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Abstract

What constitutes truly livable comunities for people who
are blind or visually inpaired (B/VI)? Proponents of a
soci al nodel of disability have identified the source of
di sabl enent in the environnment; yet, nethodol ogi es that
systematically docunent and are able to measure

envi ronnental factors have been chall enging to devel op.
This research continues that of other scholars, which

| ocates the experience of blindness in the physical and
soci al environnent and cultural mlieu: we are
particularly interested in how individuals who are B/ VI
in the United States achieve full cultural citizenship

t hrough "accessi ble' communities. What makes sonewhere
"livable' varies according to one's needs, as well as by
geographi c region, size of the community, and perhaps
nost i nportantly, through major phases in the life
course. Using a participatory action paradigm data were
anal yzed according to life stages, considering what is

i nportant for students, md-life adults, and seniors. The
findings identify criteria that people who are B/VI in
the United States use to rate livable comunities.

Fram ng the issue

What constitutes truly livable comunities for people who
are blind or visually inpaired? Proponents of a social nodel
of disability have identified the source of disablenment in the
envi ronnent, describing various ways in which aspects of the
envi ronnent have served to limt and oppress people with
disabilities. Yet, nethodol ogies that systematically docunent
and are able to nmeasure environnental factors have been
chal l enging to devel op. This research conti nues that of other



scholars, working in the qualitative node (e.g., Scott 1969,
Oiver 1990, M chal ko 1998, Kleege 1999, Kudlick 2001), and
the quantitative node (e.g., Grey et al. 2002, Bowmran et al
2002, Horner-Johnson et al. 2002, Kinne et al. 2002). That
body of research asks how certain structures and practices
enabl e or disable the process of full cultural citizenship
(Rapp and G nsburg 2001, Das and Addl akha 2001). Qur research
is particularly interested in how individuals who are blind or
visually inpaired (B/VI) in the United States achi eve cul tural
citizenship through accessible comunities.

What nekes one's community 'livable' will vary according
to preferences for geographic region, clinmte, and popul ation
size and density (rural, urban, suburban), but nost
i nportantly, by needs that change through major phases of the
life course. We explored those variations using data coll ected
t hrough neans descri bed bel ow, and analyzed using a 'life
st ages' approach. We considered the priorities expressed by
youth or their parents, 'working age' adults, and elderly
people. This project furthers the process of documenting the
i npact of the environment on the construction of disability by
identifying criteria that people in the United States use to
rate livable communities. It highlights the role of agency in
creating enabling environnents.

Denmogr aphi ¢ background

Blindness in the USA is rare. The National Center for
Health Statistics' Disability Supplenment to the 1994-95 Health
I nterview Survey (HI S-D), estimated there were 6.4 mllion
persons living in communities (i.e., non-institutionalized)
who reported 'serious difficulty reading ordinary print, even

with glasses'. Wthin that group, 1.1 mllion people reported
they were legally blind. This population differs fromthe
sighted population in its '"life stage' distribution, as

measured by age. Specifically, according to H S-D: | ess than
5% of the B/ VI popul ation are under 18 years (conpared to 30%
of the sighted popul ation). Conversely, nearly 40% of the B/ VI
popul ation are elderly, conpared to a very small mnority
(less than 10% of the sighted public.

By contrast to the age distributions, gender and race
distributions are nore simlar in the blind and sighted
popul ati ons. However, indicators of soci oeconom c status
reveal inmportant differences. Individuals who are B/VI are
much | ess often enployed, even in the usual working ages; have
| ower educational attainnment; and are nmuch nore likely to be
in poverty. People who are B/VI are nore likely to |ive al one
than are their sighted age counterparts (especially in the
wor ki ng-ages), and are nore likely to be 'w dowed, divorced,
separated’ (regardl ess of age). People who are B/ VI do not
differ greatly from other persons with severe inpairnents in
t hese social and econom c respects. As we know, financi al
resources and ' human capital' (both social and cultural)
strongly affect people's options and choices for community
participation.



