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ABSTRACT

Background: The UN emphasizes the need for understandinguing Iconditions of persons
with disabilities (PWD) and enhancing their inctusiinto society. Peru has endorsed the
Convention on the Rights of PWD through legislataygproaches, but inequalities persist.
The aim of this qualitative study was to explore thituation of persons with mobility
impairments in a rural part of San Martin Regiomantheastern Peru, and the experiences of
other stakeholders in the field of disability. Tosare a critical approach on disability and
rehabilitation, anthropological perspectives on ltloey were used, as well as concepts from
the International Classification of Functioning,sBbility and Health (ICF) and Community-
based Rehabilitation (CBR), such as activity, pgyéition and empowerment.

Population and sampling: Nine individuals with a mobility impairment, sixaegivers
and/or spouses to PWD, and four other stakeholderking with PWD were recruited using
purposive and snowball sampling techniques.

Methods of data collection: The data collection was carried out from Septentbemid-
November in 2015, including nine in-depth intervégwhree natural group discussions, and
participatory observation in a local hospital anéischool for children with special needs.
Data analysis:The data was analyzed using thematic content andtive analyses.

Findings: The findings confirm that persons living with miilyi impairments in a remote
area do not receive adequate assistance to coseméeds, or that services are completely
lacking, such as rehabilitation or assistive dewerrices. Although some informants did not
feel disabled at all, many informants emphasizeditiportance of better social support and
more understanding of their limitations by peopte their community. This includes
supporting caregivers of PWD as well. Spirituaésgth and faith in God was found to be a
guiding force in the lives of the informants, aadHl of trust in the authorities appeared to be
a common perception among the informants.

Conclusions: The study indicates a strong need for improvingltheand social service
provision for PWD living in rural and distant commities. As well, there is a need for raising
awareness and helping communities to become mokheasive in line with the intentions and
legislative steps taken by the Peruvian governmgin endorsing the rights of PWD.
Implications: The needs of PWD must be addressed in order toiegheir capabilities and
social inclusion in Peruvian communities and sgciBtore research in rural areas is needed.
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1. INTRODUCTION

“The society kind of disables the disabled, makirdifficult to be disabled.”
— Simo Vehmas, Professor of Disability StudiesJd&id (2014)

The World Health Organization (WHO) (2016b) estiesathat around 15 percent of the world
population, over a billion people, have a disapitif some degree, and 2 to 4 percent of those
who are 15 years and older are estimated to hav@dsrably impaired functioning. The most
vulnerable people affected by disability are womader people and the poorest, and in line
with today’s aging populations and the amount aboft and mental conditions, the number
of persons with disabilities (PWD) is expectedriorease (WHO and The World Bank, 2011,
pp. 29, 262, Helman, 2007, p. 10). There is thsseady rise of years lived with disability
(YDL), and this requires a response from the hesltems worldwide (Vos et al., 2012).

The United Nations General Assembly (2013) hasnted that approximately 80
percent of PWD live in developing countries. Laélservices are among the many additional
barriers that restrict the lives of PWD in undesengrced settings (WHO and The World
Bank, 2011, p. 24). In addition, inequalities amnalations of rights, and the poverty-disability
cycle that many PWD, especially in lower-incomertoies, fall into, prevent PWD to have a
dignified and autonomous life (WHO, 2015b, p. 1,MCBustralia, 2016).

Many PWD have impairments in body functions or cuees resulting in mobility
deficiencies, e.g. neurological disorders such erelral palsy, poliomyelitis or multiple
sclerosis. A spinal cord injury can be caused spd@den trauma or an injury and result in
paralysis of the limbs. Older people tend to havedgal weakness and increasing
impairments along with injuries, functional disorsl@and activity problems. Aging also brings
along chronic diseases, such as diabetes and db&r#gathat can lower functioning and
mobility.

Mobility can be defined as the “ability to move rffmoone position to another
independently and safely” (O'Sullivan and Schni2]0, p. 6). It is crucial for an individual
to get around in the environment (Field-Fote, 2009,136), and mobility enables an
individual to pursue activities of daily living (AD, recreations, and to participate in the
community (Rousseau-Harrison et al., 2012). Hemaebility is an important factor for

independence, and limitations in mobility may ferttmpact the quality of life (Carver et al.,



2015). Difficulties in mobility predict the progr@sn of disability and often lead to declining
of physical functioning (de Vries et al., 2012).

Many PWD need assistive solutions due to impairethihty. Assistive Technology
(AT) can be an aid or a piece of equipment thdtegiimproves, increases or maintains
decreased functioning (United States Congress, ,2004van et al., 2012). Common and
usually very visible examples of AT are mobilityvitees, such as canes, crutches, rollators,
wheelchairs, orthoses and prostheses (WHO and USZID1, p. 7) that enable persons with
mobility impairments to change and maintain bodgifan, and walk and move around, thus
ensuring them to enhance and maintain a level wfigcand participation (WHO, 2001, p.
150). Lack of mobility devices can result in a geeadependence on others, diminishing
people’s personal decision-making about perfornaatyities (WHO and The World Bank,
2011, p. 10). Yet, having a mobility device is nemough; accessible and supportive
environment is a prerequisite for its use (WHO &/&RAID, 2011, p. 23).

The United Nation’s (UN)Convention on the Rights of Persons with DisabgiiCRPD)
declares to protect the human rights of PWD atimatigonal level requiring states to take care
of the juridical and moral responsibility to guateenthese rights (UN, 2006). The Article 1 of

the Convention states that:

“The purpose of the present Convention is to pranptotect and ensure the
full and equal enjoyment of all human rights anddamental freedoms by all

persons with disabilities, and to promote respectlfeir inherent dignity.”

Under guidance of the CRPIhe 2030 Agenda for Sustainable Developmagnts to improve
the inclusion of the marginalized group of PWD ¢imational Disability Alliance, 2016). Of
the 17 Sustainable Development GodB8DGSs), disability is referenced in five goalsdan
seven of the 169 targets, particularly in topics iméquality, accessibility of human
settlements, education, growth and employment, dali@ction and goal monitoring (UN,
2016¢). Moreover, the UN (2006) emphasizes the niedunderstanding the living
conditions of PWD and enhancing their inclusiomitite society, as agreed upon through the
CRPD. Personal mobility of PWD with the greatessgible independence is addressed, and
the States have the responsibility to promote auwlire the availability and access to AT
(UN, 2006).



