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A Participatory Assessmenttloé Down Syndrom@toryline
in Paginas da Vida,Braziliamelenovela

Executive Summary

The present report documents the réfdts@roup discussionsaapdrticipatory
assessment exerdjsarticipatory sketchingnducted Rio de Janeiro, BraziNovember,
200a0 gauge how avidwers d?aginas da Viflefages of Lidep popular TV Globo
telenovelwith a storyéron Down Syndroeregaged with the program, deriving personal
meanings from its plot, characters, and educational messages.

The results of the present qualitative report are not meant to be generalized to a regular
population &faginas da Vidadiene members. Our research, at best, can suggest how certain
(selfselected) viewers oftdlenovelangaged with, and reflected upon, the content of the
program, providing rich descriptive insights that cannot be gained from traditional, quantitative
im@ct evaluations.

Threebroadesearch questions guided the present study. These questions, and their
respective answergleaned from docus group interviews articipatosketching actiyity
are provided below.

Research questiéh To whadlegree is the subject of Down Syndrome discussed in
Brazil? To what extent is is part of the public discourse?

Our focus groparticipantselievethatdisability topics (like Down Syndrome) had not
received the media and public expo8reziha they deservedlowevethey were quick to
point out that thabliadiscourse on disability issues was getting bgitgrukatelenovelas
likePaginas da Vidantributed greatly toward this realization.

Research question @ what extedid he storyline and charactedPaginas da Vida
accurately portray the the lives of people with Down Syndrome and their families?

Our focus groparticipantelt that thielenoveldid, to some extent, portray the
physical and cag&ving aspects of@oSyndrome in a realistic manner. However, they
emphasizetiatthe reality of people living with Down Systavaldelso have been shown for
households that were both poor andnioldkxlass. They believed @éta r a étesupperi d d | e
class backgund may hawaslel the audienctekind of personal civat Clareeceivedhe
less privileged DS patieatdd nateceive.

Research question #3 askédinfluencdid the telenovela have onegpecially in
terms of its portraydboivn Sydrome?

The professionals working to address the needs of those with Down Syndrome and other
disabilitieselievethatPaginasda Vigal ayed a key rol e in bringinc
the fore. Through popular screen characters, awaré¢mxssaBgudrome and such
disabilities was raised, and hope and compassion were generated for the presently disabled to



|l ead a higher quality of |ife. The metaphor
fl ower so expr datestelahoveéldwas as nportantrstemirt thetrightdirection,
whilequite a bit of distance was yet to be charted.

The parents of children with Down Syndrome belieagohésatla Vigayed a key
role irdepictingheir livegs caregiverand tk lives of their disabled children with care and
sensitivity. They repeatedly highlighted tedenthelserved as a door, bringing in new
information, possibilities, and understandings, especially between and among those who were on
t he i gsedealhgewith JowrhSyndrome) and those on the outside (friends, relatives, and
colleagues). They believed thatehevelaelped audience members to appreciate that
those with disabilities (such as Down Syndrdeae)) @dairly norméhot eampletely normal,
quality of life.



A Participatory Assessmenttloé Down Syndrom@toryline
in Paginas da Vida,BraziliaTelenovela

The present report documents the refadtsafroup discussionsaapdrticipatory
assessment exerdjsaricipatory sketchjngonducted in Rio de Janeiro, Brazil in November,
200680 gauge how avidwers dfaginas da Vilgfhages of Li feo), a popul
telenovelaith a storyline on Down Syndemig@ged with the program, deriving personal
meaning from its plot, characters, and educational messages.

Let us acknowledge upfront that the results of the present qualitative report are not meant
to be generalized to a regular popul&eaginafs da Vidadience members. Our research, at
best, casuggest how certain {seliécted) viewers oftlenovelangaged with, and reflected
upon, the content of the program, providing rich descriptive insights that cannot be gained from
traditional, quantitative impact evaluations.

The present repdeiscribes thieaginas da Vigeoject drawing upon the framework of
entertainmeatucation, and the Brazilian experience wiesowglader social
merchandizing. Wéghe research questions guiding the present reiseasshirfocus
groupandparticipatory methods of-daltactiorpresenour key results, aaise certain
implications for employing participatory methods in the assessment ofeshieaidmment
programs.

