procedure

After agreelng to participate in the Interview, each Individual was contacted by a member
of the research team in order to schedule an Interview. A consent form was completed
pricr to partaking in the face-to-face semi-structured intendew, which was digitally
recorded and subseqguently transcribgd verbatim. Three of the 7 subjects reguired an
intervenorfinterpreter to assist with the interviews, the remaining 4 subjects did not. The
project covered the costs of all intervanoryIinterpreter services reguired by the study
participants. The role of the Intervencr/interpreter was to facllitate communication with
the Interview by using the form of communication preferred by the participant. Some
background information from the standardized assessment was used to “personalize” or
gulde the interview with each participant (e.g., diagnosis, age, gender).

Uetermining Sample Size/Power

There are no specific rules for determining sample size In gualitative research. According
to Patton (2002), “sample size depends on what you want to know, the purpose of the
inguiry, what's at stake, what will be useful, what will have credibility, and what can be
dane with available time and resources” {p. 244). Once replication of the themes from
the participants occurred, the research team concluded that saturation of the data had
been reached and no further recruitmient of subjects occurred.

Credibiiity of the Data

tilizing data triangulation {1.e., using multiple dats collection methods: Information from
the gualitative interviews, Information obtained from the assessment, Tield notes
gathered by the Interviewer) and Investigator trianguiation (lL.e., multiple researchers for
analyses) strengthened the credibility of the data (Lincoln & Guba, 1988; Patton, 2002},
Both of the researchers analyzing the data had more than ten years of experience
conducting qualitative research.

Data Analysis

Phenomenology, the theoretical orlentation used to guide the analysis, explains how
*human beings make sense of, experience and transform experience into consclousness,
both Individgually and as shared meaning™ (Patton, 2002: .p 104). Eachy partidpant’s
experiences were explored through the use of In-depth Interviews, after which a critical
content analysls was conducted for all sources of data collected. Two researchers
analyzed the data Independently and then met te discuss emerging themes within the
gata. This paper will specifically focus on two of the emerging themes derived from this
analysls: (1) challenges faced by individuels with DSL; and (2) goals and preparation for
the future.

Resgults
Description of the Participants

In order to protect the privacy and ancnymity of the participants within this study,
limited background Information will be presented in order that the chance of participants
being ldentified Is diminished. The participants (n=7) ranged In age from 44 to BB years
of age. All of the participants were tonsidered to be fonctionally DB and had been
assessed by @ service provider organization and were receiving government-funded
intervenor services or were on @ walt list for this service. Flwe of the participants were
male. All subjects had DSL, although the severity of the losses varled between
individuale. In total, 3 participants had been diagnosed with Usher Syndrome.



Theme 1; Challenges of DSL

All of the participants discussed the myriad of challenges they faced on a daily basis. The
majerity of individuals reported experlencing difficulty with the followlng: (1) difficulties
with communication; {2} compromised dally activities; and (3} a lack of spontaneity and
Indepentdence. Each of these three subthemes will be discussed In turn. It Is Important to
note that all guotes are provided verbatim In order that the essence of every viewpoint is
conveyed. Additionally, all seven subjects will be identified as P1 through P7.

Difficuities with Communication

Each of the subjects reported having gifficulties communicating with Individuals, either
one-an-one of In group settings. For example, one Individual reported that lighting and
distance affected her abllity to communtcate with Individuals If she was unable to see
adeguately.

Communication with other deaf [Individuais] or Interpreter is fine, but If
too far from me, I can't see it, or [too] dark. 1 nead the help of
communication with hands ... feeling. ~P3

This Indlvidual went on to say that larger soclal gatherings posed challenges and that
Individuals with no sensory impalrments sometimes nesded to be reminded of the
limitations faced by individuals with sensory losses.

.. parties, social fellowship presentation. I find quite challenging [for
mel. [When a persen] tried to talk with me and I can't see [them], It
must be close to me, and 1 alse tell them I need a bright light to see
better. ! know some of them forget about me. They weren't thinking that
1 can see [them], so I must reming them about me being able to need to
see it ~P3

P5 relterated this viewpoint with the following guote:

Well, one-to-ong, and If somecne’s close to me 1 do fine. I can get by.
.But In & group setting, uh, s difficult - wery diffkcult

Another Individual talked about his stroggles communicating with his support group who
were primarily deaf, and his tnabllity. to use sign language. Bven though Arverican Sign
Language [ASL) is possible for some Individuals who are deaf, this Is not necessarily
possible for individuals that also face visusl impalirment. One Individual with Usher
Syndrome, who faced primarily bearing loss and managed to malntaln vision untl] recent
yiears, commented the following:

1 think that in part this would be the place where 1 feel that 1 am
somewhat in between roles of [thel deafblind culture. So for example, of
our total group which is primbrily sign, 1 could never understand sign, 1
see fingers and things flying [around] and there is absclutely no possible
way 1 could use sign language. ~PB

This Inability to communicate with his support group left him feeling like be did not fit In
with either the deaf community nor the community with no Impalrments, but that he did
not completely fit In with the deafbling community either.