This growing recognition of PWD being a “marginalizand disenfranchised constituency”
(Tremain, 2015, p. 247/9815) has triggered politicgiatives in Peru as well. In 1999, Peru
enacted a General Law on Disabilitya(Ley General de la Persona con Discapacidad - Ley
N° 17050 attempting to pursue social integration and prontie¢erights of PWD (Reynaga
Soto, 2013, p. 7). This law, however, had loophaled was more of a declarative than an
effective instrument, and it treated PWD in a ttiadial paternalistic way (ibid.)Finally in
2012, after Peru had signed the CRPD in 2007 atifiedait as the first Latin American
country in 2008 (UN, 2016b), the government sigaetew disability law, Law 29973 - the
General Act on Persons with Disabilitidsa Ley General de la Persona con Discapacidad -
Ley N° 29973)including the principles of the CRPD (Reynagao$a013, p. 8). This law has
been seen as an inclusive revolution, recogniziegftll rights and opportunities of PWD,
and establishing a legal framework for the promutiprotection and realization of equality
and rights of PWD (ibid.).

Through these anti-discriminatory legislative agmizes and reforms by the congress,
government agencies, and civil society, Peru hademmprovements in recognizing the
rights and needs of PWD (Ronceros, 2014, UN, 2042hn, 2013, Human Rights Watch,
2012, p. 4). Despite of these efforts, howeverguadities persist between rural and urban
areas, and the Committee on the Rights of PersathsDisabilities (CRPD) has addressed
several concerns in its concluding observationsnegfyN, 2012). It gives recommendations
for Peru to fulfill the requirements declared ire t6RPD, e.g. to ensure access of PWD to
rehabilitation, as well as access to health sesyipersonal assistance, public facilities and
transportation. In addition, the report underlinks lack of resources and services which
would improve the inclusion and independency of PWgpecially in rural areas, as well as
the situation of indigenous and minority personthwlisabilities, such as children and women

living in rural areas.

A limited number of disability studies have beemean rural Peru, and there is a particular
lack of qualitative evidence on the lives of pessanth mobility impairments throughout the
country. This supports the need for research anttpic. Disability estimates based on the
first Specialized National Disability Survey in BefINEI, 2014) give a lower number of
disabilities compared to the global estimates, 5cqrég and 15 percent, respectively.
However, this may not necessarily give the accumtéure of the extent of disability.

Moreover, the real picture of the living circumstaa of PWD is not available. Therefore, it is



important to examine the interaction of individuadstheir environment to better understand
the inequalities that may exist in the lives of PWD

Most studies on mobility impairments and AT are elam higher income countries,
and because the existing data yields for furtheeaech, e.g. on the effects of mobility
devices on the activity and participation of mdigtimpaired people (Salminen et al., 2009),
this type of research is needed in lower incomenttas as well. In Peru, such information
could contribute to show the needs within speaficio-cultural environments, and help to
solve problems that are particular to the county igs regions (Bernabe-Ortiz et al., 2016b).

Lastly, the UN’s new agenda on accessibility arghldility inclusion focuses on the
urban environment (UN, 2016a) due to growing urbaimon worldwide and expected rise in
the number of PWD in cities. Therefore, it is ewanre crucial to pay attention to those
staying in the rural areas so that PWD are nobleftind more than they may already be in all

contexts, rural as urban.

This study was conducted in “Villa Hermosaa rural jungle town in northeastern part of
Peru. As a physiotherapist with working experierfeem Finland and Norway, and
volunteering experience from Peru and the USA, $ wvam the onset particularly interested
in the situation of persons with mobility impairmtenMoreover, given existing family
relations and previously having visited the studgakion, as well as fair Spanish language
knowledge, studying disability in a Peruvian comtegemed an obviously relevant choice of
topic.

According to the local health authorittés Villa Hermosa, there is a need for research
concerning the situation and needs of PWD, espg@athose in need of AT, due to limited
resources in the health care sector and lack ateelservices for PWD. This study is a
unique inquiry using a qualitative approddh a particular, unexplored setting. At the same
time, Villa Hermosa is an example of a rural towrthe jungle area, where there is no public
transportation system, and where the nearest fumog airport is several hours drive away.
The study’s findings may therefore be comparativeiteresting and to some degree

representative for similar rural living environmgim the Amazonian jungle.

1 *Villa Hermosa” is a fictive name chosen to anongenihe fieldwork site.
2 Personal communication with a local health direst®9 March 2015

3 Personal communication with a local health direst® 10 April 2015
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The overall goal of this study is to explore thepemxences of stakeholders in the field of
disability living in rural Peru, and produce knoddge about the living conditions of persons
with mobility impairments. Moreover, the study aitosunderstand how well the demands of
the CRPD for insuring personal mobility are metd atocument the need for appropriate

services in a rural town of northeastern Peru.
The specific objectives of this study are:

1) To understand the experiences and perceptiomsdfiduals with mobility impairments
living in Villa Hermosa, the challenges they meeweell as the needs they express regarding
their disability.

2) To explore the experiences and opinions of osit@keholders in the field of disability,
such as social services providers, health- andorigiagion workers and local authorities.

This thesis consists of five main chapters: firstjll provide information about and describe
the Peruvian research context. | will then preslemtheoretical frameworks and methodology
used in the study. The findings and discussiorpagsented in conjunction, ending with final
thoughts and methodological reflections. The last pf the thesis includes conclusions and

recommendations.



2. THE RESEARCH CONTEXT

This study was carried out in the rural part of feruvian jungle, where not only the
geographical and natural conditions pose a vargdtychallenges to guarantee adequate
services and living standards to the populatiort, ibuaddition the social, economic and
political environment may be different comparedhte rest of the country. | will next provide

relevant information about Peru to better situagedtudy context.