EntertainmerEducation, Social Merchandizing, Badinas d Vida

Paginas da Vidas &203episodéelenovelbroadcasin TV Globo framly 10, 2006
to March 3, 2Q0Written by the notedy@ar oldlanoel Carlyshe scriptwriter of eight
previous TV Globo pogelanovelad,was adcastix days week (Monday through
Saturda)yin the orvaour priméme slot &p.m. Paginas da Vigarposely featur@nong
other issueg)storyline on Down Syndrome (DS), reprasentingx a mpl e of Gl ob o 0 s
approach to entertainreelticatianthe sciaimerchandizing approach.

Entertainmeatiucatioisdefined as the intentional placement of educational content in
entertainment messafgesfluence knowledge, attitudes, social norms, and behavioral practices
of audience members (Singhal & Ro§8)£d@rtainmeatucation is not a theory of
communication, but rather a strategy used to disseminate ideas to bring about behavioral and
social chamg

The entertainmesducation strategy in communication embodies itself in multiple ways.
A highlpopular genre foEEs the lone serialized radio and television drama, purposely
designed to promote certain educational values (Singhal & Rogers, 2002; Singhal, Cody, Rogers,
& Sabido, 2004). The Soul City Institute of Health and Developmetib @ anfbourica
Africa uses a highly sophisticated, ongoing, multi media edutainment approach to reach audience
members through prame television dramas &ogl CitgndSoul Buddy,zradio dramas in
multiple languages, serialized stories in nesy$ifepgie manuals, and various advocacy and
social mobilization activities. In the U.S., Hollywood lobbyists, the Centers for Disease Control



and Prevention, NGOs, and academic institutions work with prodtoaes arighdengime
serials to mgt an educational storyline ingangrtelevision serial (Beck, 2004). In Brazil, TV

Gl obo, the worl dobés | argest producer of telev
percent for its priimaetelenoveltare, tackling educationaksshrough a uniquE E
strategy called fAsoci al mer chandi zingo (Past

Social merchandizimgplves the purposeful insertion of social and educational issues in
the ongoing storyline of a ghmeeBraziligalenovela Ascommercial marketers insert product
images (i.e., product placement) into movies and televisichilpxogr&rs,o b o és scr i pt w
place messages with social and political undertones in thestorylmd, making it a
uniquely BraziliafEEenre A trendetter for this genre Baso Rockfell@96&9) that told
the story of a man who sold shoes for a living but pretended to be a millionaire, socializing with the
high and mighty The use of colloquial speech patterns, a realisticagnsettipgr and the
toning down of artificial;jeging melodrama distinguBb&alRockfelligom the formulaic
Latin Americaglenovelgenre. A hit with the Brazilian audience, and broadcast for some 13
months (as compared to the usual nn8Mdnthsd, e t o R o0 sucomsmipeedséde r 0 s
upon TV Globo the importance of investing heavily in high production values, including
incorporation of outdoor scenes, and relying heavily on Brazilian writers so that the topics,
dialogues, and setsimgsonated with the Brazilian audences.

Beginning in the ARBOs, after a two decade run with a military government that
promoted a nationali zati on teldovelsbriptwritecstiont r y 6 s
more brazenly delve iopics of social and political significance. Topics such as free elections
and citizenship, worker rights and labor strikes, corruption and reform, which could not be
discussed when the military government was in power, found utterance. Sagtgiyters incre
portrayed the local, daily struggles of Brazilian society within a melodramatic genre. By
incorporating popular language and using colloquial expressions, vernacular, and metaphors
rooted in the daily life, Globo turned the Bebeiliveltxan being a purely entertainment
genre (in the tradition of the formulaic Latin Aelenmasianto a popular platform for public
discourse on social and political issues.

Bythemil 99 0s, social merchandi zi telgnovelad becor
production, and a formal unit on social merchandizing was established in the corporation. As long
as audience ratings were sustained, scriptwriters could address varied issues: for example, racial
equality and homosexu#&liyxima VitimE)94, missing childréxplode Coraga®95),
land reform and political molRe( do GadtP961997)andcoping with leukenkiazos de
Sangre?2000). More recently, lobbying efforts by different organizations (e.g. Population Media
Center in Vermip@ommunicarte and Fiocruz Fundacéo in Brazil) have influenced social
mer chandi zi ng teempelasBg 20060Comuaicactdegtiinates that it
influenced incorporation of social merchandizing on sontel8adsklhsFurther,

Communicr t € has moni t o rimaklerowlesmce @995, iBdntdym@tbes pr i me
number of social merchandizing scenes and situations. By 2005, some 10,646 social scenes were
identified on topics ranging from sexual and reproductive healtbl|ataysndedrug abuse.