And 1 firad that | neither fit In the hearing sighted role, nor do 1 really fit
« [have a place] in the deaf-blind commiunity. ~ P&

Individuals that spoke with accents also posed problems for some participants and limited
the participants’ abllitles to hear and thus communicate with the parties In question. For
example, one woman stated that after her cochlear implant she s now able to engage
with incividuals more, as long as they do not have accents.

1 can go out walking and, and with groups that walk and, uh, plenics and
stuff like that, With, with people who'd be... have... some, ohh, empathy
and don't have accents, 50 yes [ can, 1 can deal a little more. ~F7

P? also commented that “we're getting a lot more people In services with accents™ and
this created difficulty accessing the services reguired. In fact, services might be refused
by the client If they could not understand the intervener and If communication was highly
compromised between the two parties.



The Inability to communicate with sodiety, whether with other individuals with sensory
impalrments or not, was one of the major challenges faced by the participants.
inadequate enwironmental conditions, the presence of accents, and the lack of abllity to
utilize sign language were some of the barriers cited as compromising the ability to
sommunicate with the world, Bven more troubling was the fact that one participant feit
the need to apologize to individuals for her sensory losses.

For the most part 1 try - 1 - I ask - I ususlly identify that I'm hearing
impalred, so | prepare people for the — I would usually put in the form of
an apology, and people say 1 shouldn't, I say “I'm sorry 1 might have to
ask you to repeat things”. ~P&

Compromised Daily Activities

Each participant discussed how their day-to-day actlvities were compromised by their
DSL. Dally activities that for Individunls without sensory losses take for granted often
imposed challenges for those with DSL. For example, mobillty and/or navigating
unfamiliar erwironments was cited as problematic for many Individuals. Although muost
individuals were relatively comfortable in famiiiar environments {e.g., thelr owry home),
nevs surroundings were somewhat difficult.

I stili don't know, umm, the, the, uhhy, like In the house took, took,
umm, 1’ say, umm, you know even though you're in a house everyday,
you‘re not comfortable with it. | guess about a month you know I'm
talking moving everyday, most people think well after a few days you
know what you know everything, well you don't. You've, you still have
this picture in your ming and when you [move] out of this room, and
where arg you? Ang where are going and that kind of thing and then my
neighborhiond, 1 still don't know it. And that's gonna take a leng a long
time partly because the umm mobility Instructer lsn't-avallable as much,
they don't work with you as often umm so if they're working less, you're
not covering much grourd and you can't, you've you've gotta get to 8
certain level of ponfidence before you can start practicing what you've
what is being taught. ~P?

Most difficult was navigating unfamiliar envlronments outside of the home, environments
that could not be controlled. The following guotes depict this issue:

'y at a point right now that a relatively small {uh-uh) qua-qua-
guantitative loss can end up ~ can result in a huge gualitative loss of, you
know, function. So going out for a walk, for me Is not stress free - it's
not @ way, you know, you're stressed put so you go for a walk - 50 going
out for a walk Is distress. ~PB

My challenge |s great because [of my] vision. I can't see [in] the dark.
5o I use[a] white cane to help me walk through places at night. Alse, my
deaf friends help me walk through the places at night. They are worrled
about me. 1 told therm I'm ok, that's.all I need is for help to walk
together at might. It is 8 big challenge for me, and also a challenge to use
the stairs. I can't see and 1 ask friends to help me. ~P3

individuals felt that this inability to navigate the Internal and external environments
greatly affected thelr Independence and level of activity. The following quotes provide
evidence of this:

A lot of activities | did before uh a long time ago 1 could do on my own
{lawgh} uh um but no I can't do them now. ! um, Hike running or just
walking on my own or uny 1 cant do, 1 can't do any sightsesing. Um
[pause} 1 do very little compared to what 1 used to do before, ~P5