2.1 Peru: The national context

Peru is an upper middle income country (The Wordhig 2016d) located in the central and
western area of South America with an estimatedifadipn of 31 million (INEI, 2016b). It is

a multicultural, multilingual and multi-ethnic cotny; in fact, 45 percent of the population are
indigenous people (CIA, 2016). The country is daddnto three geographical areas: the coast
(La Costg which covers almost 12 percent of the surface, Hfghlands l(a Sierrg, 28
percent, and the jungle/Amazoba(Selva covering the majority, 60 percent, of its tennto
(INEI, 2016a). Amazingly, Peru’s ecological areainisredibly diverse with 84 of the 104
known living ecological regions in the world andthvi28 different climates (Escobal and
Torero, 2000, p. 7). Peru consists of 25 admirisgaegions, except for the capital of Lima
being a province, and the regions are further @aiohto provinces and districts (CIA, 2016).
Almost 80 percent of Peruvians live in urban afdde World Bank, 2016a).

According to the International Monetary Fund (IMBP15), Latin America has been
rated one the most unequal region in the worléérms of income distribution. This results in
higher poverty rates that normally would be expgatéth similar average incomes in other
countries. Nevertheless, due to efforts to redumeerty, inequality has been in decline in
almost all countries (ibid.), including Peru, whiagh fact has one of the fastest growing
economies in the region (The World Bank, 2016c)tvwbstanding, in 2015, almost 22
percent of the total population in Peru was estahab live in poverty and 4.1 percent in
extreme poverty (ibid.). These rates have dranibtickecreased since 2005, with rates of
55.6 percent and 15.8 percent, respectively (ibid.jural areas, 46 percent of the population
was estimated to be poor in 2014, and 14.6 peedremely poor compared to poverty rates
of 15.3 percent and 1 percent in urban settingpeeively (INEI, 2016c).



2.2 Health care and rehabilitation in Peru

In Peru, there is a public and a private healtle c@ctor. The public sector is decentralized
through the Ministry of HealthMinisterio de Salud MINSA) that mandates the Health
Insurance Schemeséguro Integral de Salud SIS), a free or a low-cost health insurance
prioritizing the most vulnerable groups living ixteeme poverty, as well as the Social
Security Health Insurance Institutioil(Seguro Social de Salud del PerlEsSalud) that
covers patients through employment (Vermeerschl.et2814, pp. 2-5). Other coverage
programs are provided by the police, army, airdoand navy health funds, and the private
health sector consists of private providers andiransce companies, private health care
professionals, and non-profit entities (ibid. pp3)2 In addition, traditional or indigenous
medicine is widespread (ibid. p. 3).

In 2013, around 35 percent of the total populateceived health care through SIS,
and about 25 percent through EsSalud (Vermeersah, é014, p. 3). Less than five percent
received their health services through the othsurence types, leaving almost 35 percent of
Peruvians without health insurance (ibid.). Fonthespecially out-of-pocket spending, which
is almost 35 percent of total health expenditucas,impose barriers to seek care (Carpio and
Santiago Bench, 2015, p. 21).

As the health care coverage system is fragmentedjcal rehabilitation is provided
through both the public and private sector. Theeg laowever, disparities within the country
in the quality of rehabilitation services availgbénd especially without health insurance,
many PWD may not have access to it. For instameeNational Institute for Rehabilitation
(Instituto Nacional de RehabilitacionINR) is a specialized rehabilitation center inmia,
where only the highly complex cases are referrebdytiealth providers around the country
and many of the patients have to travel acroscdb@try to receive rehabilitation (MINSA,
2015).

2.3 Disability in Peru

The first Specialized National Disability SurveyReru was conducted in 2012 (INEI, 2014).
According to the results, almost 1.6 million peopl® estimated to live with a disability,
which affects 5.2 percent of the total populationtihe country. Over 50 percent of those

disabled are over 65 years of age, and many PWi2rsiubm chronic conditions as well.



Motor disability affects almost 60 percent, andtaise, 92 percent have difficulties to move
outside home. The majority, 88 percent, of PWD ikexno treatment or rehabilitation. Four
out of ten depend on another person to perforny @aitivities. Almost 30 percent of PWD
have difficulties to access health facilities, aalthost one out of five have difficulties to
physically enter and/or move in rehabilitation segg, something that results in increased
dependence. Almost 44 percent of those with m@biipairments live without an aid.

Other studies focusing on disability in Peru shamilar results in low access to
services and greater health risks among PWD cordpgareon-disabled people. For instance,
a door-to-door survey conducted in the rural higta of Peru by Rohrer et al. (2010)
reported self-assessed disability to be a riskofaftr poor self-rated health. Persons with
poor health were more likely to report general biigg and even more likely to report joint
pain. In addition, less than 30 percent of respotsdeeported excellent, very good, or good
self-rated overall health. Similarly, another syrve the same region (Merry et al., 2012)
found disparities between PWD and non-disabled lpeiopaccess to medical care, disability
indicating a strong additional predictor of deceshslinic utilization.

Furthermore, frailty has been found associated withnorbidity, and together these
factors predict disability among elderly peopleumal areas in Latin America (Curcio et al.,
2014). A population-based cross-sectional studyef@uet al., 2009) carried out among
elderly people in Peru, Mexico and Venezuela fooousistent association between physical
impairments and depression.

In a secondary and ecological analysis, Gutiérteal.(2014) reported disability in
locomotion and visual impairment to be the most wmn forms of disability due to traffic
accidents in Peru. Peru has reported high recdrttaftic accidents, most of them happening
in the urban areas.

Qualitative methods were used in a Master’s thsgidy (Hunt, 2011) that made a
situation analysis of disability resources and seed persons with mobility-related
disabilities in shantytowns near Lima. Poverty aupd to be strongly linked to disability,
and environmental barriers together with percegtioihothers were mentioned as reasons for

social exclusion of PWD.



2.4 The general disability law and responses to tHteRPD

As mentioned in the introduction, the new Generell @n Persons with Disabilities is a legal
treaty to protect the rights of PWD in Peru, andptovide a regulatory structure for
developing disability policies (GlZ and BMZ, 201%,3). In 2012, when the law was enacted,
disability was also included in the State budgeigpams, but the financial funds directed at
disability inclusion have not been sufficient (ibid

The National Council for the Integration of Persamish Disabilities El Consejo
Nacional para la Integracion de la Persona con Risacidad- CONADIS) is a public
decentralized executing agency specializing inlldgability issues (CONADIS, 2016a). For
instance, CONADIS implements projects in the cou(@IZ and BMZ, 2015, p. 10), such as
an educational programicides Salomon Zorrillathat was established in Lima in 2009
(Hernandez, 2016). It has provided free entrepnesgu training for PWD, e.g. in computing,
textile clothing, carpentry, massage, and garderand more than 3000 PWD have attended
the program. In addition, a pilot prograffumbes Accesibl¢Accessible Tumbes) is an
example of a multisector intervention between Ilgewal government to treat structural and
systemic disability focusing on the issues of asitélgty, education, employment and health
of PWD (MIMP, 2013).