For reasons unknown, the social merchandizing approach on Globo has not been
systematically or formally evaluated (Pastina, Patel, & Schiavo, 2004). However, there exists
plenty of anecdotal evidence to suggest that tus gagsosocial dividends: for example, as



the fictional motheExplode Coracfi®95) met with ref mothers of missing children at a

weekly protest in Rio de Janeiro, some 75 children were reunited with their parents over the course
of theelenog | dudason (Epstein & Padgett, 1997). Also, in 2000, when Camilla, the

protagonist drazos de Sangrefi BI ood Ti e s otglenovedawas dipgooksed withBr a z i |
leukemia, the Brazilian National Registry of Bone Marrow Donors repaidedrthat ne

registrations increased by 45 times: from about 20 a month, to 900 a month (TV Globo, 2003).

Paginas da VidaDown Syndrom@toryline

The plot dPaginas da Videas designed around several intersecting stumglioes,
which focused on D&yndronfe

Nanda (short for Fernanda), a Brazilian student of Art History in Amsterdam, falls in love
with another student called Leo (short for Leonardo), and becomes pregnant after she moves in
with him on his houseboat.sdleehild of wealtpprets Leo i s terrified aboc
anticipatede act i on t o N askdiexttabort the ohilgiwhenrNanygla refuses,d
Leogives her a large sum of money and disappears (years later he would surface in Brazil).

Abandoned by Leo, Naetiarns to Brazil and faces a series of tragi¢it\mnis.
car, Nanda is taken to the hospital where the obstetrician(playiddlbgaRegina Duaste)
able to save her twins, but cannot séte Gee athe newbowirls, Clara, identiedwith
Down Syndror(ieS), agnetic darder (occurring about 1 per 800 births), which often results in
reduced cognitive ability and poor muscle omed a 6 s meheanesl Marta,trefees c o | d
hergranddaughter, having no ideaahwgtchildhood intervestiprescreenings, medical
treatment, a nurturing family environment, and vocational training can signifteantly improve
quality Dlifeof those with DS.

Longing to be a mother (her only child had died previously), Helena adopts the unwanted
Clara, raising her with love andGiara.(played by Joana MojdaEet a n dwirnssisterd s
and does nkmowthe existence of her farsilyAlthough a carrier & Klaratudies in a
suburbaschoobs per the wishes of her mbtblenavho vergpenly favethesocial
inclusion of thoaéth disabilitiess the storyline evol¥&ara and Helena encounter several
people who gthatize disabilities, raising an ongoingadehatine issue of disability
throughout tleeurse of thelenovela.Years later, whenlle@€ | ar a and Fr aci scoo0s
surfaces in Brazil, Helena is caught in a bind: Should she disclose thashiadizugte
care®

In essence,itwast ough Cl araébés ¢ har thatheeviewersand Hel €
learmdabout Down Syndrome, its physical ramifications, as also the stigma faced by those who
are diagnosed withTihrough theseaincharaters,Paginas da Vidas intendedspark
reflectiorconversationandmore compassionatgiongaboubDown Syndrome and other
disabilities.

While thoseeresome athe intended objectiveBagfinas da Vidaedonot know
how theertairviewes engaged with ttedenovelaThrough our qualitative investigation, which
includedbcus group discussionspamticipatory sketching (described later in this report), it
became evident thaime of thesetended learning objecine® met.


http://en.wikipedia.org/wiki/Early_Childhood_Intervention

Researh Questions

In order to gauge fegsonal meanings that\aeides ofPaginas da Videew from
its plot, characters, and educational messegess@roup interviews @articipatory
assessment exercise centered on theknegpondents théfeing three questions:

Research questih askedTo what degree is the subject of Down Syndrome discussed
in Brazil? To what extent is is part of the public discourse?

Research question #2 askedvhat extedid the storyline and charact®aguias
da Vidaccurately portray the the lives of people with Down Syndrome and their families?