1 don't consiger it, with the hearing that 1 have, [that 1 am] unsafe
enough to travel Independently. So I either have to take a tax!i or umm
ot pay a [taxilumm and even then pay a [taxi] only takes you to the
door and definitety taxl drivers aren't going to bring you in, in the
bullding exactly where you want to go. So you, you have to be able to
somehow get to the location within a bullding and sometimes that's a
problem especially if It's & big one. I would [not} be able to just you
know travel to and do independently unless there's 8 volunteer. ~ P7



Mobility-wise ... 1 basically have no independence. | can't, 1 can't go off
on my swn to walk down the street because 1 don't have {pause} my
hearing’s not good enough to detect where, where, the traffic is. ~P5

Compromised mobility, whether the result of Impaired vision or hearing, was only the tip
of the iceberg In terms of affected activities of dally lving. Participants also reported
having difficultles with Issues swrrounding the purchasing of food and/or food preparation.
Individuals discussed the difficulties associated with locating items within & grocery store
and needing help getting to and from the grocery store:

So In, In a grocery store, 1 might be looking at {uh) just @ section of, if
you're looking at the Campbel’s soups for example, 1 really don't see a
lat of letters, at a distance of reading, on one can of soup, or cereal.
Whatever... (um} and transporting back and forth, you krow, one of the
issises i that when you're using & cane, of & dog, you've also lost one of
your hands. That’s one of the things that's, you know, difficult .. ~P6

{ have help to see the prices of shopping and about ordering food at
restaurants, 1 snjoy [havingl someone to help me. ~P3

My cousin takes me grocery shopping for staples once a month. ~P4.
participants reported difficulties preparing food or handling food.

freparing meals can be very tough. 1 do not cool the way I used to cook
P

1 have to be very careful when 1 carry anything Douid, ~P5

Other dally activities like reading, house cleaning, and using technology were deemed
problematic for many Individuals with DSL. The following guotes depict these concerns:

‘There’s this huge loss of activities that 1 would have been doing {pause}
doing ten years ago ... S0 goling from & point where 1'd be cleaning and
malntaining, you know, to having trouble cleaning myself ..~PB

1 know that, umm, 2 lot of independence Is really, really, difficult now a
days and I've, I don’t, I, 1 don't know who can address it or what we're
going to be able to do about it but now more and more and more things
are goling with, umm, digital dispiays. Bverything from the oven on the
stove Is digital...The other day 1 was, 1 was, In another store that
switched over to, umm, thelr debit machine now s, umm [pause] ... you
have to ‘use & little pen and you know Brd hit the buttons and that makes
it totally Inaccessible for me and, that means, 1 can't go anywhere
without an intervenor I 1 can't even, you know, punch out my number.
Before that was easy to do. You ised the keys and you knew. ~P?

So It's been very hard to read. 1 was 2 very big reader In my life. That’s
kirg of difficult because I'm assembling words because I'm only taking In
one of two letters at a time. ~P6

Gre other area of concern was the inabllity to be able to monitor one’s health
appropriately, particularly when there was no partnerin the plcture.

If you live alone, (uh) there's always going to be things that (uh) a
partner, or whatever would notice perhaps. I'd imagine many of the
jesues, kind of health issues with people In {uh) later life are noticed by
thelr partner [that they are with]. You know there are certain things 1
can't monttor myself..~Pé

Also i the area of health, participants cited aging and age-related changes (2.g.,
increase in chronlc conditions) as factors that further exacerbated the Inability to cope
with DSL. P4 summarizes his frustrations as follows:

.. what 1 can do, and at age B8 with arthritis, it is even more limiting
[because of the hearing and vision loss].

1n summary, dally activities posed 2 challenge forall of the participants with DSL. Many
of these actlvities could only be completed with assistance, often with the help of
Intervenors or volunteers. P1 reported that unfortunately many of these Intervenors or
volunteers “dignt always come” for the appointment or “didn't always want to stay™
when they dig arrive, thus making completion of activities gifficult.



No Spontaneity! No Independence! What & Life?