In 2015, Peru initiated a Non Contributing Pensmogram for severely disabled
people living in poverty in Tumbes and Ayacuchoioag (CONADIS, 2016b). The pension
is PEN 150 (US$ 45) per month, and five hundredfeeaere estimated to be covered by the
end of the year. With a continuing aim to identifipre eligible persons for the pension in the
two regions, in 2016 the program was planned tohré¢laree poor regions in Peru: Amazonas,

Cajamarca and Huancavelica. Almost 4500 benefasasiere estimated to be reached.

2.5 The study setting

Villa Hermosa is a rural town in the San Martin Regn northeastern Peru, which is mainly
located in the rainforests of the Amazon (see Egly. In 2015, Villa Hermosa had a

population of around 25,000 inhabitants accordinthé local authoritiés

4 Personal communication with a local health diresti® officer 9 March 2015



Bolivia

Figure 1. San Martin Region and the geographical &as of Peru (Google Earth, 2017)

Based on the Specialized National Disability Sur¢iedel, 2014, pp. 301, 398), the disability
prevalence rates in the provinces in the San M&#gion are similar to the national average,
except for Moyobamba, Lamas, and San Martin whesabdity are estimated to be 20.1,
22.6 and 19.5 percent, respectively. Poverty cbeldne explanation to this high prevalence
and difference, as, for instance in Lamas, which th@ highest disability rate, the poverty
estimates are the highest in the whole region, éetwi8.0 and 57.2 percent (INEI, 2015, p.
134). Moyobamba has poverty rates between 24.83ar# percent, but San Martin, on the
other hand, has lower rates, between 21.6 and @ar€ent (ibid. pp. 85, 133, 135). The
poverty estimation in the whole San Martin Regi®d0.2 percent (INEI, 2016c). However,
another province like EI Dorado has similar povesdtes as Lamas, but lower disability rates
to the national average (INEI, 2014, p. 301, INKI15, p. 134). Therefore, it is not easy to
explain the differences in disability prevalencecduse it is difficult to measure disability
with single socioeconomic indicators, as suggebte@ernabe-Ortiz et al. (2016b). In their
study, the authors reported conflicting findingsthwdisability prevalence in Peru: the
disability rates were lower in rural areas tharthi@ urban settings, contradicting the general
picture of having more poor people in the ruralaar@and poor people reporting higher
disability prevalence. They also found lower radesong people who have a high education
level, but those with better socioeconomic positreported higher disability rates. The

authors concluded this to be a result of survivas land access-to-care bias, following from
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reductions in childhood and communicable diseaased,with higher levels of injuries and
non-communicable diseases in urban areas.

In the field of public assistance to PWD, CONADI&shregional and municipal
offices throughout the country. The Municipal Offiof Attention to Persons with Disabilities
(Oficina Municipal de Atencién a la Persona con Risacidad- OMAPED) aims to assist
PWD in applying for a national disability II(carnet de discapacidado be requested from
CONADIS in Lima. A disabled person needs to havetaiement from the hospital about
her/his disability, which is then sent to Lima ttdgge with needed paperwork, and it normally
takes two to three months up to a year to obtaisalution about the disability and the’ID
However, according to the national statistics, @cent of PWD do not have the official
disability ID (INEI, 2014, p. 16). Villa Hermosa $iauch an OMAPED office.

I will now move on to the theoretical perspectioéshe study.

5 Fieldwork notes
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3. THEORETICAL APPROACHES

To situate the study in the body of knowledge osadility, | will present the various
theoretical approaches and concepts touched upbmused in this thesis. Indeed, disability
being a subject both in medical and health disogdiand in social sciences, a pragmatic mix
of theoretical concepts are used (Green and Thorhg2014, Dicicco-Bloom and Crabtree,
2006). This includes concepts from the Internati@lassification of Functioning, Disability
and Health (ICF) and Community-based Rehabilita(@BR) as suggested by the WHO as
“activity” and “participation”, as well as anthrolegical concepts of the body.

In this chapter, | will start with defining the amepts of disability and rehabilitation,
and | will present the use of these concepts imkilisy studies. Then | will present an
anthropological approach of the body, includingriical approach in disability studies and

rehabilitation.

3.1 Definitions

3.1.1 Disability

Practically all cultures hold a division betweee tiable” and the “disabled” body, although
there are variations in definitions and meaningsedding on the social, cultural, economic
and historical contexts (Helman, 2007, pp. 35, ¥8).define disability is challenging due to
its complexity, dynamics and multidimensionality KM@ and The World Bank, 2011, p. 4).
On the one hand, the CRPD (UN, 2006) defines PWD as

“...those who have long-term physical, mental, ietllal or sensory
impairments which in interaction with various bars may hinder their full
and effective participation in society on an eghastis with others.(Article
1)

On the other hand, Leonardi et al (2006) propos¢than definition for disability, suggesting
it to be:
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“...a difficulty in functioning at the body, persaor, societal levels, in one or
more life domains, as experienced by an individu#h a health condition in

interaction with contextual factors(p. 1220)

Disability is easily equated with incapacity (WH@daThe World Bank, 2011, p. 6), which
attributes unnecessary limitations to the disapbledon. Many PWD do not actually consider
themselves as disabled neither do they let impaitsndefine their identity (Watson, 2002).
Hence, disability can be seen as “an oppressedilsoondition” where the interaction
between bodies and the environment causes theildisad become a problem (Charlton,
1998, p. 56/197). It has been shown that the irsstiole environment restricts the lives of
disabled people rather than the disabilities thévesethus preventing PWD integrating into
society (Eide and Jele, 2011, p. 12). For Olivet Barnes (2012, p. 5/240), both material and
cultural aspects determine impairment, as socsiricdions can occur in many ways, e.g.
through inaccessibility of built environments, i@ to use sign language by non-disabled
people, or unsympathetic attitudes towards norldsionditions and impairments.