Research question #3 askédinfluencdid the telenovela have onegpecially in
terms of its portraydbofvn Syndrome?

Participatory Assessmeamd Focus Groups

In recent years, participatory sketelsgimerged as novel, audieecgered, and
lowcost qualitative methoddimggssessing the meanings that audience members of
entertainmeatucation {E) programs derive from their engagéthehe mass media text
(Singhal & Devi, 2003; Singhal & Wétieety, 2008inghal, Rattikéaherty, & Mer, 2006;
Singhal, Greiner, & Hurlburt, 2006). Such participatory methodologies offer a different perspective
on audience engagement tbaimstance, can be gathered through suriey data

The inspiration for participatory skftrpimgtographgomes from the work of noted
Brazilian educator, Paulo Freire. In 1973, while conducting a literacy project in a barrio of Lima,
Peru, a tem led by Freire (author of the seminal 197P@dagigy of the Oppressestitid
people questions in Spanish, but requested the answers in photographs. When the question "Wha
is exploitation?" was asked, pgloplegraphedlandlord, grocer, or aewolan (Boal, 1979,
p. 123). One child took a photo of a nail on a wall. It made no sense to adults, but other children
were in strong agreement. The ensuing discussions showed that many young boys of that
neighborhood workedhoeshines. Their clientgere mainly in the city. As thekshime
boxes were too heavy for them to carry, these boys, rented a nail on a wall (usually in a shop),
where they could hang their boxes for the night. To them, that nail on the wall represented
"exploitation.” Then a i | on the wall o photograph spurrec
barrio about other forms of institutionalized exploitation, including ways to overcome them.

Drawing upon Paulo Freirebs work with par
have employed participatory sketching as a method to obtain rich, nuanced narratives from
audience members &f programs. For instance, one of the present authors employed the
participatory sketching methodology to assess the effects of anterdadaiiomeadio soap
opera initiative in the Philipp8ieghal, Rattiaherty, & Mar, 2006) and also to assess the
effects of another radio initiative in the Peruvian Amazon, speltingadeeriya non
governmental organization that psogeoiter equality and reproductive hea|8ir(gbal &

Rattind-laherty, 2006F-or over four years now, Minga Peru has birdladmEatmes a week
--a popular radio progrBranvenida Sal(Melcome Health) in the Amazonas, asailddve



the EE broadcasts with several comrhasdyg empowerment activities for local women

(Singhal & RattiRkaherty, 2006). In 2005, using plain paper and colored markers, some 30 avid
womelrviewes ofBienvenida Salwere asked to sketchtloeirr perceptioaEMing® e r %0 s
contributions to reproductive health, gender equality, and social change. For instance, one of the
guestions posed was: fAHow has Bmenvehidaf e change
Saluchnd participating in commbaggd activite s of Mi nga Per Y%?0 Par ti
draw two picturiesne to sketch how their life was some five yearsaigs (nehe past),

and how their life is todayafi@anow).

Theantesandahorasketches of Emira, ayBar old, inaing her narrative, was highly
revealing:

Antes Ahora

Emira noted: AThis is my early |ife. I di
sad. Now my personal life has changed, | feel myself as bedhgxeappialgle public
functi on; I donodot feel ashamed-myfeminimy r e, I d
Befor e, | didndédt want to cut my hair but whe
was the same. Now | feedlalgpto wear trousers; previously | wore loose clothes. The same with
the shoes, now | wear high heels. 0

Emirads sketch and its accompanying narra

highly textured/nuanced insight on therforeggfects BfE initiatives on certain audience
members. As noted previously, such insights are difficult, if not impossible, to obtain through
structured personal interview surveys.

As both the Peruvian examples of participatory photography and sketictmgrdemons
privileging visual forms of expresdtorgsEarchers position themselves to question the
dominant hegemony of textocentrism that legitimizes the lettered, litérasedamdytexif
knowing (Conquergood, 2002). Participatory sketphioipgraphy both validate other non
textual ways of knowing by privileging the performative dimensions of sketches and photographs.

Il nspired by this Freirean techniqgque and C
visual, performative methadsassessmentRdiginas da VideBrazilncluded participatory
sketchingctivities, complemented with focus group discussions.



Focus Groups and Participatory Sketching&ginas da Vida.