Met hodol ogy

Gui di ng principle
We need to make explicit our values relevant to this

project. First and forenost, we are commtted to the principle
of achieving community integration. Fromthe start we realized
that the project could be msinterpreted, or even m sused, in

ways which run counter to that comm tnent. That would occur if
the project were seen as urging people who are B/VI to nove to

alimted set of places. Another threat to that principle
occurs when respondents express support for services that
segregate them for exanple, apartnment buildings for blind
persons, or expanded para-transit. Obviously we nust report
data as we find them but we do accept the responsibility of
"advocacy research' to state the intended objectives of the
research. These goals are sustained by working in a

Partici patory Action Research (PAR) node.

The '"action' aspect of PAR ains to pronote advocacy for
features that enhance community livability, and to report
t hese features and efforts. This project will also announce
"W nning' conmunities, as an annual event.

Besi des the aim of advocating for nore access where
people already live, the project's secondary ai m addresses
information needs, geared to |ife stages, of persons
contenplating noving to, or visiting, areas they are
unfam liar with. Indeed, the project began, in part, as a
response to requests from people considering a residenti al
nove related to finding work, attending college, entering
retirenment, and the like; they sought research on places found
desi rabl e by people who are B/ VI.

Etic and enm c perspectives

The project did not begin as life course research; that
is, it was not designed around gathering oral histories or
aski ng about triggering events in life history narratives.
However, we assuned that life stage plays an inportant role in
what constitutes 'accessibility' and how peopl e perceive
whet her their community is 'livable' . Fromthat perspective we
address sonme nmmjor themes of this synmposium Wat can be
gai ned by applying generational analysis to our data? \Wat
factors shape |ived experience of disability across the
i fespan?

There are at least two ways to | ook at the effect of life
stage in our data. The first, what anthropol ogists call the
etic view, takes an outsider or in this case, researcher's
perspective. The second exanm nes the em ¢ point of view,
guesti oni ng how di sabl ed peopl e thensel ves understand their
lives in terns of |ife stage. We use both approaches here.
First, we present data on livability criteria according to our
classification of respondents' age-related social roles: the
dat a express environnental features found inportant across the
life course, and al so, within phases in the life course
trajectory. Second, we discuss people' s interpretation of



"life stage' as an inportant variable. Our data indicate that
adults, across the |ifespan, agree that life stage is an

i nportant organizing schema around which they orient their
lives and make major |life decisions. We conclude with
inplications for life course theory, as it relates to people
with disabilities nore generally.

Sanpl e

The data we collected fromsumer to |late fall 2002 are
not representative of the B/VI population in the country as a
whol e (see 'Denpgraphi ¢ Background' ). This research was
expl oratory, serving as the "pilot' for a planned ongoing
project; the data conme fromindividuals relatively easily
accessible to researchers, including workers in the field of
bl i ndness services, activists in consuner groups, users of
online listservs, and the liKke.

We tried to reflect diversity, paying particular
attention to geographic regions (West, M dwest, Northeast, and
Sout h, as defined by the Census Bureau), different sized
conmmuni ties (urban/nmetropolitan versus small town/rural),
severity of inpairnent, type of nobility aid used (|l ong cane,
gui de dog, or neither), race/ethnicity, gender and |ife stage.
We know the sanple is biased towards hi gher educational and
econom ¢ status, and under-represents yout h.

In the future, we will aimfor nore representation of
peopl e who are multiply-inpaired, and people who are | east
likely to be connected to traditional blindness systens
because they live in rural areas, or because they are
new y- bl inded, and are less likely to be sophisticated
technol ogy users. We will also seek greater ethnic and raci al
diversity. OQur sanple is 43% nale and 57% femal e. Just over
60% of the sanple was conposed of individuals of '"working
age'; older adults or seniors represent slightly over
one-quarter of our sanple; students and parents of blind
children constitute the rest.