According to theWorld Report on Disabilitf WRD) (WHO and The World Bank,
2011, p. 10), disability increases the risk of exrait and social disadvantages, including for
the families of PWD. In addition, PWD are facedhiigher risks in health events compared
to people without disabilities, such as psycholabdistress and less social-emotional support
(Healthy People, 2015). This is true for all ageups, where children might be impeded
attending school and receiving an education, wiseeghults may be impeded in earning a
living and care for themselves and their familiddoreover, PWD are vulnerable to
oppression based on class, race and gender (Ghat®88, p. 9/197), making these other

social categories interconnect with disability @oni a person’s identity (Liasidou, 2013).

3.1.2 The WHO framework of disability: The ICF modd

Within medical and health sciences, theternational Classification of Functioning,
Disability and HealthICF) (WHO, 2001) offers another definition of dislty. The ICF is a
universally agreed framework and conceptual basers rheasuring human functioning,
disability and health, which can be applied at mdhividual, institutional or social level. It
approaches disability and health from a holisticspective, emphasizing on the importance

of activities and participations, as well as thevimmment of an individual to better
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understand functioning (ibid.). Moreover, the modattempts to synthesize a bio-
psychological model by bridging the medical andaanodels together (ibid.).

In terms of mobility impairments, in the ICF modgigure 2), mobility falls under
both activities and participation, including furthelassification into changing and
maintaining body position, carrying, moving and diarg objects, and walking and moving
(WHO, 2001). Activity can be seen as the act ofralividual to accomplish a task, such as
taking a shower. Participation combines activitieth the social and economic aspect, like
going to school. Activities and participation cae lonstrained more or only by the
environment instead of the actual impairment oftibdy (Mont, 2007, pp. 3-4). Measures of
rehabilitation target all the factors presentedha diagram (WHO and The World Bank,
2011, p. 95).

Health condition

(disorder or disease)

BodyFunctions 5 Activity 5 Participation

& Structure T T

Environmental Personal
Factors Factors

Contextual factors

Figure 2. The ICF Diagram (WHO, 2011)

The ICF provides a strong guideline to understawiedinctional status of a disabled person in
multiple dimensions at all levels of life (Kostagfs 2011). At the same time, the ICF
framework has been criticized for the risk of igngrthe cultural perspectives of impairment
and disability (Goodley, 2011, p. 20/217).

3.2 Rehabilitation

Some PWD need rehabilitation, which includes irdations to improve body function to
achieve and maintain optimal functioning in intéi@c with the environment, as well as

measures to promote inclusion, e.g. in educatiah employment (WHO and The World
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Bank, 2011, pp. 95, 97). Rehabilitative measureectly relating to health include
rehabilitation medicine, therapy, and assistivétetogies (ibid. p. 97).

According to guidelines of the CRPD (UN, 2006),akittitation should start as early
as possible, based on the individual's needs arehgths and through multidisciplinary
assessment. In addition, rehabilitation servicesukhbe available as close as possible to
PWD (ibid.). Importantly, rehabilitation is volumtg and it should always aim to empower
PWD and their families (WHO and The World Bank, 20f. 95). In addition, availability,
knowledge and use of assistive devices and techmsldor PWD should be promoted (UN,
2006).

To implement interventions which can improve ortees function and ability
holistically, contextually adaptable frameworks fehabilitation have been developed since

the 1980’s, as the Community-based rehabilitatfgpr@ach.

3.2.1 The Community-based rehabilitation model

The conceptual framework @ommunity-based rehabilitatiofCBR) is a method meant to
work closely with all necessary stakeholders camogrthe needs of PWD in a community,
such as PWD themselves together with their famibeganizations and other relevant entities
(WHO, 2010a, WHO and The World Bank, 2011, p. &articularly in less-resourced
settings, a CBR program can facilitate access toicgs, e.g. physical rehabilitation, and
reduce poverty by equalizing opportunities and wrprg the social inclusion of PWD (WHO
2010). The CBR matrix (see Figure 3) follows thmgples of the CRPD and has five main
components. These are the development sectorsatthheducation, livelihood and social
life, and the additional principle of empowermeritieh relates to the four other components
(WHO, 2010a, pp. 24-25).

In Peru, some CBR programs have been implemewtadh are focusing on children
and adults with visual and hearing impairments, leudtiple disabilities in particular (CBM,
2016, Sense International, 2016).
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3.3 Anthropological concepts of the body

As disability is understood as socially construcéedund specific physical impairments, an
anthropological, theoretical and epistemologicgrapch is well suited. Scheper-Hughes and
Lock (1987) introduced an analytical framework t@algze the meaning of the body in social
life, taking into consideration different perspges. In this thesis, | will attempt to apply this
approach on the “disabled body” in a particularcplaVilla Hermosa, and at a particular
moment in time. Scheper-Hughes and Lock’s framewdgkonstructs the body/mind into
three interconnected perspectives: The IndividualyB the Social Body and the Body Politic.

The first aspect, the “Individual Body”, is the fseVident, phenomenological sense of
the individual (Scheper-Hughes and Lock, 1987,)pwhich can explain how an individual
receives and experiences disability. The “SociallyBpon the other hand, looks at the body
in relation to nature, society, and culture asracstralized and symbolized phenomenon
(ibid.). This approach may help to understand halisability” is culturally created and
experienced in society. Individuals represent thmilture, e.g. through perceptions and
feelings, and how they relate to others and otteethem (Helman, 2007, p. 24), and these
should be viewed in the context of everyday inteoacamong people, as suggested by
Ingstad and Whyte (1995, p. 4).
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The last perspective, the so-called post-structtBaldy Politic”, refers to the social and
political control of disability, as well as to powen the individual and collective sense
(Scheper-Hughes and Lock, 1987, p. 8). To pay qdai attention to the last two
perspectives, | will present the approaches oicatitisability studies and critical approaches

on rehabilitation.

3.3.1 Critical disability studies

Critical disability studies question the distinetiof disability and ability (Goodley, 2011, p.
160/217), and aim to understand both the experiemeality of disabled people, and the
social and political aspects of disability (Reaurg®14). According to Meekosha et al.
(2013), PWD have been victims of adverse effectsdgial and public policy, altered by
political, social and economic processes. An impairt does not define disability, but it is
rather the social relationship between social stgbower, culture and political citizenship
that are central to inclusion and exclusion (Me&kp2005).

