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1. Executive  Summary

This study initiated from exchanges between the author (Grech) and CBM in 2013
following a successful  narrative workshop held the same year . The workshop, run by
Grech a day before the  Latin American CBR congress in Colombia brought tog ether
various Latin American CBR colleagues and partners to discuss, share and learnin a
safe but critical space, where narrative was the key focus . Apart from the enthusiasm
generated in this workshop, we were struck by how much participants (all'involve din
CBR) felt the need to share their own narratives, discuss and debate, and importantly

to reflect critically on key conceptual issues,  their own work, their experiences, and

CBR more broadly.

As we set out to follow this up, perfectly aware that Latin American perspectives are

still rarely heard, we considered that prioritising stories, perceptions, critical thought

and priorities , especially of those working on the ground had to take centre st age.We
also wanted to articulat e and present these reflections, alongside chunks of narrative

and some visual material in a brief report with some analysis - alearning experience in

its own right. Our role as @utsiders 6, we a wassimptythat of lis  tening and

learning while working as partners  and allies . To share, speak and discuss we set up an
online platform, a Google Group, but later decided to extend from the Colombia

workshop and make the most of group work in person . We held three focus

groups /workshops in Nicaragua, Guatemala and El Salvador, a choice determined by

the small budget we had to work with, and logistical convenience. In these day -long
groups facilitated by Grech, we openly talked, discussed, expressed ideas, including
problems,ga ps, and potential O6sol ut i offtBR incdudisgund vari ol
discourse and practice. Using a fluid guideline , we tried to reach out to other places, so

two colleagues (Gonna  Rota and Katha rina Pfortner ) tied in a chat around issues of CBR
discourse and practice , and motivated others to send us some material using seminars

and meetings in Honduras and Peru.

This report  presents some of these reflections, among other issues . These are not the
voices of all Latin American CBR workers . Far from it. It also does not claim or intend to
represent or generalise. It is but one small (and admitted ly partial) effort at listening to
and presenting some voices, views and perspectives that are seldom heard by

outsiders , and to learn from these

2. Short Introduction

The World Report on Disability (WHO and World Bank) has recently estimated that

around 15% of the wor | do styppd gisability t iara the rhagosty o o me
this population is located in the global South . The interactions between poverty and

disability have been recognised in recent years (see Groce etal. 2011 ; Grech, 2015 ),
with many suggesting that persons with disabilities encounter barriers in a range of



spheres, including health and rehabil itation, education and work. As aresult , many
remain among the poorest of the poor in their respective contexts . Part of this situation
may be also attributable to the fact that disability has, until very recently, been

excluded from development policy, practice a nd research (Grech, 2011 ).

Community Based Rehabilitation (CBR) has over the past decades  become a staple in
discourse referring to disability in the global South. Conceptualised and framed by the
WHO and later promoted by organisations such as CBM and others including the
International Disability and Development Consortium

(http://www.iddcconsortium.net/ ), it quickly became a powerful discursive and
practical tool for addressing rehabilitation and other needs. M otivated by the principles

of cost - effectiveness, participation, local sourcing of resources, and importantly

effective inclus ion of family and community (see

http://www.who.int/disabilities/c br/en/ ), it persists as a perceived gold standard for
understanding and working on disability in the global South . Over the years we have
seen the development of CBR guidelines and matrices, conferences on the subject, and
training . Importantly , CBR has been married to other growing trends and fashions in

the sector including those of Disability -inclusive development (DID) (see
www.asksource.info  and the former Asia Pacific Disability Rehabilitation Journ al,
recently renamed  ®isability, CBR and Inclusive Development 6(DCID). CBM too recently
published its own toolkit on DID (see CBM, 2015).

While CBR has grown as a notion and practice in the small but burgeoning field of

disability and development it al so true that much of this exponential growth has been
accompanied by lit tle critical reflection on CBR in academic, but also practice circles.

This includes a lack of critical thought on its tenets and practice s, and as some have
expressed , there is still  sparse or no critical evaluation of its effectiveness, impact, and
relevance in practice (see Miles, 2000; Grech, 2009; Finkenflugel et al. 2005; Kuipers
etal. 2015). CBR is celebrated, but spaces for reflection, for questioning, especially by
local peopl e work ing within it, remain  , as it seems, very few. One may speculate that
this may be because of fear of compromising funding, or of challenging established
discourse. But it may also be because many of those engaged in CBR practice may find

little time  or opportunity  for such reflective exercises. There are also strong

informational bottlenecks, that is that literature that is produced, for example in

regions such as Latin America, rarely finds its way to readers in other geopolitical
areas, especiallyt he global North, whether for linguistic , diss emination , power or other
reasons. Conversely, that produced in the global North may seldom be read by those in
the global South.

The growth of CBR  discourse , and to an extent formalised practice over the past
decades, has largely happened in the Asia Pacific region and Africa, with networks
shaping up within these regions. But CBR (known as Rehabilitacién basada en la
comunidad (RBC) has also been e xpanding in the Latin American contex t inrecent
years, largely as a formal programme and strategy 1. Support, promotion and perhaps

1 1t is important to note that CBR, variants or alternative models of this, were in fact developing
on their own accord over the past d ecades in countries such as Chile, Argentina, Colombia,
Nicaragua, Mexico and Honduras. Some developed from and also in re action to more medical
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introduction of this concept have been heavily instigated by international stakeholders
such as CBM. Nevertheless, local and regional interest continue s on the rise . Networks
( 6 r e doé prdglamme managers, academics and others continue to form around CBR,
to discuss and promote this ideology and/ or practice , and also to publish material,
including lessons learnt (see for example http://www.snr.gob.ar/uploads/RBC -Lec-
LeccionesAprendidasOPS.pdf ).

Despite these movements, though, itis no secretthat internationally, the voices of
Latin American partners, especially those directly engaged in the process (e.g. CBR
workers ), have rarely been heard internationally, including by those working in CBR in

other regions. These voices and experiences are perhaps relegated to silence because

of language, or because Latin America in practical terms continues to be (re)cas tas a
low development priority and area . The implication is that funds are lacking, and
organisations go elsewhere. So does research. As | have comm ented elsewhere (see
Grech, 2015 ), Latin America remains confined to the peripheries of imagination of thos e
working in disability and development, as well as those theorising and framing toolkits
and manuals . This also means that much of what we know about CBR, and that feeds

into academic papers, edited books, reports and matrices , hardly reflects the Latin
American context , experience and space.

So, when contemplating how to follow up the narrative workshop, the first issue was
the absence of these Latin American voices and the need to listen and provide a

platform for people to do so. As we refined our cha ts, and bounced back and forth with
ideas, we reflected on what really made the narrative workshop a success. O ne of the
factors here was the space for critical thought, and the articulation of critical

perspectives in a safe space . People came ready to sh  are their experiences, but above
all, were adamanton question ing, challenging , debat ing and even arguing . This space
and possibility, as it seems, remain scarce, internationally, but also in Latin America. In
the 2013 CBR Congress in Colombia, a crowded space, | (Grech) was struck by how
local organisation  of the congress favoured a domination by non -disabled professionals
and activists ( 0e x pvighiittlesfany papicipatorehy persong with

disabilities, often talking downto them, and with no time or effort devoted to

comments or debate (see also Weber, 2014). This led us to considering the second

issue here: the need for a space for Latin American critical perspectives on CBR to
guestion and reflect further in ways that not only tell a narrative, but that can usefully

inform practice.

2.1 Objectives

This exercise, though very small scale, hopes to provide some insight into and feed into

future critical evaluations of CBR and d ebates, a project capable of effectively listening

to, learning from, and feeding back into practice as a continuous and iterative  process.
Time, funding and resources were limited, despite our intentions to pack in and learn as

models (also as promoted in first CBR approaches in the 1980s) moving towards more rights
based approaches in the early 2000s.
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much as possible. This mean tthat we agreed that this was to be a small project,

perhaps a first step  towards a bigger project , but still one with  ambitious aims
a. To prioritis e narrativ es and critical reflection as a source of evaluation capable of
infor ming and activating  potential change through learning rather than merely

generating narratives for pr ogramme promotion and marketing.
b. Provide bottom -up reflective material which can also be shared (and possibly

translated) with the rest of CBM manageme nt and field workers, opening other
reflective spaces.
c. Enhance the knowledge base and learning of CBM around critical issues

(including interpersonal ones) from region to region.

Using an online platform  and focus groups/workshops with (largely) CBR workers and
programme man agers, the immediate objective was that of listen ing, prioritising
perceptions and views and to articulate these voices . This opened up into  a number of
fluid objectives:

1 Tooffera safe space for participants involved directly in CBR  to discuss and
debate , reflect critically on key aspects of the notion /concept (CBR), process ,
practice and outcomes

i Learnabout some of the needs of persons with disabilities and th eir families in
relation to CBR program mes and other key areas  through the voices of those
working in the field

i Listento partici pantsd views about the progr am,
and successes, problems and gaps

1 Provide a space to reflect on a number of professional, process, as well as
personal and p olicy issues in their work , including staff development, adaptability
and relevance of policy, guidelines and materials.

i Explore connections  (or otherwise) between CBR and the CRPD

T Articulate the reflections of participants on other key issues e.g. overall design,
implementation of activities, and participation

1 Reflect on impacts on  persons with disabilities , their families and communities.

Explore measures (if any) taken to minimise exclusion

1 Provide a space for participants to look forward towards the future and articulate
some recommendations.

=

While this small research provided substantial qualitative information and narratives , it
will become clear to the reader , thatit raises more questions than it can answer . This is
far from problemati ¢, but is instead a welcome contribution of this open (and we hope
participatory ) exercise as it opens up issues and concerns for further reflection as well
as research (formal and informal) . As most participants  clarified, CBRis a process, it is
rarely complete , and so would we hope isthe  questfor learning and critical th ought
thatis unconfined by boundaries



3. Methodology

The methodology in this projectis a blend of methods, reflecting our own need to adapt
as we moved along . The approach is broadly qualitative in its focus on perceptions and

voices especially of those seldom heard, providing an adequate exploration of themes ,
processes, descriptions, meanings and perspectives which cannot easily be measured
or enumerated ina quantitative stu dy (Denzin and Lincoln, 2000). It is also inspired by

the principles and values of narrative research , especially inits emphasis that there is
no defined beginning or end in research .