Advi sory Committee and Focus G oups

In keeping with PAR, a national advisory commttee of 17
i ndividuals is hel ping determ ne the direction of the research
and di ssem nation of results. All but one adviser is B/VlI, or
the parent of a young blind child or children.

The research design itself elicited voices of individuals
and shaped the data collection instrunents. The initial phase
used focus groups, organized by life stage, and informal
interviews, as qualitative approaches to |earn about the types
of criteria and ways of thinking about them that peopl e use.
From t hose di scussions we drafted an initial standardized
survey, using both open-ended and structured answer
opportunities. We conducted surveys online, by email, or by
phone with 200 participants, gathering their views on criteria
of community livability, and good and bad exanpl es of what
makes a community |ivable. For nore detail about the
met hodol ogy, please visit:
<http://ww. afb.org/livability.asp>.



Envi ronnmental features across the |ife course

Criteria for livability

According to respondents, the followi ng represent the
types of criteria considered to make a conmmunity 'livable':

Community Integration/ General Sense of Acceptance (e.g.
sense of tolerance towards diversity);

Getting Around (e.g. availability of public transit,
pedestrian-friendliness or "walkability', access to airports,
trains, and other intra-city transport);

Safety (e.g. lowcrinme rates, mninmal autonobile traffic,
f ew dangerous intersections);

Empl oynment (e.g. availability of jobs at various skil
| evel s);

Education/ Arts/ Recreation (e.g. formal and i nfornal
continui ng education, theater and novies with described audio,
accessi bl e sports arenas);

Cost of Living/Housing (e.g. affordable honmes and
apartnments);

Access to Services/Necessities of Daily Living (e.g.
bl i ndness services, governnment offices for people with
disabilities, nmedical care, veterinarians, grocery stores,
post offices in close proximty).

These criteria are discussed in greater detail below,
al t hough we have limted the discussion to features which
rated as nore critical to respondents, particularly
hi ghli ghting ways in which they interacted and inpacted the
life course.

Transportation

By far the nost inportant environnental criterion,
regardl ess of |life stage, had to do with nobility access, or
‘getting around.' Transportation was rated the nunmber one,
nost i nportant feature affecting livability, and that priority
held true across the lifespan. Slightly nore than half of al
respondents rated it as the nost inportant factor, and another
quarter rated it as second nost inportant. The nearest
conpetitors were 'affordable housing' and 'jobs' (each
received only 10% . The overpowering dom nance of
transportation as a criterion of livability obscured
differences in other factors that nmay have varied anong life
stage groups.

There is a strong associ ati on between soci o-econom c
status and utilization of public transit: public transit
riders tend to be poorer, and wi thout transportation, access
to economc, as well as social and cultural, opportunities
t hat exi st becone unavail able. Other disability schol ars,
al t hough referring primarily to wheel chair users, have
identified the connection between access to geographic
mobility and social nobility (see, Langan 2000). A sim |l ar
cultural point could be argued. That is, transportation
barriers becone a nechani smthrough which to ascribe soci al
attributes: blind people are seen as |lazy, or one of the



numer ous ot her stereotypes, because it often takes |onger to
take public transit and service is unreliable. Kim who now
works in New York City, described it this way:

Special transportation is not ny preference. Wherever |
have found mai nstreamtransportation to be accessi bl e,
getting around is relatively conveni ent and hassl e-free.
Where it isn't convenient, everyone understands the

i nconveni ences; the people with visual inpairnents aren't
viewed as | azy because we're late, we were just |ate
because everyone was late if there was a water main

br eak.

Al t hough transportati on was reported as crucial across
the life course, it affects people in various |life stages
differently. Notably, for young adults, learning to drive is a
rite of passage (Rosenbl um 2000, Rosenblum and Corn 2001).
Bei ng unable to drive inposes burdens not shared by the rest
of the popul ation, for whom ' borrowing the car' is tantanount
to freedom Participants spoke about the difficulties they
faced asserting their independence, or trying to date while
bei ng chauffeured by their parents, anong other scenari os.