Many participants believed that they were not eble to live with spontaneity or
independence because of thelr USL and their need for support, sometimes continuous
support. Forsome, they felt at times that thelr DSL lmited their ability to have a full
life, or the fife they wanted to lead. For example P1 stated that “with intervenor help 1
can do what 1 want, but independence is better”. Another participant conveyed the
sentiments polgnantly about the Inabllity to lead a life of spontanelty and independenice:

Well the challenges, there are, umm, just you, you don't hawve, umm, you
don't hawe any spontanecus life. You can't just decide when you see
something that you'd like to go to. A lot of times | don't get a lot of,
umm, a lot of, umm, notice cause people tend to do things on the fly.
You get two days notice something’s happening. Uh, maybe because 1
don't ear, hear as well, and I'm not hearing it from the radie. I might
hear from emalls, but it%s delayed and by the time 1 get it T've only got
maybe 2 days to try to go. And T just can’t do it because, wmm, because
there is no way to get there and then get Intervention. 5o, uhhb, It's
difficult to, to have, uhh, umm, 8 life where you where you get to o
some spontaneous things, everything Is, is, ubh, scheduled, Umm, 1 think
It everybody had to live from the schedule they would feel 2 lot more
stresser because it's fun to be spontanecus and it's also healthy If, If you
hawve control. We don't have that control. We dor't have the spontaneity.
Ha, so that’s a problem, Emotionally It's & problem and It's a problem
because society has become maote like that, ~P7

Orher participants talked about the loneliness and isclation they experiencad in thelr lives
as a result of their DSL, loneliness that impaired the ability to hawve a “full life”. P2
provided the following comments about this Isolation that was either self-impoeseg OR the
result of the DSL:

1 read all day, um, and that Is, is guite isolating. The street outside is
very, very nolsy and a very dangerous place to be I you can't hear your
way around. And sp for the moment untll I car find digs, um, I'm, I'm
here and that's what I do.

I'm so Involved in what I'm dolng here, uh, its one thing that 1, 1, I have,
uh, [8] certain degree of, um, self-imposed isolation and 1, 1 am still &
relatively newcomer to the city, um, and one of the problems |n
participating i any kind of actlvity Is the level of noise that, that | have
to desl with and an (ntervenor can be helpful there. But so far 1 haven't
[reached] out .

it's easler for me to look at how hearing loss has, has contributed [to}
mvy isolation, uh, 85 opposed to bilndness ..

Dthers grieved for the life they could have had and were frustrated by their difficulty
“fitting In" with society as a2 person with DSL.

1t's difficuit sometimes for people In the mainstream culture to, uh,
Integrate with & disabled person ... I - 1 made some poor caregr cholces
perhaps, 1 was involved In visual art for much of my life, so it's just
spmething now that can't be done. Uk, I miss it very much, ~P§

indlviduals with DSL reported leading llves that often lacked spontangity and
Independence, resulting from their need for continued suppoart from intervenors or other
gupport people.

Theme 2: The Future~Goals and Preparation

All participants had reservations about thelr future. Many of the Individuals expressed
that they were not too optimistic about the future, and for some, the presence of a
degenerative disease contributed to this lack of pptimism,

And its, um, t's, It's difficult, [for} people with disabilities, or at least
people, with people who are blind, Um, and perhaps deafblind are
expected that the expectations are very low. [pause] We [are} just
people~P2



Theme 2: The Future~Goals and Preparation

All participants had reservations about their future. Many of the individuals expressed
that they were not too optimistic about the future, and for some, the presence of a
degenerative disease contributed to this lack of optimism.

And Its, um, it's, it's difficult, [Forl people with disabliities, or at least
pecple, with people who are blind. Um, and perhaps deafbling are
expected that the expectations are very low. [pause] We [arg] just
people~p2

I would like to be optimistic, If there was a way that I could be more
hopeful with the future. But its very difficult ... To belleve that something
is getting better and to be hopeful Is almost a form of denlal ...because
[my DSL] going to get (uh} worse and things aren't going be any easler,
they will become harder. So, theres a difficult part of the, ub, reality of
trying to be hopeful and optimistic when that's a much healthler way to
Hive your life. But also realizing that with & degenerative condition, that
hoping that your life will become better, and sasler Is ridiculous. ~P6

1 think 1"m going to be seeing a doctor-a lot In my future. ~PS

1 plan to eventually go into a retirement resldence that has medical help
If needed. ~P4

Individuals expressed the desire to be more independent in the future. For example 1
and P3 provided the following:

1'g like to be more Independent. It would be amazing for me to go around
[by} myself, if 1 was able to get some of my sight back.

My challenge In the future is being Independent on my own, with my
white cane when it comies o [my} vision [belng] worse.

Others expressed the desire to have their family “learn to communicate with me better”
{PF1} and be able to travel again. One patticipant expressed the desire to educate people
about her congition:

My goal is to travel all over the states and the country. And my goal is to
teach people about Usher Syndrome and the deafness. ~P3.

The presence of intervenors was the key to this Independence, and participants wanted to
hawe more access to intervenors to become more Independent.