Like other small pieces of research, we needed to negotiate and compromise, especially
ontime , and the methodology transitioned over time. Originally, the intention was to

set up an online platform (Google Groups) which would have served as a place for
interaction, for sharing narratives, a place for critical debate. We did set up the group,

invite d quite a number of  Latin American contacts , with the idea that the researcher
(Grech) would have simpl y acted as a facilitator in an open and interactive online
process. Unfortunately, registering took very long, and the process overall, it was clear

was far from contextually relevant and adapted. Interactions were scarce, and despite

the fact that quality , in -depth material and observations were shared, feedback was

slow and too little. We discussed alternatives, and decided to use a blend of reflective
focus groups /workshops in select locations in Latin America  (El Salvador, Nicaragua and
Guatemala) run b y Grech to explore and discuss a number of key issues and explore

these in -depth in a safe space.  Focus groups (of approx. 15 participants each) were
organised around t he availability of participants and held in premises chosen by them .
In all three cases, participants worked for an organisation identifying CBR as a key
component of their work, or called their work CBR. Participants involved a blend of

programme managers and field workers. The focus groups conducted in Spanish,
included elements of a worksh op, inthat they also involved work within small groups to
discuss, generate ideas, debate and write. This, we felt was a more inclusive and

participatory approach, but also a means of stimulation and ownership of the process.

The focus groups/workshops la  sted a whole working day in an effort to minimise
interference in daily work

Compensating material generated online and these, was material drawn from other
workshops and seminars using a fluid guideline , in Honduras, Peru as well as
Nicaragua . Parts were generated b y CBM colleagues, and others sent on via email from
these locations

Material from these workshops, together w ith data generated online form the critical

data informing the analysis. The analytical process employed involved thematic analysis
(Braun and Clarke, 2006), implemented with the objective of finding common emerging

themes inthe data, using a process of coding, that is the generation of categories and

sub -categories. These key themes are presented below as key findings in res pective
sections and sub -sections.



3.1 Ethics

All ethical procedures were respected as much as was possible,  given the limitations of
online and group work, and  the visibility and interactions they involve . The first
communication on Google Groups mapped out some key  ethical concerns. This included
clear information about the project, rights of participants, and also the choice to
anonymise the material they sent. Options such as those of sending  narratives directly
by email tothe key research coor dinator (Grech) were also offered . Those participating
in the focus/groups workshops, were informed about the scope of the exercise as well

as its output, articulated their rights, including that of withdrawing at any time during

the workshops . Confidentia lity and anonymity , as far is reasonably possible, were
ensured when writing the report . To avoid singling out any individuals in the
workshops , we decided to anonymise (as much as is possible) individual narratives

3.2 Limitations and concerns

Like any other study, th is small research project has quite a few limitations and
caveats:

9 This report does not claim to be the voice of Latin American CBR workers and
neither does it claim generalizability to all Latin America n CBR projects or even
the context s they are spoken aboutand from : this project is simply a small effort
at listening and articulating the opinions, narratives and perceptions of a select

group.

9 It isnot meant to provide a platform for inferences to other CBR projects, but
simply to listen and learn from a small number of countries

I Time and other limitations :travel and budget limitations meant working on a
tight schedule, and not being able to extend contact with participan ts over time.
This would have helped strengthen relationships , trustand the quality and extent
of information shared.

1 The coordinator (Grech) entered as an outsider, with very possible implications
for feelings of suspicion , including whether this was part of an evaluative
exercise on behalf of CBM, and whether th is would have impacted the support
they receive. This may well have conditioned responses and also experiences
shared.

1 Management and the presence of foreign advisors : Like any other research and
work settings, one could assume that power relations are co nstantly operative
overtly and covertly, determining not only  how interactions unfold , but also what
people share and how they share it.

1 Translation issues : much meaning is often lost in the translation, alongside the
nuances of language , including localised words and expressions that do not exist
in English or are not easily translated . We endeavoured to translate quotes in



ways that reflect some of the nuances and even idiosyncrasies of language and
its use.

4. Key Findings

The following sections map out the key emerging themes . Where possible, we have
included as many chunks of narrative as well as vignettes with stories and photos to
support the analysis, and to open spaces for other interpretation. We also hope they

can generate ideas and avenues f or further research, reflection, and more importantly,
practice.

4.1 CBR: unclear roots, unclear notion

This short qualitative  exercise yielded substantial material about CBR, and indeed,
workshops kick started with a short , but concise question: what is CBR? Participants
were free to suggestaword or phrase they felt best described this notion or practice

while also reflecting on the perceived origins of CBR.

While common strands did emerge, it was immediately evident that CBR was arather
confusing concept among most, not least in what they perceived it s origins to be
Participants, as it seemed , had little knowledge of the formal history of CBR, the role of
the WHO in the creation and promotion of this concept , and what | ed to discourse
shifting away from institutionalised towards Community Based Rehabilitation.

Participants in one  focus group thought that CBR originated in contexts of war or as
theycalledthem ,6devel opi ng c o utimoserini anstider , spelifiet la dia or
Africa , with no particular reason or evidence of this . When asked how they had shaped
these opinions, some participants , especially field workers admit ted that it was simply
what they thought , had hardly read any background information , and had little
knowledge of the roots of CBR.

While management were reasonably familiar with formal definitions of CBR, including

the WHO definition and/or variations articulated by international organisations , field
workers were not . The notion and prac tice of CBR, as it seems , has been absorbed, and
then adjusted to  the local context (see below). This reflects agency on the part of
Southern partners, perhaps developing hybrid variations of CBR, adapted and localised.

It was interesting to note, though, that many participants felt that they were in fact

doing CBR way before they gotto know of the term, or before it was droughtin 6 and
introduced by external stakeholders such as CBM. As some articulated within the

grou ps, it was simply a name or label that help ed frame and conceptualise the practice
they were already engaged in , something , they felt, was in practice borne on the

ground:

| think that CBR  emerges from the home , or from the needs of the person with a
disability. In  thehome ,or t he surroundings of the person
didnét know, we had never received any CBR cou



coming, | eaving us a flyer with a brief summar
know. What is CBR? Itisab  out using common sense and using logic to say that

this practice can be done in this way. This, too can be CBR, because this is how

they trained us (Group 1)

They did, though acknowledge and value the role of outsiders, in particular CBM, when

it came to p roviding a range of support, including , as they expressed
1 Aguide
1 Help with shaping organisational structure, knowledge generation and

(re)orientation of practice

Filter: for ideas, tools, practice

Source of material resources, in particular financial res ources
Suggestions on how to shape and improve practice

Information on ethical processes in their work

Source of novel 6f oreignd ideas
Source of culturally diverse ideas

=A =4 =4 4 4 =4

The following quote s capture some of these observations:

For us , she (the CBR advisor) is a guide, because the fact that she comes to visit

usand tell s us: OYowrshdhaltd.dwWet hiake it on boar
seriously in the recommendations. And yes she
go to (her) éFor noextlamnfpvé ae goin tokshow some material

and we are in doubt, if we made a mistake with
through a filter. And for us, she was a filter, because on the basis of all her

recommendations, we are now about to launch a lo ad of material that will be

used in the communities, in an exhibition we are having with the fieldworkers.

Because any d oubts, we do not hesitate to ask X and we know that she will help

us (Group 2)

CBM was a pillar for the organisation to develop as it is , that did not exist as an
organisation before, that is through CBM we have achieved organisational
strengthening, they have accompanied us from the technical -methodological

evaluation through to this process (Group 3)

The organisations reflected inturn on their respective roles in this relationship , with
four emerging with particular prominence

1 Implementation of the projects

1 Reporting ( especially to CBM)

1 Compilation of data

1 Learning and teaching about CBR

Whileitis evident t hat t he | ab &édenanbr& &by theaesstakeholders, as
well as those participating offline, an insider/outsider stakeholder relationship , though
may still exist, and would deserve further research . CBR, it is important to emphasise



seems very much recognised, including b vy persons with disabilities , families, DPOs,

parents, other community organisations, and even friendly politicians  on the ground.