Simlarly, at the other end of the age continuum ol der
adul ts spoke of the difficulty of not being able to drive
anynore (see also Corn and Rosenbl um 2002, Rosenbl um and Corn
2002a, 2002b). O der adults face increased nmobility barriers
not shared by youth, such as the timng of street |ights,
since they walk nore slowly now. Mark from Maryl and, who was
in his md-50s, told us:

As you get older, you don't like to challenge the
envi ronnent as much. | used to go out late, even if | had
to take bus hone late at night... and now | take

paratransit a |l ot nore.

"Wl kabi lity'

One subset of 'getting around' which was nentioned
frequently is the pedestrian-friendliness or 'wal kability"' of
a given community (we use this term as it was one generated
by research participants. However, many of the features that
conprise this criterion are applicable to people with a
variety of inmpairments, including those who use wheel chairs,
reflecting the serious concern that this popul ati on, as
non-drivers, share). In nearly all cases where this was
di scussed the presence of sidewal ks, and particularly those
that were well maintained and free from obstructions, were
what determ ned whet her sonewhere was 'wal kabl e."

Addi tionally, an absence of heavy autonobile traffic and
havi ng sonewhere to walk to were inportant. For exanple,
particularly in larger cities w thout convenient public
transport, participants spoke about 'food security' issues,
about not living within wal king distance of a full,

wel | -stocked grocery (see Fisher 1999). Because 'wal kability’
rated so highly as a feature of livability, it is an area that



we plan to give greater attention in the future.

Soci o-econom ¢ factors

Ot her environnental features - in particular economc
factors (such as affordable housing, the availability of jobs,
or years spent in the workforce) and safety - also energed as
i nportant regardless of |ife stage. Qur sanple highlighted the
connecti on between soci o-econom ¢ conditions and access to
public transportation. Many said they were 'forced to live in
downt own areas, where housing and general cost of living were
nor e expensive, because mass transit tends to be concentrated
in cities. Several tal ked about this as a constraint, saying
they would prefer to live in the country, close to nature with
nore space (and less crinme), but concluded that was not a
realistic option because of cost and distance from public
transportation; instead they conpl ai ned about the crowds,
traffic congestion, pollution, and noise (some of which are
not just inconveni ences, but pose tangi ble hazards).

Sam a working age male from New Hanpshire, described his
i deal nei ghborhood as one that contained a m xed pricing of
homes, '...l do not want to live in the | ower socio-economc
scal e just because |I ride the bus.' Many people reiterated
this concern over the relationship between access to transit
and cost of living. Natalie, a working age woman in
Massachusetts said,

Bl i ndness does affect the decision on where to live

i ndependently. Needing to |live where transportation
services are avail able means housing is generally nore
expensive. | would prefer to live in a nore rural
setting, but without transportation, that is not a
realistic option, especially since enploynment
opportunities tend to be nore available in urban areas.

St eve, another working age adult in Virginia told us,

" Af f or dabl e housi ng near transportation is hard to find... If
you want to live in a town honme near the metro, you will pay
$370, 000, as you get further out the price drops [tO]

$60, 000" .

Again, this is an issue that was inportant to individuals
regardl ess of age, but which showed distinct differences in
the way that individuals are affected at different stages
life.

More about the inportance of housing for the ol der adult
popul ation is discussed below. As for the younger popul ation,
they may be nore likely to nove sonmewhere 'accessible in
order to inprove their educational opportunities and
enpl oynment prospects. Maria from Arizona expl ai ned,

n

Because |'m a student, |'d be interested in what kinds of
coll eges or universities are available...in a community
that is not high crinme, and because I'mon a fixed
income, |'d worry about the cost of |iving.



Saf ety

As just indicated, concern about safety was al so
associated with cost. Participants repeatedly observed that
they could not afford housing in nei ghborhoods where there was
transit, and in which they felt safe.