Thus, disability is a social creation; a personhvanh impairment is disabled by an
“unjust and uncaring” society, as described by @liand Barnes (2012, p. 5/240). The
authors further use the term “disablement” refgriio impairment and disability created by
economic and social processes, and influenced dydhtics of disability (p. 6). Therefore,
the “moral, social, political, cultural, and dissive mediators of disablement” are the focus
of critical disability studies (Gibson, 2016, p)11

3.3.2 Critical rehabilitation perspectives

Disability has produced a number of professioredsyell as academic fields, that represent a
community of “special needs”, including “healingpf@ssions” such as rehabilitation workers
(Mitchell and Snyder, 1997, p. 1). A dominant bialical focus in rehabilitation aims to fix
the “problems” of individual deficits, and the réfidgation specialists have the power to set
the goals and determine the scale of outcomeshabiktation, as well as to produce the way
disability is understood (Gibson, 2016, pp. 9,.12)

A central focus in rehabilitation is movement, wietseen as physical movements of
body parts, or as a broader concept such as patimn (Gibson, 2016, p. 2). Yet, the
primary focus of today’s rehabilitation remainstie mechanical part, keeping rehabilitation
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at the biomechanical level (ibid.). Consequentlgability remains as a “problem” that ought
to be fixed, in spite of acknowledging the biopsystcial models of care (ibid. p. 11). The
practice of normalization in rehabilitation, i.emang for normal function, normal activities,

etc., may provide positive outcomes, but it may @fow negative attitudes toward PWD to
persist (ibid. p. 27).

Applying critical disability studies in rehabilttan allows integrating both bio-
scientific and sociopolitical approaches in thddfief disability, as suggested by Gibson
(2016, p. 12). Even though the environmental factas included in the ICF model, are
acknowledged in rehabilitation, Gibson points oatvhthe bigger sociopolitical aspects are
generally not considered (ibid. p. 27).

In respect of disability and rehabilitation in atin American country, it needs to be
addressed that disability experience, particulanlyterms of human rights, in the global
“South”, compared to the global “North”, is verymaplex, according to Meekosha and
Soldatic (2011). Often times, the voices of PWDnlyin the South have not been heard by
Northern researchers, for instance when plannigrnams in rehabilitation or traditionally
relying on giving aid. The authors thus call fokaowledging the structural poverty and
isolation in these Southern countries, and crifyjcassess the contextual politics of

impairment.

I will next present the methodology of the study.
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4. METHODOLOGY

This study enquires about the situation of perdimgy with mobility impairments in a rural
Peruvian community, and the interaction betweertudihal and environmental barriers
together with the impairments. Indeed, as statedViggkosha (2005, p. 4), although a
universal phenomenon, impairment is “culturally idefl in disability”. Therefore,
perceptions and barriers were studied contextuallyheir local environment, while being
sensitive to local values, norms and policies.

In this chapter, | will present the research sthtend methodological design, as well
as situate myself as a researcher. | will furthesctdibe the fieldwork preparations, the
research assistants, as well the study participamid the methods of data collection used
during fieldwork. Finally, | will go through the tmanalysis process and consider the ethics
of the study.

4.1 Research design

To understand disability in a social context andoading to a human rights perspective, and
to capture personal meanings of disability, a desee qualitative approach is useful (O'Day
and Killeen, 2002). The design of the study camnléscribed as a case study, with the aim of
providing a thick description using several methedsl understanding of a phenomenon
within a context (Green and Thorogood, 2014, pp48)

The methodology of this qualitative study is basaal phenomenological and
hermeneutical elements that focus on the lived mapees and subjectivity of individuals, as
well as on the understanding and interpretationrefjlue meanings (Green and Thorogood,
2014, pp. 14, 16, Rolfe, 2015) In addition, thisdst has a naturalistic orientation towards an
inquiry that happens in real-life settings and retienvironments as in anthropological
approaches (Walsh and Wigens, 2003, p. 23). Moredhere is an awareness that the
research setting itself impacts on the behaviorth& participants, something requiring

reflexivity from the participant researcher andeser (Green and Thorogood, 2014, p. 23).

In the following, | will present my role as a resgeer.
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4.2 The researcher: Studying living conditions in dess privileged setting

My own impressions and values have been part ofsthdy process, which in qualitative
traditions is even more recognized (Green and Tduwwod, 2014, p. 23). Previous visits to
Peru, and having Peruvian friends, as well as e@ngagith a Peruvian family for almost a
decade, had given me some sense of the local ewhd pre-understanding of the way of life
in Peru. Seeing less-resourced settings withincihwntry during my previous trips, and
remembering my first visit in Villa Hermosa in 2QX0jungle town with dirt roads and poorly
constructed houses, made me sensitive about giassble limitations that the local people
would have compared to the more comfortable liaagditions that | was used to in Europe.
My personal values of equal rights and believingha responsibility of the state to
look after its citizens are based on growing up sBociety with a strong social security system
that provides public benefits to PWD, such as adtmuehabilitation, assistive technology
(AT) and home adjustments. Knowing that this maiybethe case in Peru, | tried to see the
world from the perspective of the local people whay not take such benefits and rights for
granted. However, being a so-called “able-bodieg'spn limits my ability to truly see the
world through the eyes of disabled people, evenghd have dealt with issues of different
impairments when working or volunteering as a pbtysrapist in Finland, Norway, the USA
and Peru. | have also worked as a personal adsistanperson with a brain injury and to
another person with spinal cord injury in Finlaitiose experiences have probably taught me
a lot more about the daily lives of people withathiities than if only working as a health

care professional in clinical settings.

4.3 Accessing the study site and preparing for fidivork

Through personal contacts that | had from Villandesa, | was able to get access to the local
health authorities to propose the study in the fitace. After the proposal process, | traveled
to Peru in September 2015, first stopping in thatahcity of Lima for a few days, and from
there | took a two-hour flight to Tarapoto, whicashone of the biggest airports in San Martin
Region. In order to get to my destination, | hadiaiice a taxi drive, which took several hours.
Since my first visit in Villa Hermosa, five yeararber, the road from Tarapoto was now

almost completely asphalted, making the ride maskef and more comfortable.
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In Villa Hermosa, | had a host family | stayed widlring my fieldwork, a family | had
known since my first trip. We were thirteen people¢otal, and occasionally there were other
relatives visiting. The house was big with sevéedrooms, as the grandmother who was the
head of the house had a big family. In fact, frdra beginning, my host, a daughter of the
grandmother, was my key contact in Villa Hermosawh approached the authorities with
my research proposal, and she helped me to arthegequired documents and preparations,
as well as assisted me with the planning of thp &mnd organizing transportation and
accommodation.