Still, it would be useful to question further the extent to which some aspects of CBR

have been imported, and spread from the outside in, rather than in a bottom up

fashion. This, though, may not necessarily be an issue of imposition. As one advisor
commented, CBR may not have expanded so much o6fro
seldom publicly discussed and because many projects remain small (too little funding

and also visibilty )and not because insider and | ocal mo VvV € me
determined enough . Nevertheless, and for the sake of asking questions, it would still be

useful to enquire if and the extent to which out si dad oved funds , discourse, and

the publishing of guidelines may impact a range of areas including priori ties and

directions in practice (see literature articulating similar concerns - Ingstad, 1990; Miles,

2007) . This may perhaps reaffirm the ne ed for critical insight into CBR, including

outsider influence alongside localised concerns such as the lack or absence of

willingness of some government s to take over and manage (also in conjunction with

organisations) CBR programmes 2.

It was interesting to observe that while most seemed comfortable with the name CBR,

participants in  one focus group in particular , expressed how they felt uncomfortable

with the word d6rehabilitationd, highlighting in t
Develop ment ( Desar rollo Comunitario ). Participants in another group offered other
alternativesDeéesadl udliing:i mcl us(ncugive€Community t ar i o0
Development) ,®esarroll o I nclusivo c¢on (CoransurityBasedl a Co mun

Inclusive Development) a n dinclasividad desde la Comunidad 0(Inclusion from the
Community) . This reflects broader shifts in other spaces (including in Asia) and

programmes towards other terms including Community Based Inclusive Developmen t.

This terminology is  increasingly supported by institutions such as the WHO and the Pan

American Health Organisation (PAHO) (see www.paho.org ). Indeed, even t he WHOO s
disability and rehabilitation unit (DAR) has initia ted efforts at renaming CBR,

Community Based Inclusion (CBI). Many of the participants stressed how the word
6r ehabi Inedicalised,0 deiied potential and capabilities, placing the focus instead
on Ol ackod, on peopl e wh oed® bee nobmalised landl freatadn d who ne

Medical knowledge has always had alot of power in the field of disability, and

todayéthe word O6rehabilitationd meantsofgetting
normality that comes from.. that the medical perspectinaled co
as a condition of health we all should have as individuals (Group 1)
What | hear alot of , is that rehabilitation is for someone who is ill, that is what |
hear, | hear that rehabilitation is t/her&&ay Ohe
(Group 1)
Discussions within the groups also highlighted how professionals, including medical and
academic ones, sometimes capitalise on this situation , reposit theaexmt &G so
disability, while ignoring or devaluing the invaluable work done by CBR organisa tion s
on a daily basis . Participants in one group expressed deeper concerns, including how

2 There are , though, some governments e.g. Nicaragua, Bolivia, and Ecuador currently looking
into a stra tegy to take over CBR programs (and even accompany CBM in doing this).
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CBR was perceived by others, especially professionals and politicians
or of bad quality, a
articulated another critical issue: that CBR may be perceived as a project that does not

require resources.
the support

The result is that

repl acement

for

some local politicians
(financial or otherwise), including linkages with those who can.

critically, while support is needed and is a first step,
responsibility and then take the lead. This

will pick up these issues more in
aspects. But it is important to note that

level of support

A

Oproper 6

may not too easily

as lacking quality
treat ment

provide

Even more

governments need to take

always absent, and when it does exist, may come with reasonable levels of
commitment to CBR

programmes , it has potential to

reinforcing it as a credible and viable option
CBR and sustainabi

4.2 Conceptualising CBR

In the absence of knowledge of an all

. While the financial support may not be enough to
somehow contribute to

the sustainability of CBR

is even harder to come by.
-depth in a later section as we discuss problematic
decentralised support (municipal level) is not

fully fund CBR

. The linkages between municipal support,

lity are an area that requires in

-depth study.

forward by the WHO, manuals and other formal documents, participants

their own notions of CBR . They offer ed multiple words they felt described CBR a
concept, process and outcome

. Some of these are

presented verbatim

-encompassing definition, including that pushed

articulated
sa
in the table

below , highlighting a wide and also heterogeneous range of understandings, though not
without common po

ints of encounter

=4 =8 =4 4 4 -4 —f a8 -8 -8 fa o oa s Ao o g

Service
Potential
Strategy
Tool
Guidance
Help
Resources
Work
Participation
Education
Alliances
Love

Team

Guide
Empathy
Inclusion
Quality of life
Management
Confusion
Necessity
(Self)learning

=

= =4 —a -4 A

=4 =4 -4 4 4 -4 -8 8 8 A -4 9

Community work

Inclusion (of persons with
disabilities , children, family,

community)
Diversity
Change
Opportunity
Empowerment

Willingness (family, political,

religious etc.)
Socialisation
Rights
Solidarity
Humanity
Accompaniment
Commitment
Inclusive Development
A process
Integration
Integral

Comm unity
Unity

and

10

and



Participants in the workshops were invited to reflecton  these key words, andto work in
subgroups to come up with their own definitions of CBR. This was an interesting

process, not least because none of the focus groups  made reference to the formal

definition employed by international organisations, formulating instead  very creative

and empowered definitions. | reproduce a number of these in their entirety

A flexible tool that allows communities to offer and generate opp ortunities for
comprehensi ve de v drdnmothemerombotidn and protection of

human rights and to inclusive development (Group 1)

Itis a participatory strategy of help to persons with disabilities through
resources and tools for support so that they reach a better quality of life , by
asserting their  rights and opportunities through inclusion and integral care
developing their potential, permitting them to improve, become independent

and be producti ve persons in their community and social and family
environment  (Group 2)

It is a strategy that offers tools and guidelines to include persons with
disabilities in society and create development through the resources of the
community and inter -institutiona | management to reach the achievement
of rights , generating commitment by everyone (family, communities,
governments, NGOs)  (Group 2)

I't is a str at eg ghargdsattétude g u iinrcansnunities,  will power

to make reality the achievement of the right s of persons with disabilities (Group

3)

It is a programme that attends to children in for example, rehabilitation in
accepting the reality of the disability they have. To include them in all sectors ,
education, work, everyt h(Waerkghbp, Peru)

Iltisa multi -sectoral strategy that helps through its actions. To inform,

socialise, social communication , rehabilitation, inclusion, empowerment on
rights of persons with disabilities and develop capabilitiesté

to health, education of persons w ith disabilities  (Workshop, Peru)

4.2.1 CBR: from heterogeneity to common strands

Looking at the descriptions and definitions offered above, itis clearthat CBRis  not a
clear concept or notion, and much less, a clear method or output . Importantly, thereis
no agreed definition among those working in it , but to be clear, neither was it planned

to be a structured or definite concept . Thisis far from problematic, and perhaps a
strong point  of CBR, making it, as it seems a malleable concept and pr actic e in Latin
American contexts that are used to adapting, and t hat are im portantly, constantly
changing - contexts that are  packed with agency (Grech, 2015). Disability, conditions
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and circumstances are constantly changing, and persons with disabilities , fami lies and

communities are heterogeneous (see Garland - Thomson, 2005). The range of words

used above , in particular the focus on process, adaptation and change, point to the

need to look at CBR as not only fluid, but also a concept that needs to be continuou sly
(re)defined.

Reflecting broadly and outwards, participants in the three focus groups wenton to
debate the notion and practice of CBR . W hile understandings were varied, and there

di dnd6t seem to be o0 nedarapplied itwas otear e, nndiudingsamong
those participating  offline , that common strands and understandings of what CBR might

be, its objectives, and how it may go about achieving these , do exist . This is evident in
the definitions offered above. | attempt to capture some of thes e in main the points
below:

a. CBR s a process : it has no definite beginning or end, itis ¢ ontinuous , adaptive, and
dynamic :

Step by step starting from self -assessment to programme development and
implementation  (Group 3)

As a process, though, it may notalways be smooth, move in positive ways or have
positive impacts , butis instead iterative , dynamic and sometimes turbulent . An online
participant captures this idea succinctly:

Forme,itisa dynamic and continuous process that goes through various stages
depending on the social dynamic and the specific context where it is applied. As

with all evolutionary processes , it can also regress, and start again, sketching a

unique spiral across time (Group 2)

b. CBR s a strategy : in working towards the rights and empowerment of persons with
disabilities , but also their families and communities . Again, as a strategy, it is
simply a tool kit to be used by those working in the field:
Itisa multi -sectoral strategy with a focus on rig hts to reduce poverty,
di scrimination, general opportunities for inte

as everyone else  (Workshop, Peru)

c. ltis a means and end in itself . as ameans, CBR is the strategy and toolkit
contributing to well  -being , but its bounde dness to rights and community
development for the well  -being of persons with disabilities , mak es it an objective to
aspire to:
€ on one hand it i s a -bsingrofpersogswithfdisabilitidshrel we | |
their familieséand on tehtleat persohsenth disabititiesiae t he hop
happy, and that their rights are entirely respected (Online)

d. CBR s about change : in structures, the social and physical environment, policies,

attitudes , services, but also personal change and empowerment , for example in
well -being (in cluding psychological aspects). It is about providing access to health,
education, and a better quality of life overall. CBR, as most participants
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emphasised , is critically about inclusion, one that is holistic (see point below) ,and
whic h involves educating community and society.