Safety was a feature that we had antici pated woul d be
nore prom nent anmong ol der adults than the other age groups,
but we did not find great differences by age; the
inter-relationship between public transit, socioeconom c
conditions, and safety, overrode such age-rel ated
di stinctions.

O der adults were indeed concerned about safety. Jesse, a
male in his md-fifties explained,

Don't put yourself in a neighborhood that isn't very

safe, or you'll get nmore than you bargain for, and that's

true especially for people who are blind... and because
of the unenpl oyment or underenpl oynment of blind people,
they are probably forced not to live in the best

nei ghborhoods. I f they haven't worked nmuch, what choice

do they have?

But younger adults, whether as students or as parents, also
expressed concerns over safety.

A good community for ne is a safe one. \Were your kids
can play in the park and you do not have to worry about
drugs bei ng around or ki dnappings. A bad community woul d
i nclude poor school systens and high crinme rates...

expl ai ned Jacqui, a female, college-aged student and parent in
Texas. In tal king about safety, participants also referred to
pedestrian safety not just violent crime (fear of being hit by
fast moving cars, having | ong enough tinme to get across the
crosswal ks, and cl ear wal kways). Pedro, an older adult 1iving
in southern California, described places that were 'safe' as:

pl aces to go, w thout unexpected drop-offs, breaks or
obstructions in the sidewal k, a home where you're
confortable and you feel safe, and a nei ghborhood where
you are not afraid to go out at night ...and that's an
i ssue of econom cs, what you can afford.

G ven that this population is nuch nore likely to be

unenpl oyed, at all ages, and to have spent less tine in the
wor kf orce than the average USA citizen, these issues becone
par anount .

Environnmental features specific to
certain stages in the life course

Whil e the previous section dealt primarily with concerns
across generational boundaries, we focus next on features
whi ch resonate nore strongly with one |ife stage group than
anot her.



Chi | dhood

The majority of literature exam ning the inpact of the
envi ronnent on children, considers devel opnental issues
associated with play environnments, citing a host of
devel opnental delays in children that can result from
"restricted access to information' (see, Lang 2000 for a
review). While our data were not strongly representative of
t he needs of young children, we can contribute additional
envi ronnental features that were inportant for this life
st age.

First, quality schools (including avail abl e assistive
t echnol ogy, experience dealing with blind students, and
specialized instructors) and the role of parents and blind
peers were regarded as significant. Mreover, schools and
speci alized services had to exist on accessible transit
routes, so that blind parents could be involved in their
children's education. Gary, a father from New Hampshire,
poi nted out the need for accessible information about a
child' s education (e.g., report cards, PTA announcenents) in
order to fully participate. O her parents explained that they
sacrificed living on accessible transit routes in order to
live in better neighborhoods with better schools for their
ki ds.

We gat hered sonme data from ol der children, so-called
"transition age' youth, whose needs are increasingly being
addressed in the literature (see, WIlffe et al. 2000; MBroom
1995). Qur project picked up particular concerns about
enpl oynment (i.e., 'needing to go where there are jobs') in
addition to the inportance of quality educati onal
opportunities. We hypothesize that the i nmedi ate and
overarchi ng needs of living sonewhere affordable, with
accessible transit, and good educati onal and enpl oynent
opportunities dom nated (see above), and that other concerns
specific to this age group, such as social opportunities and
recreation, may have been masked.

"Wor ki ng age adults’
Not surprisingly, the availability of |jobs appeared an
i nportant issue for the 'working age' population. Mre working
age adults than seniors considered it to be the 'second npst
i nportant' environnental feature. Future research should pay
cl ose attention to the categorization of 'working age adults'.
We had concerns about | abeling this age group on two
counts. First, due to high rates of unenpl oynment, individuals
in the adult popul ation of, say 25-55 years old (Federa
studi es about blindness tend to group working age adults
according to these ages), are often classified as 'out of the
| abor force', thus making the category anbi guous at best.
Second, the later life transition - of "working age adult' to
senior citizen - poses additional anbiguities, because so many
peopl e who experience vision |loss later in life may take an
early retirement due to disability, and because citizens,
di sabl ed and not, are living |onger, healthier |ives, and



remai ning in the workforce | onger.