Focus group interviews waneed out in Rio de Janeirdhe 28th and 29th of
NovembeR006, in the headquarters of the FUNLAR (The Francisco de Paula Municipal
Foundation for Home Schaatls)}wo groupspafrticipant$1)Nine pofessionals who work
with people with Down Syndrome (psychologist®rkecsalsocial educatmg, NGO
representativea)d(2)12parent$11 mothers and one fatfezhildren with Down Syndrome
in the city of the Rio de Janeiro. Disgugestans centered arduma participants felt while
watching the diffiegltand joys expressed by charaothraglara (the young girl in the
telenovela who had Down Syndrome), herhiedéinegand the characters timgracted with.
Theparticipants of tfoeus groups akongaged iaparticipatory sketching exseerci

The participants of the focus groups were selected in accordariagvéathoritly
outlined by the research planning team comprising of representatives from Ohio University, PMC,
and Comunicarte: Participauss have been avid viewd?sgaias da Vidand mudtave
beeninvolved with Down Syndrome, either through doing professional work in the field, or being a
parent of a child with Down Syndrome. A partnership with FUNLAR was established, as they
provide variopsiblicservices to indivalgand their famili@gjh disabilities, including Down
Syndromér Riale Janeiro.

Thefocus group discussimese conducted in rooms with both audio and video
equipmerso they could be recoréeath focus gros@ssioimncluded a moderator vl
observers. The moderfaaititatethedialogueOne of the observers was responsible for
conducting and facilitating the participatory sketchin@geddong&ea first step at analyzing
thecollectedataEach focus grosgssion lastédr aproximatetyvohours.

As part of the participatory sketching exercise, we asked our:M4@intleatce
did the telenovela have onagspecially in terms of its portrdyahof Syndromé®owever,
rather than having them respond orallguerguwe asked them instead to sketch their
responses on white cardstock using colored pencils

The participants were encouraged to draw whatever they wanted, regardless of their
drawing ability, and no rigid time limits were set in order emot Tinsh parteipry
sketching activity witmegbondents yieldedemual numberdowingdAfter the sketches
were completed, individuals responsible for the drawing narrated what the sketch was about,
including hotvanswered the posed questidront of the entire grolpse narrations were
translatetbr the purposes of this report from Portuguese to English.

Public Discourse on Down Syndrome

Research questih askedTo what degree is the subject of Down Syndrome discussed
in Brat? To what extent is is part of the public digcourse?

A najority of therofessionghrticipani@sychologists, social workers, social educators,
and NGO representatibesipvethat the subjeat Down Syndrome is rarely discussed in
Brazil. Mamptedhat they themselearned about this genetic disehder they began



encountgreople with Down Synérontheir professional IRldgd thddown Syndrome is

rarely discussebpse living with this condition are hidden andvliltyedsAshother

participant noté@he subjeof Down Syndromenot discussed enough despite of the efforts of
the families and associations working with Down S¥fackaetently parents have started to
count on support fromgineernmerithavewvorked in this area for 20 years and recently learned
about the association SINDOWHs participanethnoted the importance of raising this topic

on the medi a Dawndyngronte is discussed \eeny liktke,:this fis why the media is
impotantWe have thtelenovelaow, but it is necessary thanhtinue toe discussed more."

However, thegfessional participaagknowledged tiia¢public and media discourse
onpeople with disabilities improving, andtélenovelavas an iportant contributing factor.
One participant poignantly noted how times were 'tlranggngbéna posgraduate course
| took many years abe,question was asked: in an airplane disaster, who you would save? The
participanis this courseere pfessionsivho worked in health. The majority said they would
not save the people with Down Syndrome. | was shocked because here we are speaking of the
paradigm of social inclusion, and 20 out of 26 people would not save the people with Down
Syndromédowever,aw messages about Down Syndrome are widespread; TV Globo is
speaking about it, and it is now in the theater, the cinema, and the schools. What | withessed
before in that pggaduation course, today | am certain that those people woulddfe ashamed
what they had said

Another participant also emphasized the importance of accurate and sensitive media
representations of s uc hsedtsatalieady 250/@arshavd e v i si on
passed, and barely any progress has been madse&\theéalénovelat is wonderful, but
we should invest more in television and other media. When | worked as a facultg member, | saw
coupleseparating because they discoveredé¢hafttheimad a genetic problem. The couple
stayed in that pararafisvanting to understand why they had a child&hdtiwbsiheoughn t . 6
thisexperiencé realized that we should invest in the mediaattcahameiyhat Down
Syndrome is. This will create a floodgate, showing the publicttret papatstyhDown
Syndrombave | see that thelenovels going down a good road to show this, especially as it
shows it in amngagingvay.”