Rehabilitation is about change, and this c hange is multidimensional and
comprehensive : it transcends health  to cover personal, social, economic, cultural,
policy, service, religious/spiritual, ideological and attitudinal and other dimensions

Working with CBR and seeing the person as a whole, not only the aspect of
health, and yes there is poverty, and yes one has to p ull him/her out of this
cycle, and there yes there is integration and to include him/her in all areas

(Group 2)

Generate opportunities, work opportunities, to have development, rights,

an

changes, including emotional ones, for example, changes in self -esteeméone ¢
also take into consideration changes in the social environments, this change

refers to the fact that even society considers worthy the contribution that

persons with disabilities make to the community (Group 3)

Each person, health, rehabilitation , educati on, l'iveli hoodéall

comprehensive vision and must work together. It is a change in attitude. What
happens in our society is that this comprehensiveness is what is lacking. We

need to change this mentality, as health personnel, | must co nnect myself with
education. The community needs to learn a more comprehensive way. Being
human is comprehensive, not segmented (Workshop, Peru)

CBR is cross -sectoral : it involves dialogue and implementation across sectors,
including, among others, livelihoods, health, education, infrastructure, justice, and
communications.

It _involves promoting, working towards and educating about rights (of persons with
disabilities , their families and communities ), so that people can claim them
What interests us is not that people know of the project, but that people know

about rights. If people or the person knows about rights, everything else is a

plus. If he/she knows that health is a right, then he/she will know that in the
community there mu st be health care. Equally, if education is a right, to know
that in the communities there is inclusive education (Group 2)

r

CBRi s concer nevde Iwopgnhe ntdée, mo r en cslpuesciivfei cdaelvleyl odpime r

while the latter remains an elusive concept , participants in wor kshops articulated

id eas about what this might mean: change; personal and social change ; better
quality of life; independence; participation; productivity; empowerment;

accessibility . One group def i ned O6i ncl us ibdaed |dnecorestasding froenn t
the communityod.

Well - being and empowerment are targeted not only at persons with disabilities  : but
also families and community . Still, improvementin the quality of life of the person
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with disabilities  must remain  firmly in focus  and the priority

Family and community are critical . participation is fundamental in supporting the
person with disabilities , accessing services, impacting his/her well -being, and giving
continuity to CBR as a process. Families provide much psychologic al and material
support, but as CBR workers stressed, can also be a source of barriers , for example
through over protection . They therefore need to be roped in as genuine partners,

while CBR workers must focus on chang ing attitudes and provid ing support
mechanisms including gatekeeping, linkages to key services etc

Without family and community, this is impossib
CBR develops, and how they support the person with a disability éand al so

because there are attitudes there that affect the person, and that is where we

(CBR workers) come in, like a bridge € (Online)

In the Andean world, it is about living well, you live well with your surroundings ,
and your community contributes too. I't means
envi ronment is the family, they (family members) have to include the person.

Respect too is important, and this is @oodliving @ Fami ly is the primar:

environment. The family have to take the person with a disability into
considerat ion, including his/her opini ons and rights. And then, as a second social

surrounding, comes the community € otbuild the community together with the
person. With this strategy , the subject of including the person with a disability in
society and respecting his/her rights , has been dev eloping (Workshop, Peru)

Rehabilitation is directly with the person with a disability, but included too, is

his/her environment. For the person to be able to rehabilitate, we have to

depend on the family and the community , for acceptance and empowerment of
the person, so that changes can happen (Group 3)

It is clear though that involving family and community means that these are not
simply roped in , but must be transformed in the process:

The community has to trans formits el f f or t he achievement of

that interests us is to carry the person with a disability towards entitlement and
rehabilitation, and we have to drive these changes and transformations in the
community to be able to achieve rights (Group 2)

CBR emerges from and __is moulded around communities . their experiences , their

engagement with disability:

The experience, really, CBR emerges from the same communities, from the good
experiences ¢thébapaesprdéeé good ones (Group 1)

Itinvolves creating awareness among policy makers, service providers,
communities and others  : so they can support and contribute to inclusion
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m.

n.

We have tried to create awareness among organisations, municipalities, so the

state assumes it as a responsibility. Communit y is a space to live together to

reach a harmony. This harmony is a constant struggle we aspire towards.
Inclusion has to form part of this democratic space, so they too can contribute
(Group 1)

It is flexible and depends on flexibility and responsiveness to change  : CBR depends
on being able to shift and change as circumstances vary , and this flexibility is

needed not only by CBR workers, but also by persons with disabilities | their

families, community, policy makers, service providers a nd others.

A process of learning _and (self) change : by persons with disabilities , families and

also those working in  CBR, and hence involves change in approaches and
programmes too:

CBR has evolved alot from the time we started off with the traditional model , and
we have learnt many lessons, now we understand how the fieldworkers |, t he ones
who survived emigration have served as examples for their communities, and we

have two who have already made radical changes in the area of accessibility
(Online, Mexi co)

Looking for and forming alliances and collaborations is key . this involves

community as well as  other organisations (especially Di sabled Peopl ebs

Organisations (DPOs), political leaders and municipal authorities, national policy
makers, universities,  churches and others . While time did not afford such an in
depth exploration of these alliances and collaborations, it was evident that CBR and
CBR organisations do not function in isolation, and are indeed dependent on
relationships they shape, and the fun ctions and roles they share with others
includes tapping into services offered by other organisations (national and
international)  (e.g. in health, assistive devices, and education), and building

. This

bridges with other service providers and those lobbyin g and working in other fields,

including gender and childhood. These may contribute not only funding, but
exchange of knowledge  and learning. To reiterate, these collaborations require
more in -depth research

On some occasions, and only on some occasions, we coordinate with the
municipalities, which are the local governments, for example, we manage

also

togetherthe transport to mobilise peopl eéfor some

conducted, so there is coordination with certain government entities, local

government séthe registry is also a national

(Group 2)

And so now, already working with CBR, the same person comes to an

appointment, identifies him/herself, but apart from giving him /her the medical
care he/she nee ds, he/she also receives more specialised care. And that is where

allianc es with other institutions come in (Group 2)
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p. Itinvolves empathy and understanding and is sensitive to diversity

g. CBRs notcheap , and cost -cutting m ay impact quality and sustainability (see below
for more on costs )

Working cheaply means cheap work (Online)

r. CBR may be erratic and difficult to plan : as a dynamic process, itis dependenton
and conditioned by  various extraneous factors (including funding, political support,
participation of families etc.) , it is often difficult to plan ahead and requires adaptive
tweaking at various points . As one participant putit , CBR ds not a structured

programme &

s. Not charity : most of those in focus groups stressed that CBR is rights -driven,
emphasising they did not promote handouts. Consequently, they  highlighted how
they asked for a contribution for services 3, however small, framing it as a Gsymbolic
contribution &

€ despite the fact that we had the opportunity to give everything for free:
consultations, vitamins, medication, we (the organisation) never gave everything
for free. Because we were seeing that people would give more value to things
when having to pay something sy mbolic than having everything handed out to

t hem. Because people would think: o6if they giyv
not goodé. And so it is better if it costs the
value it. So none of the programmes have been e ntirely subsidised, hundred per

cent. (Group 2)

The perceived common strands mapped out above , were indeed confirmed by what
participants in  two of the group s saw as practices, including behaviours and attitude S,
which arenot or candt GBR The Wdrds and phrases used to describe these,
included :

Decisions without the person
False expectations
Indifference

Working in an isolated way
Excluding other organisations (e.g. municipalities, churches etc.) , families and
communities

Discrimination

Exclusio n

Imposition

Working cheaply

Ignorance

=A =4 =4 -4 4

=A =4 -4 4

3 It is important to note that this is not accepted everywhere. Indeed, one advisor reported how
in Nicaragua the government has prohibited financial contributions.
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A structured programme

Charity

A recipe

Lack of willingness

Something initiated from the outside.
Something static

=A =4 =4 =4 4

4.2.2 CBR,rights , policy andthe CRPD: linkages

The mentioning of rights was frequent , with participants , offline and online, stressing
that CBR notonly ha s arole in contributing to the achievement of the rights of persons
with disabilities . Importantly, = CBR and rights exist  in a tight symbiotic relationship

Rights are what stimulate CBR in th e first place, so that persons with disabilities
can have a good quality of life and live equally as anyone else, and CBR
stimulates rights  (Group 1)

As th is quote suggest s, rights are an objective to be reached through their work in
CBR, butalso anend . CBR workers are instrumental in this process as guardians and
promoters of rights achievement and promotion:

Without doubt, despite the difficulties, we believe that this strategy (CBR) is

contributing to the achievement of the rights of persons with disab ilities , because
we have become the  companions of persons with  disabilities and their families in
the protection of their rights (Workshop, Honduras)

We work with the hope that persons with disabilities can have rights, to work, to
get an education, to sen  d their children to school, to live satisfied just like any
other person (Group 3)

Policy was mentioned frequently, in particular national disability policy and the support

it provides in framing but also supporting CBR work as a holistic strategy , and hol ding
institutions to account . These explanations by Peruvian partners online, sum up a
number of aspects

€ y e, very important because it helps us to demand they fulfil their
responsibilitieséof great use, maybe without
thought of health campaigns. With this law we have organised awareness

campaigns, for teachers, DPOs...itis an advanc ed law that includes all the rights,

it has pushed aside the charity focus, the medical one of disability. It has opened

the door for us to work on through a participatory paradigm . On the subject of
education, we work on it as it is in the law. It has bac ked our proposals

(Workshop, Peru)

It is important that the law textually mentions CBR as a strategy. This legitimises
our experience. It is not only for the rural zone, but is instead a different way of

thinking. The law has allowed us to visualise the C BR strategy. It has backed us