Within the first days after my arrival, | visitetld director of a near-by hospital that
covers patients through the Health Insurance Sch@if®) under the Ministry of Health
(Ministerio de Saluyy commonly referred to as MINSA by local peoplee iscussed about
my research in Villa Hermosa and getting the redepermit. In addition, we planned how |

could be of help in the hospital and work as a mhilisrapist during my stay.

4.4 Research assistants

To carry out data collection, and due to needednfty in Spanish and for understanding
slang words and local expressions, a local reseassistant was recruited and trained. Upon
my arrival in Villa Hermosa, the director of MINSAecommended me to contact a local
English teacher, a woman close to my age, to helgonducting the interviews. | invited her
to my house and after the first meeting she got@sgarch proposal to get familiar with the
topic. We would meet again a couple of times t@uls about the research, my background,
to get to know each other better, and to trainrfterviewing. The research assistant was born
in Villa Hermosa and it was expected that she mightw some of the informants
beforehand. Therefore, it was crucial that | adskdghe confidentiality of the accounts of the
interviewees.

However, three of the interviews were done with hie¢p of two other people. The
first interview was proposed to me already durimg first week, and my host suggested me to
ask her relative to assist me. The man had an asadm®ckground and previous experience
with interviews, and he knew Villa Hermosa very l&b | felt comfortable to collaborate
with him with such a short notice. He also advisezlon the language used in the information
sheet and informed consent (see Appendices 1-5)naigie corrections to make the text more

suitable for the local people.
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Two other interviews were conducted together wity most, a woman born and raised in
Villa Hermosa. She had relevant working experieinom international projects and she was
comfortable with interviews. | relied on her assste after | had scheduled a meeting with
my main assistant to visit a potential informantt bhe was late and |1 was not able to reach
her through phone. | returned home and on the wahast suggested us to visit a person that
was living close to our house. The second timed a@companied by my host was when my
assistant had fallen sick, and instead of cancealmyinterview, which had already been

postponed because | had been sick, she assistiat oarying it out.

4.5 Research participants

A person with any kind of mobility impairment anbla to take part in an interview was
eligible to be included in the study as well akshalders being caregivers to a person with a
mobility impairment, or other individuals workingitwin the field of disability. Interviewing
different types of stakeholders increases the bgésreity of participants in the case study,
thus producing multifaceted knowledge (Green anordgpood, 2014, p. 123).

Purposive and snowball sampling techniques werd tseclude enough individuals
to provide rich data to address the research quess{iGreen and Thorogood, 2014, pp. 121-
122). Adequate sample size was estimated to beebatten and thirty interviewees or until
saturation of information was reached, with a g@escombination of individual and group
interviews.

The recruitment and enroliment of the researchigyaints was done through local
people. My host family knew potential interviewess; assistant introduced me to one of her
friends with a mobility impairment, one informamtst came to see me for physiotherapy in
the hospital, and | also approached a couple o$gmsr whom | saw with a mobility
impairment in public areas. In addition, | walkedtoi the municipal disability office
(OMAPED), the Catholic Church parish, and the s¢Hobo children with special education
needs to propose to do an interview. Through tihedc | met some of the mothers of the
disabled children and at the end of my stay | adked of them to take part in a group
interview, of whom three eventually accepted.

Nineteen individuals participated in the study;eniof them were having a mobility
impairment, six were caregivers and/or spousesgerson with a mobility impairment, and

four other stakeholders were working with PWD. Hge range among the informants varied
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from early twenties to seventies. Five of the imdlials with mobility impairments were men,
and five persons had a disability ID from CONADI8agnoses, impairments and disabilities
varied: the persons could be having an ankle traltaeinson’s disease, polio, scoliosis, a
spinal cord disorder, a spinal cord injury, stroke,visual impairment (two persons). In

addition, two children had cerebral palsy (CP) and had a chromosomal condition.

4.6 Data collection methods

Fieldwork with data collection was carried out fr@eptember to mid-November in 2015.
Interviews were chosen as a main method to acéessvorldview of the individuals by
talking to them in depth and thus allowing thenfdon their own stories instead of relying
solely on my own views as a researcher (Green d&adofood, 2014, p. 22). Other methods
of data collection during fieldwork included notas a selection of ethnographic observations
during volunteer work. Indeed, from the beginnihtgund it a moral obligation to volunteer
as a physiotherapist in the community because eflaélck of physiotherapy services at
MINSA. This was something | had considered as atoopeforehand, when | discussed
about my study with the director of MINSA. Theredoit was even more important to keep a
reflective journal in order to deepen the learningm experience and reflect on my

participation as an investigator in the study (asp005).

4.6.1 Participant observation and observing partigation

Observations in this study were done from the b@gm through my interaction in the
community, and through my volunteer work in the gitzd of MINSA and at the school for
children with special educational nee@eftro de Educacién Basica EspecidENE). This
was a way to see, know and understand how the leealth care and educational systems
function, and to perceive the natural and culteralironments. In addition, | got to see more
PWD than | otherwise would have in Villa Hermosa.

After | started my volunteer work in the hospitadahad my own small office it took
a couple of weeks to finally have a constant fldwpatients. My office was in the back of the
hospital, and only after some time | realized thechto put a poster outside of the building to
inform about the physiotherapy services | was mhoyg. One time when | visited the nurses
that were working with children, they were surpdig®e know that | was working in the
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hospital. The information had not reached themnpdfeugh | was introduced to the hospital
staff before | started my work. After this episodlgot several children referred to me. In
addition, a local TV channel interviewed me abouy molunteer work. | believe my
appearance on TV gave some people a better unadgirsgeof my presence in the community,
and one time a man approached me on the streeigasia to help his daughter with therapy.
In fact, the interviewer suggested | could give eadional lectures on TV later on but as |
became fully occupied with my research and volunte®k, | did not have the time for it.