Another participant expressed his hope that disability topics would become part of the
mainstream discourse iniBlleam a flittle more optindéistiam part of the (Down Syndrome)
movement and related associations, and | havenatneaigly parents who amkingnotjust
for their children, blso for the future generatbaokildren with Down Syndroméw&'ha
have not had yet is a souwigtg change in mentality, wiggtake 100 years. Tieéenovela
boldlybrings forward the important question of the image of the child with Down Syndrome.
Becaus¢he character (Clara) is shown as depesiuaddenostrates the capacity of people
with Down Syndrome. 0

In sum, our focus grpapicipants acknowledgediibalbility topics (like Down
Syndrome) had not received the media and public exposure that they deserved. But they were
also quick to point oat thepublidiscourse on such disability issues was getting better, and
populatelenoveldgkePaginas da Vidantributed greatly toward this realization.
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Portrayal of Down Syndrome: How Real?

Researchuestio#2 askedlo what extedid the stgline and characters of Paginas
da Vida accurately portray tHedbef peoplgith Down Syndroamel their familié%

Some participamistedhat theelenovelportrayed the realityhosewith Down
Syndrome independent of theiressmmomidatus’ Cl ara i s rich but stil]l

However, many patrticipants thought te&ribeeleould have done a better job in
portrayingther salient aspects af DS i rRagnot pdenéfy with teéenovelbecause she
(Clara) lives the middle cla3$ietelenoveldoesnot show economic divergiiydther
participant echoed this sentiment while realizietetiasteda a nnot be laddb |l t hi ngs
not agree with the telenovelractesClampoClarar ayal of
goes to a private school, has a private doctor, and goes to a private speech and vocational
therapist. This does not reflect reality. Because she (Clabarmmedifficult to imagine
poor children with Down Syndromeotl ldmw singleperson with Down Syndroane in
Brazithat has all the services that Clara has. In general, they are people wilfhkyw income
[TV Glodshould be applaudedhow Down Syndrome, iut was not t he way it

Participats provided some othaggestions for enhancing relevance and realism for the
viewing audienéeT h e y hasehhadualmdther who adya child with Down Syndrome
[panting out that Helena was not the biological motheSoin@gratticipantkad the
g u e s Why dathey dinly show Down Syndrome? Why notdanyothdy i | i t y ? 0

Notwithstanding thiariousuggestions to make the DS storyline more realistic,
participantgeemed to be in agreement with this overarching: SEntiméme meent that
you put a person with a disabilitglenavelat democratizes the informdtipan watching
thetelenovelanydaughter saw Clara and s3ii is very pretty! | ask: before now, when
would someone recognize beauty in one whai® tWiferkve in a world where everyone
should be equal; however, people are not accepted for their differences. | understand our distress,
wanting to include all other syndromes and all other disabilities, but | find it very interesting that
including agpson with Down Syndrome creatgaeabout all disabilities.

In sumour focus groparticipantelt that theelenoveldid, to some extent, portray the
physical and cagwving aspects of Down Syndrome in a realistic manner. However, they
empasizedhatthe reality of people living with Down Systavaldelso have been shown for
households that were both poor anglowetrd | e c |l ass. The youpperl i eved
class background may have misled the audience for thesdirad chigethat Clara received
the somewhat less privileged DS patients cannot expect to receive.

Influenceof Paginas da Vida

Researchugstio#3 askedNVhainfluencdid the telenovela have onegpecially in
terms of its portraydbotvn Syndre®

The above question was posed to participants in both groups: (1) the nine professionals
(psychologists, social workers, social educators, and NGO represemiasedsileal with

11



Down Syndrome, and (2) the 12 parents of children with Doe/neSididgoin Rio de

Janeiro. The responses to this question were sought first through a sketch (i.e. visually), followed
by the narration of the sketch in front of all group members. For the sake of organizational
coherence, we first present thehglsesind narrations of the professional participants, followed

by those of parents.