17



up. Inthe area of  accessibility, they speak about universal design. It opens a

range of possibilities: not only physical accessibility, but also in communications,
technology , above all changes in attitude. Then the subject o f empowerment:
persons with disabilities are recognised before the law. They have their own life

in society, same with DPOs. It is important because it legitimises the work of

DPOs. All this approach of  working with a social focus, of rights, of the law,

allows usé to conceptualise disability, and this is in line with the UNCRPD. |

believe textual. Now it allows us to use certain terminology. For example how to

name theperson. No | onger O&éexcepbrodabep datodmwshd ut
disabilities § n ot only because the law says it, but it is a new perspective.  Another
contribution of the law is that it speaks about childhood with disabilities . Now it
talks about comprehensive development, the protection of children with a

disability (Workshop, Peru)

The CRPD was reasonably mentioned in the focus groups, and it was clear that this

provided impetus to work harder, strengthened ideology, and there was quite some
hope that it constituted an overriding politicalto ol that pushed for and challenged
national policy when it did not deliver

It is important because the countries that are signatories have had to make

modifications to the laws of the country in order to adapt and fulfil it. Here in the

country right now there is a movement of DPOs, not only here , butin all the
country, that is in discussions because there is a certain vacuum in the equality

act, and the equal treatment act is under the umbrella of the Convention, and so

what they want to do is that there are no longer these vacuums within the la w of
equalization of opportunities because this leaves a space for it not to be fulfilled,

and because of this there is space to evade responsibility so to speak, both by

society as in the case of employers for example when it is a person in search of

work . And so, yes the Convention is important, because it is an instrument, like

it or not, that the State has signed and also has an optional protocol, and so it
obliges the State to fulfil it, to ensure the fulfilment of the rights. And thus there

is compliance not only in the law in force in the country , but also in the rights
established in the Convention (Group 2)

It also, and more basically, opened a channel for communicating with politicians:

So first there is the need to convince them (municipalities), the committee

members. And then  to talk to them (persons with disabilities ) about the
Convention so that they feel empowered and have the power to reach the

Mayor's office and  say: "No, butlook ,itisthe g overnment that has to ensure the
implementation of these rights”... If we had not spoken of the Convention or of

the rights of persons with disabilities to the members of the committee, | believe

it would have been quite difficult to convince them (Group 2)

For many, it served  more than anything , to reinforce the discourse against charity, and

that the fight was  one for rights and equality . It supported the concerted effort at

challenging what participants f r equent |l y cal | e(patedhgisnb)e ramdal i s mo
d a n d o Yasisténcialismo) , includin g symbolic paternalism.
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It was interesting to note that when challenged further about the notion that charity

may be operative even within communities, and not necessarily in harmful ways,

participant sin two of the groups stated that it was handouts they had a problem with,
especially ones motivated by 0 p i.These encouraged dependence , and ultimately
compromised the quest for rights

To help people is okay, busttgivingimond ®@e & an§ atherst op he
thing isndét the solution, at | east, not foreve
rights and that they have to fight and never stop (Group 1)

What happens is that very often we co(Gfoupse t he
2)

Unfortunately, this  approach faces an uphill struggle when confronted by diffuse charity
images in Latin America, such as those promoted in the Teleton #, consistently pushing
rights further  back into the policy and service background

éit f ost ereeapersonwhotiscchamed, or dirty, with no food, with no
clothes. And so the pernson 6smayso:i n@gP aoor gp evres chi |
|l 61 1l mgheg for this persond. But it is seen fro
based on pity. Onagityifitisgpersodhas rights ¢ h(Grupo 2 )

All groups, to some or other extent , emphasised how CBR provided and supported a

language of rights in context s where there was  too often no committed public poli ¢y,

and much less, enforcement. It was there fore partofthe CBR strategy to achieve parts

ofthe CRPD. Nevertheless, adaptation and using what O6w
appeared key:

And so we believed that there were only ten rights. And when we saw the

number, it was a shock to us, when we received th is course online, because they
spoke to us of the rights commission. And reading it, which was a task they

asked of us, we read the rights and that they were fifty, and of the fifty we chose

the ten most important for us. And then we drew out some comparis ons (Group
2)
It was , though , possible over the course of debates ( online and offline ) to see that in

practice the linkages between CBR and the CRPD appeared loose and fluid , backed by

scarce knowledge of the actual content of the CRPD . Indeed, while most of those in the

workshops mentioned rights and the CRPD as an effective political instrument, whether

in lobbying governments  or a benchmark against which to work, it became increasingly

evident that few , especially the field workers, had actually read any of its content. But

|l et 6s face it one would i magine, not Tharaewashave r
also little knowled ge about the journey of rights ( origins, language, discourse and

4 The Teleton is a ¢ harity even t present in many Latin American countries, the objective of which
is charitable fundraising for disability, with the idea that the funds are then dispensed to a

number of organisations. Criticisms of the Teleton are many, especially among those working in
the disability and rights sector (including in CBR), mainly that it depends on and reinforces
charity and charitable images of persons with disabilities. Others (see Grech, 2015) also

document corruption in the selection of beneficiaries and di spensing of funds.
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political developments ), including in Latin A merica. This does not necessarily dilute its
relevance . Infact, anumber of focusgroup managers stated how they would mention
the CRPD with local politicians when they witnessed injustices .I'nthisrole ,they also
tried to informally educate about the existence of the CRPD. These claimed that the

CRPD also constituted a  strong toolto  put pressure to modify existing national policy,

to make demands as best as they could, even though, as most admitted, these

de mands were rarely accommodated in practice . Indeed, indifferent politics and
politicians , lack of knowledge and information about rights, and the reality of poverty,
were strong factors and barriers, diluting the power of the CRPD as it met very real and

concrete obstacles (see also Soldatic and Grech, 2014 ; Grech, 2015 for more on these
barriers):

Are we fulfilling the law or not? It is not only about the law being written, but

that it is fulfilled. And who is going to guarantee that it is fulfilled? It s hould be
the S tate. The State is not executing the functions it should... we are far from
achieving compliance...And so when we started talking , We used to say: it is
important for us to know it, but it is important that we demand compliance

(Group 2)

| believe that CBR knows the Convention. The Convention does not know CBR,
and so it is diff i cgldbdlféafesrsealapting themdo realitye
is very difficult  (Group 1)

Barriers are not only political, but also include those of limited reso  urces and over -
stretched organisations  constantly multi  -tasking :

The problem is that it gets complicated because we are, like, specialists in
everything, and at the same time, specialists in nothing (Group 1)

Participants int his same group reflected furth er on the interactions between CBR and

the CRPD, highlighting how the CRPD was ultimately more attractive in financial terms,
meaning that at least in discursive terms, people were more prone to latch on to it than

CBR. This included random politicians and organisations working in other sectors

Within the disability sector too, not all voices and countries are as powerful or  equally

represented , and some do feel left out

CBR, | believe, does not generate money. But the Convention, | believe, yes

does gene rate money. And so when you have something that generates money,

then even governments rapidly grab it and appl
truth is that all the laws, for example the disability law, comes from a source.

And you know what the source is?. .. The Convention is the result of people who

gather to talk about human rights... delegates of... And | don't know how much

influence a small country like ours has in a global forum. It is as if we were

speaking about the United Nations Security Council, that (the country) was part

of, and how much did the country influence in that space? | imagine that it is

somewhat similar in those forums (Group 1) .
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4.2.3 Gui delines and matrices: do we need them?

As discussions developed, participants also reflected on the role of the gui  delines. A I
three focus groups  saw some or other meritin CBR work. One group commented on
how the guidelines were useful in orienting thei r work , taking the ideas into the

community, and how the matrix was handy when it came to checking and ensuring

they were covering all priority areas. The group also commented that these were not

carved in stone, and  how while not everything was r elevantt o the context and contexts
they worked in, there was space to adapt them, which was a key perceived strong
point:

When we read the guide and that a person with a disability has the right to get
married, and we started talking about involvement in cultural aspects. So we
tried to bring it to the communities too. Yes we have read the guide, and yes we
brought it to the promoters and fieldworkers .Andy es, there are things that are
feasible for us, and others that are not (Group 2)

Another group also noted ho w the guidelines were accessible and a helpful way in
implementing the CRPD . Participants within this group, highlighted how in practice they

had only (at best) read parts of the guidelines, but which they felt were flexible

enough, and provided the opport  unity to link with and build upon their already existing
knowledge base:

We all have them, but reading them directly, something aside, not all, but yes we
have used some of them, including where there is the summary... | consider that
it is necessary. But  in practice we combine this with knowledge... the information
that is in the guide gives us an idea to shape more programs, to work with

persons with  disabilities (Group 3)

Contributions from other spaces ,online and offline built up and extended from thes e
perceived merits  highlighting other attributes including: the generation of ideas,
conceptual developments, and fluid programme guidance

€t o have more ideas on i deas t(WorkshapyRerut o suppor
éin truth, they have atebrgialduppoe niWarksehom Beru)

It has been like a process. Because the team was small, the team of field

workers together with the promoters, facilitators. And that team was building up,

and each month we proposed a theme, a theme that was consist ent with what
was CBR was, but expanded. They gave us the guidelines, we started to get from

them all the basics. We could not do everything that was in the guidelines, we

cannot work... the matrix for example. But someone got the issues of health,

educati on, worked a bit with empowerment, and socio -economic inclusion (Group
2)
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The quote above usefully suggests a contribution of the guidelines, in particular in

broadening the areas of intervention beyond health and rehabilitation  , driving attention

towards the various  areas and intersectionalities . In line with this , one group insisted

how the guidelines contributed to a paradigmatic change or rather th e notion that
6rehabilitationd is a broad and multidi mensi onal

| also fe el that the CBR guidelines help with paradigmatic changes. Itis a

foundation of CBR that shows how in a rehabilitative medical model, a person

with a disability only needs therapy and mainly occupational therapy. But , inthe
CBR guidelines we can see the different components and how community levels
are needed to  strengthen what is already being done (Group 3)

Nevertheless, one group in particular ~ was consistently more questioning and critical,
insisting that these guidelines were ultimately something they had already figured out

ontheground informally ,and di dnét necessarily need t hem. I n
t hey s u g ditdesrore than @ommon sense 6 They were sibmpaiyt hao uétl ab
which they would have still functioned effectiv ely:

We were already working without the guidelines, without knowing the guideline S.