From a theoretical standpoint, linear nodels of life
course trajectory, with traditional, distinct 'three stage'
life stages nmay be overly sinplistic and/ or problematic (see
Cor ker 2001).

Furthernmore, the | abel of "working age adult' reflects a
cultural bias, and the anmbiguity surrounding it is reflected
in the USA federal/state service delivery system For exanple,
Title VII Chapter 2 of the Rehabilitation Act authorizes
fundi ng for non-vocational rehabilitative services for
"elderly' blind individuals; it defines its | ower age boundary
for eligibility as 55 years (usually considered well within
"working age'). Conversely, Title I of the sane |egislation,
whi ch funds the vocational rehabilitation program has no
upper age limt for eligibility, and individuals (though not
many) in their 70s or ol der do receive vocational services.

A growi ng body of data is beginning to emerge on
envi ronnental factors in work settings for adults with
i npai red vision (see Lang 2000); however, nuch less is known
about other environnents for role performance, in part due to
the cultural bias reflected in "working age' |anguage (in
contrast to, e.g., 'childbearing age'). Other indicators of
"adult role' status (besides gainful enploynment), specifically
marriage and famly, occur with |l ess frequency anong peopl e
who are B/ VI than sighted persons in the USA. However,
community features that supported famlial roles were not
unappreciated in our sanple. Ml anie, a working age, single
adult in North Carolina, defined her city as livable, in part
because she could walk to a daycare center, 'I wouldn't need
anyone else to pick up the kids, if |I ever have any', she
sai d. Tamara, another woman of chil dbearing age, expl ained how
her blindness had to take a 'backseat' to other famli al
concerns in a recent nove. Further attention should be given
to the gendered dinmension of the adult life stage in
eval uating the way that environnental features support or
constrain marri age and parenting options, not just enploynent.

Ot her | ess obvious issues for adults, such as the
presence of continuing educational, cultural and recreational
opportunities, were inportant to this age group, as was the
anmopunt of community integration or 'general sense of
acceptance' (including a sense of tolerance towards diversity,
and the presence of other people with disabilities). That
these are 'l ess obvious' reflects the stereotypes that (a)
this age group identifies only with the work role, and (b)
that people with disabilities are childlike, therefore not
needi ng opportunities to live a full life in parental or other
civic roles. But the latter roles were very inportant to nmany
participants in our project. Janis, a working nother of a
mul tiply disabled child, fromlllinois nentioned,

Creativity. | like a place to have a | ot going on.
Theatre, nusic, even the visual arts are inportant to ne
despite the fact | can't see. Creative places tend to be
nore open mnded, a quality |I look for in a place to



live.

Whil e these issues are not exclusively the purview of adult
persons, they featured promnently in the general livability
of a community for this age group.

O der Adul ts/ Seniors

Literature dealing with older adults has a tendency to
define the "environnent' quite narrowy: dealing primarily
with concerns over housing (see Fangneier 2000 for a review),
it focuses on the internal structures of homes (such as grab
bars or better lighting) and alternative residences of various
types (i.e., nursing homes, assisted living facilities, and
increasingly, life-care communities). Sone focus has been
given to '"total environments' (Cohen and Wei sman 1991),
addressi ng many of the non-imediate qualities of community
appearing in our discussions above, notably social and
organi zati onal aspects, in addition to architectural and
medi cal concerns.

Whil e many of the older adults who participated in our
project had al so selected transportation as the nost inportant
environnental feature, their concerns over housing were not
unapparent. And, they showed nore interest in housing than did
t he working age group. This may reflect socio-econom c
concerns of living on a fixed, retirenment incone, as well as
i ncreasi ng housing costs across the nation, particularly in
ur ban areas.