On Professionals

Ourprofessional participamswered this question about the influBagenat da
Vidain various ways.

Drawing a sketch of the various pifad@#elopment of a tree, beginning with the seed,
one par t iTheitgeeaovala wasa sneall seedlifiizZibssom and greith the sun (of
information) and rdial fromrofessionglswhen it grows, the tree is going to generate fruit
thatwillnouristthe people, and the informatioriats&lbwn Syndromfgortrayedell, will
form new opinions, and behaviors will shange.

Anot her participant drthees pretty flolvessybatonepfot a nc
the petals a little atrophi¢desmalleong. The messages about Down Syndrome and other
disabilities telenovelaseem to bimcreasing and causing more debate, gedéfaterg
opinions. However, it instikssanp create a bigger base and soticevehiefor these
messagesdk-orthisreasonl did not | finish the table in the dfawinbich the flower pot sits]

The subjedf Down Syndrocemnstillbe better exploradd the information coulehtegrated

at a broader levEhe flows are different, asalleareand, like the flowers, everybody has

their own beaufyhe vase is disproportiomagationally, because everything inbfé isa t | e
cr ook e dd . whethei ot notiwe se@ themtwith lowes

12



Another pasipantClaudiajrewthe sketch @flara playingp@rka nd not ed: fiHer e
Clarasplaying with other children in the school, and her mothisr keleheémg an eye on her
from far off. When | watched thisiadtaginas da Viteealizedhe sociahclusion of the girl
with Down Syndrowees possihlsomething which could not happeréosiago when |
startedtowookt hi s | ssue. I r eme mb e wheh dheinitially s ecur e |
watchether daughter play with other childtesgohwafter thate r c oncer ns wer e al

\ 0, W, A N, S, W VR
]

Another participant, Gidney a child with Down Syndsomeé nar r at ed: HfAHer
child with Down Syndroraiele a big he#rat idocated in a garden. The most important thing
is that peopletivDown Syndrome are always in our hearts, and are given special attention. What
most impacted me intéhenovelaas the rejection that Clara suffered, and how they (people

13



with Down Syndrome) are misunderstood. | fintdkabvedeefected ha professional
social workers and oth&ke care of children with Down Syndrome, ithygioimetusion in
society. o

< ‘\ =3 %ﬂb«.

Another professional partiofjpant Clara and her brather t he plketdk, not i ng
see Clara playing in the park wibirdtber because it shows that they are equal. They are as
normal as any childcan bevhen they play. This promotes equality betvekembheshand
disabled people.

1S

4%

Anne, another particigletv aisingsunand el abor at endvithDowher e we
Syndrome rising on the horizon, and below tharememrédyes of colors. The biggest
impact of thtelenovelaas raisingseries of questiaeéatedo Down Syndrome. Moreover,
the image of a person with Down Syndrome on,tdl@ung@rime time, o@eszace for a
new set gfossibilitigsvhich are represented in my drawing with the rainbowfeéktolors
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proud to see the work of TV @idbe past years which has brought suchoissliesn®f
people. In the raomp the red representsoti@ortunitigbat Clara hae feel secure, to make
her own choices, and be indepeiitdertirown represents the land, and the reality that she
(Clara) lives in, interacting with herliealilprofessionals, apeloplenschoolThe black

color represents the difficulties that all people face, such as the feacuepoedang
school classroom....thesdhangs that happen to people whether or not they have Down
Syndrome. The birds in the sky represeseiitm fieat the universe of informatiotogives
people . . . 0O

AMU(

Mar ci abds gdopavith diffekre qttribcabdenvdsarrated as follows:
AHer e are peopl e windthatthieledoVeleachas variotishpaople,ct er i st
ard its biggest possibigact is the possilitigt it holds tadck down atitudinal baraieosit
difference between pegplanoting a senseqbiality between people. The sun in my drawing
represents the ideatthe sun reaches us all (the makieeneighbor, Clara, the teacher) and
weall are equal in this reg#iné sun shines for all. The atitudinal barrierdeleatabhela
helps to influence dealiwdlusiofor those with Down Syndrmrmeehool, theportanble of
teachers arttle health professiomaitheir watleing and théiddercapacities of people with
Down Syndrome such as Clara.
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Betina, a professional service provider for Down Syndrome children, presented her sketch
(bel ow) wit h tForeethaod || eommopawgs thedhspafulimagetimat it A
portrays of excluded people, and of the professionals who work in the area. It also portrays the
beautiful image of a capable child, and this is important for gikéegsienaise we are
so a&customed to always seeing the ugly side of a disability (the parents who reject their child, the
lack of public servitmsthose who need them), étcs important to see the beautiful side of a
mother whavercomethe difficulties, and of a sutdedsild, especiallgen it comestte
aquisition of languageom théelenoveld,learnetiow successful a child with Down Syndrome
canpotentiallgeo