We realised that the person not only had needs in education, health, but we were

looking at the issue of work and all that. When we look at the guidelines, the

only thing that they show us is that yes there is the need to work in a
comprehensive manner for the person. But the guidelines do not necessarily

come to give us all the solutions, and so it should be, because we were already
working that way, or rather, we were alr eady doing it, without reading, without
knowing the guidelines... We were born using common sense and logic of how
things should be done. If you ask whether | have read all the guidelines, no |

have not read all of them (Group 1).

When engaged in more crit  ical debate, though, allthree groups expressed how despite
their flexible contribution, there were still aspects that were lacking or not emphasised

enough in these guidelines to make them completely useable, and at times, relevant

For many, the use oft hese guidelines was often erratic on account of some perceived
limitations in these . These included:

1 Weak linkages with policy and government: the guidelines , participants
commented, seem insufficiently alert and sensitive to the power of policy,
governmen t, and other stakeholders in determining the trajectory, modality and
success of CBR in practice. Reflecting on micro -politics and their impact, one
person in one specific group  commented that the guidelines and CBR more
broadly may even remove responsibil ity from the government, making disability
the responsibility of ~ CBR workers and small organisations alone. It is important
to note, though, that anecdotal/ secondary information suggests that in some
contexts, this may not always be the case or only to acertain extent. For
example in Nicaragua, training on the guidelines has been extensive, with
government supporting on this training and opening it up to a country level (all
departments), including those working in health, education, and livelihoods
amo ng others.
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Legal body: in line with the above, participants commented that the guidelines
were useful in guidi  ng their work, but had few linkages with disability and other
policy and had little  direct influence over these.

The reality of lack of opportunit ies and limited influence confronting persons with
disabilities and families :

When it comes to work, employment, we do not have like a fund for

wor ké | know that people in the community F
studied even up to a certificate level... University level we practically do

not have... If there is a job opportunity we communicate with the person

and establish the contact. But we do not manage this , we do not get

involved directly in approaching instituto ns: 061 ook, I have so n

with disabilities that you could (emp !l ¢Groum2)
Little focus on adolescence

Scarce alertness to the prevention of violence of women and children . thisis a
very serious concern considering global evidence of higher levels of vulnerability
to violence among disabled populations (see Chouinard, 2012):

As well, one thing that perhaps is lacking is prevention of violence. We are
speaking about a person with a disability, who for having a disability, for
being a women , faces double the risk of violence. And so how to include
this theme too  (Group 2)

Knowledge of these guidelines by university lecturers and other educators is
lacking if not inexistent  : this compromises  the formation of  alliances and
diminishes perceived releva  nce of their work.

They are costly to implement in practice: participants were emphatic at various
times that following the guidelines required resourcesthey often did not have in
sufficient amounts  and regularity

Personal experiences are missing from these guidelines

Contextualised experiences are lacking: one group in particular reflected how
they felt the  material informing these guidelines may not have been completely
relevant to their own contexts or based on these spaces and concerns

Knowledge of the experiences of other organisations: one focus group alerted to

how the guidelines provide a sort of template, but are not backed by , and do not
emphasise exchanges between organisations. These , they suggested could
provide a space for the exchange o f knowledge, success stories, sharing of

inform ation on implement ation , and importantly  help avoid repeating the same
mistakes.

Audio -visual methods to account for illiteracy: the same group insisted that the
guidelines would have wider usability in audi o-visual format for literacy, but also
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for cultural reasons, and which would help them be more personally, culturally
and contextually adapted.

Participants in other workshops, sum med up some of these issues , highlighting perhaps
how the guide lines are also more of use among middle and top management for
strategy ratherthan CBR workers in the field

Many examples are very distant from our contex
But the theoretical support, yes. You have a didactic management of themes. |

|l i ked the part about di saster s, but in truth w
parts of the guidelines in our presentations. In fact it is a resource. The

guidelines are a basis upon which to suggest regional strategies (Workshop,

Peru).

Finally, one gro up, in a brief reflection on the CBR matrix, suggested how this may not
be adequately sensitive to the heterogeneity of disability. Nevertheless, they insisted

they were aware that the matrix was not there to be followed with precision:
I dondt beit isisvole, bechuse what the matrix is based on, log ically so,
is the necessity for  comprehensive care for people. But we are not looking enough
at the issue of heterogeneity, the individual and all of this (Group 1)

43 Refl ecting on 6i mpact d

Impact has become a buzzword in sectors such as development as well as disability -
inclusive development. Many are trying hard to prove their work is having impact,

whether for funding or for marketing purposes, and much effort is dedicated to trying

to pro ve something that few can in fact define or are in agreement about (see
Chambers, 2012). Everyone everywhere seems to be chasing the spectre of impact, but

no one really knows what we are talking about.

While participants online and offline, were clear in suggesting they felt their work was

having an impact on persons with disabilities, families and communities, responses to

what they actually understood by 6i mpactdé, or whe
an impact, suggested that in practice, much lack o f clarity surrounds this term. This did

not mean that they didnét reflect on what it coul
in groups offered multiple understandings, suggesting a pluralism of understandings.

Impact is packed with subjectivity, and tick -box approaches (such as those in

structured monitoring and evaluation exercises) are unlikely to work because many

di mensions can hardly be enumer at ebde iomrg éc.a pWhuirleed ,
participants were clear in stating that impact was important to them (for drive and

motivation), that it served the objectives of funders, and that they were required

(directly or indirectly) to show that their work was positively affecting people, they

were still unsure as to what this meant. The breadth of ideas e xpressed around this

notion, do though, highlight some common perspectives, in particular alignment with

more popular quantified or quantifiable objectives - that it is about some  thing
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anticipated and/ or outcomes that can be measured. Nevertheless, it is mo re than
evident how these are offset by m ore fluid, holistic, subjective understandings of a
notion tha tis changing, multidimensional, and hard to control and perhaps even
anticipate. The rangeof r ef |l ecti ons and descri pt ithvee Socusf
groups are presented verbatim below:

Something that can be measured

Success

Support

Both quantitative and qualitative

Results obtained in line with defined objectives
Tangible

Commitment

Transversal

Sustainable

Quantity  e.g. number of persons supported
Good or bad outcome  thatis not expected
Something long term

Various changes: vision, dreams of the future etc.
Participation and Involvement

More freedom

Something new

Something that  leaves a mark

Independence
Less pover ty and suffering
Rights

A model to follow of good practice
Empowerment of persons with disabilities (spirit, enthusiasm), families and
communities

=4 =4 =8 4 -4 -8 -f - A ofCa eSS

1 Togenerate opportunities for persons with disabilities and their families

1 Inclusion :adiverse community

i Changein attitudes :the person with disabilities accepts him/herself

1 Acknowledging and attending to the needs of each individual person

1 Attentiontothe heterogeneity of disability

1 Flexibility

1 It emerges from the ground (not from the outside) and the community, and

involves community participation.
1 Independence and self -management, including deciding autonomously how to
spend money
1 Take decisions in a self -determined way
Personal development : that is physical and intellectual, and this is a process
9 Laughter and happiness

=

It is possible to reflect further on these, and in particular to mark out common themes
For ease of reading, | have highlighted these in bold. In particular, it is clear to see how
impact has bot h qualitative and  quantitative  dimensions, and how much of it is about

personal and familial development. It is also abouta leavinga mark, alegacy, and this

Oi
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impact is multidimensional . This has serious implications for how it is understood, but
alsofor how it is 6documentedd or Omeasuredo.