My thought about myself In the future was successful woman who can
[be} independent around home. And other places with intervenors or
friends., ~P3

Being Independent. My independence has gone down, down the hill, down
the drain. I need some varlety in my life and, and having Intervenors,

um, around more would help, would help me have that variety. Ya. 1
think that intervenors are the key to the whole thing, you know? ~ P35

in terms of preparation for the future, miost participants sald that they were unprepared.
We'll see what will happen. ~P1

1 think it would be wery difficult to, uh, I think it would be very difficult
to prepare for a future. It would be very difflcult indeed. ~ P2

Mot very well [prepared] ~ P8

it"s hard to plan for what will happen cause you never know the next day
or next monthy, ~P1

1 ust don't like to think about it. ~P5

One participant reported that he was not fearful of what was to come because of the
falth that he

Mo, because I also have great faith in God ang Jesus Christ. Can't beat
that for comfort. ~ P4



in summary, most individuals with DB lacked optimism about their futures primarily
bacause of thelr degenerative gdisease and the accompanylng negative effects {e.g., lack
of Independence). Having support, nemely in the form of intervenors, was key to
increasing thelr indepentence in the present and the future.

Discussion

These findings from the narratives of [ndlviduals with acguired deafblindness revealed the
presence of several challenges experienced by the participants, with three issues being
highlighted repeatecly: difficulties with communication, compromised activities of dally
fiving and 2 life with compromised Independence and spontanelty. These issues have
been Identified In previous guantitative and qual(tative literature to some extent among
individuals who are DB {acquired or congenitaly or these with single sensory loss (see, for
example, Brennan et al., 2008; Goransson, 2008; Helne & Browning, 2004; Leleune,
2010; Schneider, 2006; Smithdass, 1980; Watters et al,, 2008 ). It is important to note
that gualitative research work that is rich with information for those that have dual
sensory foss (not solely single sensory loss) is lacking. The findings from this research
not only substantiates the {Imited findings within the Hterature, but also clearly
articulates the challenges faced by individuals who are OB, from the perspective of the
b, utllizing a methodologically scund design. Most disconcerting was the finding of the
lack of preparedness and lack of optimism these participants felt as a result of their
conditions, an issue that will be discussed within the discussion.

Undoubtedly, communicating with others and completing dally tasks challenged the
maiority, If not all, of the participents within this study. Lack of education and
information of the general public, as well as lack of Intervenors to complete tasks,
further complicated these activities for participants. More troublesome was the fact that
ingividuals expressed thelr perlodic, or It some ¢ases, constant [nabllity to live
independently or spontaneously due te thelr deafblindness, Issues that at times affected
their engagement with society. Loneliness and Isclation were reported as ConSequences,
results that mirrored the work completed by Heing and Brownlng (2004}, Although not
discussed in any of the Interviews, other mental heglth issues tike depression may be
problematic for individuals with DSL, and need to be addressed (see, for example,
Capella-Mchonnal, 2005; Fellinger, Holzinger & Pollard, 2012). Undoubtedly, supportive
environments that reduce the challenges encountered by Individuals who are DB and
enhance their ability to interact, communicate and become more independent arg
warranted,

Participants also made known the reservations and lack of optimism they held for the
future. Living with a degenerative disgase, and not knowing when further declines in
function would oocur, and the subsequent accommodations that would be needed for
these new losses, contributed to this lack of optimism. Individuals commented about the
lack of preparedness they had for the future, primarily because they gid not know what
the future would bring them In terms of thelr deafblindness and the abilities (or
inabllitias) they would possess. Ressarch completed by Leleune (2010) among senjors
with varying levels of self-reported vision and hearing loss also conweyed concerns about
the future and the fear resulting from these concerns. Individuals working with people
whe are DB need to address the paucity of preparedness for the future that these
individuals may possess,

Limitations and Concluding Remarks

One of the challengss in conducting research with individuals who are DB is that of
compromised communication. Glven the sensory losses of the participants,
communication with or without the use of an (ntervenor was not as stralghtforwaerg as
with Individuals with no sensory losses. Further, although the interviewers were all
experienced, they had not previously worked with e DB population. While this is not
necessarily & limitation to the findings, it was a challenge faced by the researchers that
was worth noting. Bvery step was made to ensure-the Interview was conducted in 2
comfortable environment and In a place that was mast appropriate for the needs of the
participants.

One limitation to the study was that Indlviduals with acquired deafblindness were only
represented within this analysis. The maln reason for doing so was to Increase the
homogenelty of the sample and in no way was meant to undermine the experiences of
those that are congenitally DB.
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