Bl e Jo o 5o

In sum, the professionals working to address the needs of those with Down Syndrome and
other disabilities thoughtRlaginas daVigal ayed a key rol e in bringi
issues to the fore. Through popular screen characters, awareness about Down Syndrome and
such disabilities was raisedhapel and compassion were generated presently disabled
to lead a higher quality of |ife. The met ap
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fl ower so expr es detenbvetvasan imponmant stepenrthie rightldieectiont h e
and quite a bit of distamnae yet to be charted.

OnParents

Our 12 participants who were parents of children with DowarSynehetine
guestion about the influenPagihas da Vidahrough sketches and accompanying narrations
--inmultiplevays, acknowledging tiestielenovelradan important influerfSemeparents,
highlymoved by the process of the sketching extatessthat the treatmeBian
Syndrome inRaginas da Videdstirredhem.

Pointing to the sk elhetebnovelfeads geapletvngadlin, a par
the direction @fvorld in which the famdfezhildren with disabilities IngisTa world of love,
with a special brilliance. t@leaovels leading people to see what happens in this world. The
sun is here bagse it rises for everybody inside the litfidéoages have fruit and everything
that is good for people with disabilities is also good for other people.

Hoom fpameish onsia = Agvain Siha.

Marcia drew a sketcfoafpeople in a house with their hearts connected aid noted:
drew Hel enads hous e, irmaid. Thisis@itecdfanaly, whickeis oftanr ot her
not the reality of the majority of fahatiésive a disabled persbe impression that it
conveys in thelenovels thasuch damilycan ebst happily
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Another parent pointed to hoiglémvelbelped other family members to gain a better
of D owith mySamitydhenartheen:partiofiBrazilr e w  a
watching televisidfou can see rfather and msister. They do not know my son personally,
they only knew that he has Down Syndrotakerbivelaelped my family from the North

understanding
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discover who my son is, and realipothatSyndrome is a fairly managéabten to live

with. Now | can finallgl@ixto theninow things avéth usbecause thelenoveldepicts our
lives. The only difference is thaf Wherdas Down Syndrome ireli@ovelas a girl and my
son is a boy. | explained to my ¢emtilg telephohew my son has Down Syredlién
Clara, but that he has already grown and developed and todapdengag®es iother

activities. It was realonderful to be able to did so
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One of the parenid two drawingsdebys i d e .  Srhtlee first orte eagin:at i
home watching thielenoslaand the telephone is close by, which is a rotary phone, like the one
that appears next to Clara inthgrogranMany peoplengimmediate family, friends, and
colleagues) aadime for my commentgeriairscenes. Thayouldel me what happeriad
the progranand ask opinion akmrtairscenes- like the ongcene in whithe speech
therapist explains how to stimulateemtanisms infants with Down Syndrdiney astd
me if that helped my child. In the seasimg Hdzrew Clara and my son in a classroom. It
shows that they seem different from far away, but if you look clasegtidyzrany
otherstudents. They aeallynot differemt.

One parent, Leila, highlighted the importantdesfdaliela y n dhe focug of myfi
drawing is the door. There existed a world of Down Syndrome before my child was born, but he
was on the other side. After he was born, a new wiondrerddedelenovelaas opened
thedoor of acceptancesafiety and families, who dikhoethis world before.
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Anot her parent dThe eloudsthat| dnew anstap sf thesmodse s ai d :
are because when | received the news that my child had Down Syndrome | felivieat everything
dark. Buhen came thelenoveland itvas almost like giencomes out and showiag how
to deal with this situation. The door thatrepeesehts neaformation, attitugkasd
behaviors, but maislg dooof acceptance. The mpresents a brigjght for parents dod
people with Down Syndrome, and femgthaeto nddnow much about this disability.
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