4.3.1 CBR: perceived contributions to discourse and practice

Participants reflected further on impact and in particular on CBR and its perceived

contributions. A s the conceptualisations in the early part of this re port suggest, views
about CBR were very positive among those working in it. Participant s online and offline
expressed how CBR gave hope to families with little or no support, and despite the fact
that many claimed to already have been performing this work informally , CBR made
them feel part of something bigger, an idea, perhaps a movement:

It is a movement, a collective struggle for the well -being of persons with
disabilities (Group 2)

CBR gives hope to families who would not have any support without the
programme, we work in many areas and we give hope to persons with
disabilities through our work  (Group 3)

Those working within groups, as well as those online, shared a number of stories,

including personal ones, suggestinga CBR process that is needed, cal led for, that has
impact, and that may indeed be a one -stop shop for anything disability, especially in
poor communities.  The following is a synthesis of the key positive aspects perceived:

1 CBR has in some contexts help  ed reframe and perhaps shift cultural and

religious/spiritual beliefs about disabilities and their origins.  The following
excerpt hi ghl i ghts how the notions of wae sabil it yi(
reframed through CBR, how this challenge d and repositioned traditional ideas,
including beliefs that disability was a result of sin
él sd a r khow where CBR emerges from, that is, ever y social context
gives it a name, butéfrom the religious poi
subject of sin, if a person was born with a disability, it was because he/she
was carrying some siné.if one sneezed in tt
omen, this is why they would say O6bl ess yol
afternoon, it was a good omen. And so the subject of CBR too has its
contexté.in religious terms, if a child was:c
6sinbé, but then came another transformati or
on towards the context of rehabilitationéBl
theme of the social, of social in clusion, and so this journey has developed
along with the subject of disability and emerging strategies (Group 3)

1 CBRis contributing to facilitating access to services and life spheres, such as
health and rehabilitation and education and work, especially for those with few
means to do so, and may (directly or indirectly) be contributing to positive
change including  poverty reduction  and inclusion
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People already know their rights, and people and their communities speak

about rights, people from communities are no longer set apart, that is,

hidden in the house without the family knowing. Persons with disabilities

too are working. Before ,they di dnothenmcang ee They di dndt go
to look for work out of fear they would be rejected (Group 2)

The following lengthy but detailed narrative , documents the journey  toget a
child into a school, one of building bridges and changing attitudes:

..we have a school where there is a child wi
does notgo to school every day. And the teacher came to one of these

training sessions and she took him back, because we used an example of

achildwe metin X (locaton) , a child with Downds syndro
very restless, he hit the other children, and lacked respect for teachers.

And so this time , | told her (teacher) about this boy's experience. Then

the surprise came when, some three months ago, the teacher told us that

the child was going to school. He is not going every day, | think three

times a week. The mother or the father stay s with him at school, in class,

so that the child can be quiet. She (the teacher) adapted the exams for

him, but yes, | had the opportunity to see the exam and she gave him

directcomuwrsg:hed tree in greend. And the child
means that the child can already identify that it is a tree, the colours, the

figures. And he is now starting to write some | et knew all. He d
of them, but the teacher has taken the time, she had patience and

commitment to dedicate more time to this ch ildandtodoa different exam

for him, constantly adapting it to what the other children are learning. And
so | believe it has been an achievement, because starting from there, from
speaking about rights to teachers, opportunities have been opening up for
all children of the community (Group 2)

1 CBRis providing efforts at working towards rights and to uphold these through
campaigns, networking etc. This is supported by positive attitudinal change and
political motivation among persons with disabilities and their own organisations:

New initiatives are emerging that they themselves have thought of. They

want to form a regional net wor k of DPOsé. ar
they are organising in a better way, and are forming part of political life ,

and some are aiming for political positions. They already feel capable of

participating, each time more independent ly (Workshop, Peru)

9 Itis bringing the discourse of rights to policy makers and others, and may be
(slowly) influencing how these see pers ons with disabilities

Before,t here was talk about productive organi s
are talking about these but also about DPOs. Now the political candidates

also talk about persons with disabilities , about the new law and its

regulations (Worksh op, Peru)
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It is contributing to changing attitudes towards persons with disabilities
including within their families and communities and policy makers :

It is also about educating parents and other children so that they do not
discriminate against them, so that they too start learning about equality in
rights. And so it has been a process, but it has been thanks to the fact

that we had the support of CBM (Group 2)

CBR projects are for the community , and through it , one works and one
goes on rehabilitating  lives. At a community level, our work has a great
impact since we already support a number of people in the community,

and it influences them (Online, Honduras)

Provides guidance to  persons with disabilities ~ and their families  and CBR workers
provide acco mpaniment

A point of contact  and reference, including information especially for those in the
most isolated rural areas

Sensit ises authorities

Strengthense mphasi s on nred dviy edResiallf collaborations with local
organisations working in different sectors

A means of identifying needs, a sort of mapping exercise , and then developing a
trail of interconnected services and programmes  to accommodate these  as they
emerged : This exce rptfrom one ofthe  focus groups captures this process
succinctly:

Another very important aspect that contributed to the growth of the CBR
strategy, was the work in networks, and the alliance among local
organisations. That was also extremely important, an d from this self -
assessment tool - the three parts - emerged all program  me s within the
framework of the CBR strategy, we became aware that we needed an

early stimulation programme, that would work in the community, we

realis ed that we needed as chool support program, we realis ed tha twe
needed to organis e self -help groups for young people that were in the
home , and also the program of visual health, primary care for hearing
problems. and so o n the basis of this self -assessment, all other
program mes emerged (Group 3).

Supports with locating and p rovision ing assistive devices and  other equipment :
support includes linking with other services and on occasion financial ones too.

Generates knowledge among families and communities, politicians and others
around disability, disability rights and other issues.

Positive attitudinal changes among CBR workers: field workers and also
managers expressed how working on the program had shift ed their own
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perceptions, uttering how they now saw persons with disabilit  ies in a different
light: as resilient people, with productive and social potential, and importantly

human beings deserving of respect on an equal footing with others. Field

workers expressed, and it was sometimes clear to see, how the sense of

responsibil ity they felt towards persons with disabilities and their families
extended beyond the duties of the job, developing caring relationships of

frie ndship , a work they were committed to, and clearly not like any other

It is certain that we are doing the work of the State. But as citizens, we
have the obligation that people are treated equally, be they men, women,
children, the elderly. Before starting to work in CBR, | had always looked
at them (persons with disabilities ) with pity, that many people still fee l,
because they are still not sensitized. We have to work on the theme of

changing attitudes of authorities, schools. | believe that many things have

been achieved (Workshop, Peru)

Every morning, | now feel good, because the most important thing for me
is to support these families, and this is what is of great interest to me
(Group 3)

4.3.2 Stories of Success

The stories of success shared were indeed many online and offline , including short
visual narratives  highlighting how many felt their work was not only having impact, but
was contributing to CBR as a success story . We present a number of these below as
they were shared with us as excerpts and vignettes. We feel they speak volumes on
their own :

We visi ted people abandoned by their families, who are the subjects of mocking in their
communities, all for being a person with a disability, of course without care, becoming
simply another object. We took interest and we looked for professional support, we
trai ned and we became volunteers, we looked for care, and in specific cases, we looked
for financial resources for them, we donated adapted devices, wheelchairs and
crutches... their parents changed their way of thinking and seeing their children not as

an obj ect but as one other member of the family, with the support of other
organisations and professionals, providing training, also to the lifeblood that is the
community, leaving behind greater sensitivity among the authorities, and they saw the
need to build roads and be more sensitive. If we got to know more persons with
disabilities, we would organise a meeting with them to inform them about their rights

to inclusion, and once in the areas, they started to see that can fend for themselves
and that they can d o what others do. We are very happy that after so many problems
and difficult situations, we can see that persons have become good people, who work,
study, and leaders have emerged who are now he voice of those who did not have it,
showing their leadership and they want to support them, they are very happy and that
in our community the first DPO has been set up, and that for the first time a young
person was included in school, and we can also say that work options, we can say, that
God has been good and th  anks to him, we are enjoying happiness (Online, Honduras).
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Deaf youth in the community

Frank Molina Morey (20 years) is a young deaf man who lives in the district of Yantalo T
provence of Moyobamba. His parents are separated and have other commitments, and
two years ago he decided to move in with his uncles in the district of Yantalo. The
hearing uncles have always been aware of the education of Frank ever since he was a

child, they were aware that their nephew had to learn more and through friends they

got to know that Asociacién Paz y Esperanza is providing this education through special

means for the deaf. When Frank joins the group of young people, he discovers a whole

group of deaf friends who use their hands to communicate, in the beginning he was

guiet and insecure when it came to responding or expressing an opinion, but over time

he has shown much interest in learning.

Frank's interests were focused on learning sign language and on working, and even

though the sign language team do not have this a ctivity planned, like many young
people, he felt the need to  do something productive. The problem that young deaf
people have is that they can't read or write, they know how to count but only at a basic

level, and these lessons are not sufficient to be abl e to help him get a job, and so the
family, through friends, started looking f or a job that he could perform. T he great
advantage that Frank has , is his willingness to learn and to do a good job. During this

time, he has been helping out in a carpentry, bu  tthen left to work in a bakery, and has
discovered that has  great skill when it comes to cake decorating and has begun to
design them using his own ideas.

The managers are happy with the work of Frank, co -workers manage to communicate

the daily tasks, an d he has been working there for over a year now, and with his
savings and the support of his uncles, has managed to buy a motorcycle taxi ( vehicle to
transport three people).