Thea, an older adult living in New York, said that she
did not know how she was going to nanage now t hat she was
| osing her vision:

Assisted living facilities, they charge $3700-4000
dollars for a tiny one roomand two neals a day. Wiy is
it so much?! The people who are living there sold hones
t hey bought 20 years ago for $20,000 for $400, 000, but
those of us with nothing to sell, where do we go?

Cost of retirenment housing options will remain a mgjor
problemin the USA, as the popul ati on ages. The AARP has
i ndicated that many aging adults are remaining in their own
homes, despite age-rel ated onset of disability and illness
(AARP 1986), probably reflecting i nadequate housing options
(di scussed el sewhere) and an increased choice to remain in
one's own hone.

Considering the input fromolder adults, these data serve
as a further call for universal design regarding features that
make conmmunities |ivable: concerns of older adults with vision
| oss and sighted seniors seemto have a |lot in common - the
need for a 'wal kabl e® community, affordable cost of |iving,
safety, and quality nmedical care (on bus routes, or wth
provi ded shuttle service). Harry, a retired high schoo
teacher from Two Rivers, W, explained, 'I'd want everything
| ocated on one floor -- but that has nmore to do with nmy age
than nmy vision'. This was echoed in others' preferences,



i ncluding Beverly from West Virginia, '|I prefer a condo, where
there isn't a | ot of outdoor work. It's getting to be kind of
a chore'. Chris from Texas, who was considering relocating,
expl ai ned, 'l want a pedestrian-friendly comunity and to |ive
in a nei ghborhood where | can wal k to shopping, so | can
remai n as i ndependent as possible for as long as possible'.

O der adults nay be less likely to nove, as a result of
vision loss, to a nore 'livable' area than are younger
i ndividuals. Kate, a retiree from New York told us, 'l live in
the sanme place as when | had my sight, so I know where things
are'. Not noving may al so maintain the desired social network
that was rated very inportant to seniors. She added,

| don't really want to nove, because | know this

nei ghbor hood from when I could see. | know what's on the
corner and when | turn left, and I have famly and
friends nearby, people know ne..

Seni ors nentioned 'having friends and famly nearby' to a
greater extent than did working age adults, as an inportant
personal factor in whether they perceived their comunity as
l'ivable. They al so nentioned other 'l ess obvious' features,

li ke the need for cultural activities and fitness
opportunities, as did the working age group. Catherine, an 88
year old woman, who has lived in many different places, but
keeps returning to New York because she can live

i ndependent |y, said,

| can go to the novies, and go to nuseuns, and theaters

(although I amlimted where | can sit). | belong to a
health club, and |I've been going to the health club for
20 years. | know how to get there, where to get ny
groceries...

Anot her under-reported feature for older adults, that was
i nportant, especially considering earlier discussions
regardi ng cost of living concerns and the 'later transition’
i ssue, was enploynent. Richard, an older adult in Pennsylvania
with a professional degree described it:

It's also inmportant to me to nove sonewhere where |I'm
likely to get good work. Although I am at an age where |
could, if I chose, could not work, |ike anybody who wants
to work or needs to work, | have to nove where the jobs
are. Being blind, it's hard to even get a hearing
...because I'mold and disabl ed...

Further research with | arger sanples may highlight these, and
ot her differences, by age. We now turn our attention to the
en ¢ question.

How normalized is a life stage
framewor k as an organi zi ng schema?



Whil e the social nodel of disability draws attenti on away
from bi onedi cal characteristics towards an enphasis on the
environnent, we felt it was inportant to also inquire about
i ndi vi dual or personal factors that m ght shape one's
experience or perception of whether one's community was
livable. We asked about soci o-denographic variables as well as
about inpairment (severity, age at onset), and it is here that
we begin to see what appear to be surprising results,
particularly in relation to |ife stage.

G ven the attention paid in the literature to i ssues of
bot h social support and social isolation, we found what we
m ght have anticipated: that people rated 'having friends or
fam |y nearby' as the single nost inportant personal factor in
whet her they perceive their community as |ivable.
Interestingly, 'life stage' was roughly tied as the next npst
i nportant factor (the conparison included: |life stage, having
friends or famly nearby, |living alone or on your own,
severity of visual inpairnent, and age at onset of vision
| 0ss).