Frank has managed to enter the world of work through this opportunity that many
other young deaf people do not have, many of them remain in their homes, working in
agriculture, washing clothes for the parents or siblings, cleaning etc. This reality can

only be changed when deaf people have access to a better education , and to achieve
this, one needs to do very strong advocacy with our authorities so that they respect
their rights and equality of opportunities just like a hearing person (Online, Peru)

The work we do in our CBR projects, are contributing in a great way, reaching remote
places where parents do not find a solution to their needs, organising, training,
empowering and rehabilitating. Awareness is another way in which we promote rights
through campaigns at a community level, schools, health centres, etc. These actions
have res ulted in the integration of children in schools, community and political
participation and the inclusion of young people in work ... Our CBR projects have had a
great impact on persons with disabilities, families and communities. When it comes to
persons wi th disabilities, through comprehensive rehabilitation, rights of parents,
through awareness and access to information... because when we work on CBR
projects, we strengthen the community, providing services to the community in
general. (Online, Honduras)
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The following photo narratives shared by HOPAC in El Salvador highlight an impact that
is very much aligned with the successes perceived in CBR, an impact that too is a

process, is flexible and attentive to differences, that reaches beyond the person with
disabilities :

Gimena Sanabria
Age : 12

At age seven, her life changed after a traffic accident, which left her with spinal cord

injury . This means she cannot walk and mobilise herself in the same way. In the year

2010, she entered HOPAC, where she began the process of rehabilitation and started

the education programme where she continued her first grade studies till this ,and is
about to start her fourth grade in the Centro Escolar Corazén de Maria having passed
the grade with  excellent results: "I want to be a doctor to help other children" is the
phrase that Gimena  utters now , and with her dreams she starts a new school day.

José Angel Garcia Fuentes
Age : 19
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Diagnosed with Spina Bifida, he entered HOPAC in October of 2010, he joined the

educational program where little by little, he started taking interest in his studies and in

school, he began a process of educational levelling and then was included inthe Centro
Escolar Corazon de Maria , andis now about to enter third grade. He has excelled in
singing and is determined tolearntoread and  count: "One must strive to study to have

a better life" is the motto of this young man, who every day put s these words into
practice.

Alex Granados
Age : 38

Alex has an intellectual disability. He is included in the vocational programme. Over
time he has learnt to travel alone, contributed in all areas, but what he likes most is

bakery, where he has excelled in creating bread recipes, developing very well. In the
bakery 6é6Pan Carolinad at HOPAC he has been offere
his knowledge, for him it is a challenge, and expresses how much he enjoys it  and that

his aim is to be punctual and less distracted. He
states that being at HOPAC makes him feel very
good.

Verdnica Abigail Benito Pérez

Veronica is 20 years old, studied up to 8th grade,
is a housewife and is dedicated to caring for her
daught ers. Mother of 3 girls, one of the twins has
cerebral palsy due to complications at birth. For

the mother, forming part of the chick en farming
project has helped her in many ways, one of which
is because before she was only focused on the care
of her daugh ters, but today, makes time for
entrepreneurship, which is the breeding and sale of
chickens. This activity, according to her, serves her
as therapy, as it has helped her do something else
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and to destress. At home, the husband helps her take care of Veroni ca and her sisters,
as well as with household tasks. B oth she and her husband acknowledge that they are
receiving income they did not have access to before.

One participant in one of the groups recounted the trail of efforts to getonechildinto a
special school, having to convince family and to mobilise a range of support, efforts she
insists have well paid off:

There was a little girl from a distant neighbourhood, far
(field worker) had already gone to talk to the family so that they register the child at
school and all that. And it was difficult because they did not accept... when we visited

the family, a grandmother was caring for her... They were 25 yards away from the

paved road where tr anspo retial suhod.sArddso they giandmbther s p
tol d me: ot igst hér to ahe cotner, becaudetshe is in a wheelchair and one

has to mobilise her all the way there and | am old, | can't". But she had a slightly older
brother. So: "But the child can". So |l et 6s start: "Yes, but S h ¢
|l etdbs see how to get wegotpherahe unifofno"We boe r te the special
school with her [the girl], with the field worker , and the special school principal helped

us, shirt, backpack, and got her notebook, pencil. Indeed at the time she was not going

to use it, but simply to encourage her. And we left. It was a thing of maybe three visits

so that they integrate her. And | left the special school and now returned and there she

was. And when she looks at me, she looks at me with emotion, because | insisted. And

| tell her [grandmother]: "we will not leave her, we are going to continue to persist".

And the grandmother agreed. And there was a way for them to mobilise 25 yards on

the stone track to w  ait for the bus. The Director of the special school said to me: Tell

me'. "We have already visited her... she took us to her house, and we did so with
insistence". But it is as a way of encouraging her. Perhaps seeing that we were going

find her what to g et dressed with. =~ The way we s ee it is th at at that time , we were
acting in a manner of handouts. But no, it is simply inclusion, and to then follow up, to

go visit in the house, and then following up. And everything ok, she is now integrated

in the special education school (Group 3)

Successes are also reported as one transcends the CBR worker/person with disabilities
relationship, to include the role of foreign CBR advisors, and the role they play in

linking some individual cases with foreign donors (organ isational and also individual
ones). The support that can be provided is not only monetary, such as the case with

operations and the purchasing of devices, but also innovative design for adapted

devices. This means that these play a critical role in bridgi ng services, as well as the
financial and technical spheres. The following stories shared by CBR technical advisor

Gonna Rota, based in Guatemala, are clear examples. Nixon, 16 years old at the time,

was found with bi  -lateral clubfeet in one project area. His lack of mobility was

impacting all life  areas, including education. With the financial help of individu al foreign
donors tracked by Gonna , Nixon was operated twice in 2014. Since the operation, he is

not only walking, but has started to study again. Gonna reports how h e is extremely
happy and grateful to al | who helped him to reach this. She explains how h is eyes well

frol

up when he starts speaking about his feet now being straight.etfierl ow, )

to operation, followed by photos of his recover y post -operation.
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This is Nixon taking his first steps without shoes, a moment Gonna a dmits, was a very
emotional one for everyone:

Other collaborations and linkages were reported , including that with institutions helping
with design of assistive devices. The following standing frames for example were

designed and provided by the Thayer School of Engineering at Dartmouth College (US).

They were then assembled onsite in Guatemala an d delivered to chil dren with cerebral

palsy:
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Stories of success are indeed too many to document in this short space, and there are
also many that remain unheard. We hope that this section simply provides vignettes
highlighting the breadth of these perceived successes, but also offering spaces for
further reflection. We round off this section with the story and journey of Alvaro

Nicaragua, one person with disabilities, of getting to know the CBR organisation,
independence and eventually becoming a CBR worker:
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ALVARO

(Written by  Marion Muhalia, CBM  Germany . Tra nslated by Katharina Pfortner )

W )

Throughout the week, | work as a community promoter for the CBR programme at
ASOPIECAD, and Saturdays | am learning tailoring. For the time being | am sewing a

pair of trousers for myself. For the material, the textile and the thread, | have received
a grant from the government. A s ewing machine costs US$200, but even without the
sewing machine, after completing the course, | can work in a tailor's shop.

I got to know ASOPI ECAD when | was 2XRelpgreupr s ol d.
where | have learnt to sew and to make pifiatas.

I w as happy in the self -help group, because | was never alone. Being with others, | was
happy. There, I've noticed that there is the possibility in ASOPIECAD of being an

assistant community ~ worker . That was my dream. That's why I've been talking with
Erwin ® and | went to the office once and then again, until they told me I could be an
assistant. | like more  to support children in learning to walk in the early stimulation
program.

It is difficult to see some families. Some children or adults with disabilities want to be
happyand t hey candt Dbecause t hey arfamilydoesnoawardtte t o r un
support them.

My own limitation is no longer not be self -sufficient, but not be  ing able to read and
write. My dream is to have my own family. "

Alvaro Enrique Vargos is 30 years old, he is a great man with a friendly, open face. He

5 Coordinadotor of the CBR programme at ASOPIECAD
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has an intellectual disability, and he says it himself, how he can hardly believe it,
because this lif e is still new to him and how he has fought hard for it.

Until the death of his mother two ye ars ago, he rarely left the h ouse. His mother did
not hide Alvaro, as other families sometimes do with children with disabilities, but

instead she protected him t oo much. She was always fearful that a car would run him
over or that people would make fun of him.

Alvaro now lives with his sister Esmeralda. In the beginning, little changed for him: the

brothers had promised his mother to take good care of Alvaro , and continued to forbid
him from leaving the house and working. But Alvaro had a dream: he wanted to be a
community promoter and get an education. He insisted stubbornly and finally his sister

gave in and allowed him to.

Today Esmer al da i s s ysroperpiotecéedhim. Roweve ad vera
surprised by how well he is progressing in life. Everything was on his own steam, he
organised everythingo.

Alvaro as CBR assistant

We follow Alvaro and the CBR fieldworker Maryina
Sequeira in their visit to Jonas (4). Jonas had

surgery because his speech impairment had
aggravated . With speech therapy alone, the desired

improvement was not achieved. And so, he coul dnot
talk.
As from last year, Jonas has been receiving early

stimulation. This consists in orientation and mobility
activities, communication, independence and
autonomy.

It is already the third time that Alvaro is here. They
play together, Alvaro practices crossing the street

A

withJonas. Jonas6 notdelri ghted with

work, Alvaro encourages Jonas and he has good
ideas.

After the visit with Jonas, we move on to the house

of Anselmo (16) and Miguel (23): Al went dtoaxc ttore and got hi nsayshe
Alvaro as he greets the two youngster s and their mother. He bought the medication for

the family, and he visits them frequently. The moth er, Maria Anselma Martinez (58) is

very happy about this. She has 16 children. Anselmo is her youngest. When he was 15

years old, he developed meningitis which resulted in a profound intellectual and
physic al disability . When Miguel was three, they diagnosed him with cerebral palsy.

Alvaro got to know the youngsters during an afternoon of sports that ASOPIECAD had
organised. The self -help group had gotten a school bus so that the two youngsters
could join. Given that they share a wheelchair and the track is not accessible, they had
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