Most surprising, however, when we asked people what their
second nost inportant personal factor was, 'life stage' was
the nost frequently-cited option, cited by about one-quarter
of the respondents. G ven that our sanple included a greater
nunber of working age adults than other age groups, we m ght
have antici pated neasures of independence (i.e., 'living al one
or on your own') to be ranked higher.

Equal ly surprisingly, gender was not a major factor. W
woul d have hypot hesi zed that wonen, nore often than men, woul d
have said that life stage was inportant: instead, nen
regardl ess of age, selected |life stage as the second nost
i nportant factor slightly nore frequently than did wonmen (30%
conpared to 20% respectively). For both genders, the personal
factor of greatest inportance was overwhelmngly 'friends and
famly'.

Qur hypothesis as to why |ife course appears so
significant, has nmore to do with |life course theory generally
t han anything specific to disability, |let alone vision
i npai rment. For exanple, we presunmed that wonmen (since they
have limted reproductive years, and because they do the
maj ority of caretaking for young and ol d) would be nore aware

than men of 'life stage', and therefore rate it as nore
relevant to their lives. Simlarly, we presuned that as people
age, 'life stage' would becone nore inportant to them

There are several ways to interpret these data. First, it
could be entirely true that many people who are B/VI in the
USA utilize a life stage framework as an organi zi ng schem
around which they conceptualize their lives and make mj or
life decisions. If so, it adds validity to a |ife course
approach as appropriate and useful for understanding di sabl ed
peopl e's experience (in so doing, the life stage framework
al so speaks to the | arger question about the extent to which
theory generally reflects the average experience of
disability).

However, it is conceivable that the finding is a



by- product of our research. In other words, from what we have
here, it is not possible to disentangle the separate threads
of disability and |ife course: to what extent is life course
showi ng up as inportant, because we are asking about
di sability? By asking about it, we nmay be highlighting the
relationship in their mnds. It may al so represent sanple bias
in another way. That is, the people for whom naking a
residential nove, or other livability concerns, were salient
at the time of our study were the people who cared to respond
to our study; they nmay be nore attuned to |ife stage
transitions, because they are currently going through them
Life stage m ght be nore inportant in yet another way:
because people with disabilities are fighting for full
inclusion, they are nore aware or conscious of the way(s) in
whi ch they are excluded from mai nstream cat egori es and soci al
roles. Those for whomthe stereotype of remaining childlike
and not graduating into different adult |ife stages conmes nore
close to fitting are not |likely to have been picked up by this
st udy.

Concl usi on

Life stage is inportant because the theory chall enges
stereotypes of people with disabilities as childlike, or
"stuck' 1n the child phase of life. Not only is it inportant
to highlight facets of life that show people with disabilities
in general, and people who are B/VI in particular, as full
adults and as active seniors, but also such a perspective
hel ps clarify the needs these individuals have at various
age-related stages in life. It also helps us to exani ne
envi ronnental features central to people's lives in various
stages, and to clarify the intersection between the
environnent and life stage. Life course theory can contribute
to understanding the |ived experience of disability, and
hi ghlights the community as the unit of analysis in that
process.

Al t hough the initial findings fromthis project indicate
that individuals who are B/VI orient around a |life stage
approach, this my be sonewhat anonmal ous. In general, people
wth disabilities may be m ssing major markers of |ife stage:
specifically marriage, famly, and gainful enploynment (markers
of adul thood through retirenment), and the rol e changes
associated with them OQur data may have sanple bias, as this
set of respondents is nore likely to be involved in these
rol es. Understandi ng which aspects of the environment enable
or disable full cultural citizenship is crucial in lieu of the
treatment of people with disabilities as dependent/children. A
project such as this can begin to counter that stereotype with
enpirical questions regarding the life course.
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