At first, | dedicated four hours in the morning ftdMlonday to Friday at MINSA. In
my office, | only had an examination table, andouhd bring my own massaging oils, muscle
creams and kinesiotape. On one day, | was encaditaggccompany a general practitioner to
meet his patients and assess their health issués. the first month of my stay | was
approached by the teachers of ENE to share my witle the pupils. ENE is a center for
children with special educational needs close ® d¢hnter of Villa Hermosa. There are
approximately 25 pupils with a variety of disald#, and six teachers. The school has three
classes, and the children are divided into gro@seth on their skills.

| decided to change my schedule at MINSA to thnees a week in order to attend
the school on Tuesdays and Thursdays. In addititogk part in the festivities of the school
on the International Day for Persons with Disal@sitwhen we marched in the city center to
raise awareness about disability and afterwardsegadl for a ceremony. | also went to a mass
in the Catholic Church parish that dedicated amiengfor the children with disabilities.

| occasionally did home visits to people who haffiailties to come either to the
hospital or to the house where | was staying. A fieves a person would walk into the house
and ask for my consultation. After some time, hoaveV noticed how | had to prioritize my
time and even though having the desire to respomyery request for therapy | did not have
the means to manage all of it. In fact, at sometgastarted to feel overwhelmed.

In addition to the observations | made through malprteer work during fieldwork, 1
felt fortunate to be part of a local family thaloaled me to participate in local traditions and
everyday activities, such as a high school reuriothdays and a wedding. | was also invited
to have lunch together with other local familiesg$-igure 4) and the teachers from ENE.

To record my observations, | kept a notebook aneélaatronic reflective journal on
my computer, as well as documents of my volunteankvin the hospital. In addition, | took

several pictures during my fieldwork.
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Figure 4. Lunchtime with a local family

4.6.2 In-depth interviews and group discussions

Nine face-to-face in-depth interviews were conddaising a semi-structured interview guide
with open-ended questions (Appendices 3-5). Acogrdo Green and Thorogood (2014, p.
96), a semi-structured interview includes predeteeoch topics done by the interviewer, but
the nature of responses are dependent on the iewe®’'s choice of importance and
relevance to the questions. In an in-depth interyibe interviewee has enough time to share
her/his account (ibid.). In this study, there weeetime restrictions for the interviews, letting
the informants to respond with their own pace.dat,fone of the interviews was close to a
narrative interview, a way to let the interviewetedl their story (ibid.), as one of the
informants told quite an extensive story of becaydisabled.

The questions were translated from English to §teand back translated to English
to test the accuracy. The interviews varied fromn2idutes to two hours in length, the
average time being approximately 70 minutes. Therwews were scheduled with each
participant and appropriate location was chosewrdarg to the wishes and convenience of
the participants. It was found most comfortable emdvenient to visit the informants in their
homes. Only the first interview was done in the $eowhere | stayed because it was more
spacious and peaceful compared to the informatiseh

All the other participants with mobility impairmemtere visited in their homes, and

the community workers in their work places. In avfe®ccasions, there was a lot of
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background noise because of traffic from the séreetloud music from the neighbors that
caused some inconvenience for me personally, buasaistant and the informants seemed to
be used to it and did not complain. On two occasidime recordings of the interviews were
disrupted by other family members entering tharsgtt

Some of the questions were reformulated once waedaimore experience in
conducting the interviews. For instance, a Spamshd dispositivofor a device was not
always well understood and often needed furthetaggbion, hence we would rather use a
termayuda para la movilidagmobility aid).

During this study, three natural group discussiaese conducted. A natural group
discussion includes interviewees who know eachrdib®rehand, to see how and what kind
of social knowledge is generated (Green and Thaagd014, p. 131). A couple where both
had mobility impairments were interviewed togethmother group discussion included two
representatives of disability authorities. Finallywas easier to invite some of the mothers
that | met at ENE for a formal natural group distas. The discussion was arranged in the
school facilities. One of the teachers asked toecand observe the discussion, but in order to
guarantee privacy and for the mothers feeling foesay what they wanted to say; | politely
explained that only the mothers and the intervieveauld be present.

Even though I trusted that my assistants were tabdarry out the interviews, as they
all knew the place and local customs very wellprhstimes interrupted the interviewers and
asked questions on my own. This happened whert tHat my assistant had not touched
upon a certain topic or | wanted to engage myseafemn the conversation and show the
informants that | was genuinely interested in theas.

4.7 Data analysis

| used a thematic content analysis to capture d¢lyeskements, and important issues in relation
to the research questions, of the accounts ofritezviewees (Green and Thorogood, 2014,
pp. 209-210). In the analysis, | aimed to find amy associations between perceptions,
attitudes and experiences of the informants (ipid206). As Green and Thorogood (2014, p.
204) recommend, a “good analysis draws widely omenggneral social science knowledge,
and locates the particular findings of one studghiwia broader context, and not purely focus
on the data collected when doing analysis”. Herwying several frameworks on the

background guided me in the analysis rather thasdptermining the themes before
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commencing the analysis (ibid. p. 206). This mixdeuctive (pre-existing concepts) and
inductive (data-derived) analysis is inevitable thg theory and my previous reading
influenced the way | read the data (ibid. p. 205).

In fact, the data analysis began already duringdéit@ collection phase, helping to
generate an emerging understanding about the obstgoic while affecting the sampling and
interview questions as the data collection procdsgeloped, as described in qualitative
method literature (Dicicco-Bloom and Crabtree, 2006started to see similarities between
the accounts of the informants quite early duriatadcollection, which guided me to try to
have a more diverse sample of informants as welyasy to probe the informants to respond
to questions such as “why do you think so?”

In addition, a narrative analysis was used in tlmésrviews to include richness to the
findings by presenting life stories of some of thisrmants. A narrative method of analysis
links a theory between the stories told in therineavs and the wider social structure (Green
and Thorogood, 2014, p. 246).

4.7.1 Getting familiar with the data

Except for the first one, which | did myself, mysestant transcribed all the interviews. The
man who assisted me with the first interview wdmbtigh my transcription afterwards to
correct the words | had missed or misheard. Thastrptions were all done in Villa
Hermosa, and my assistant explained all the unfanvilords and expressions to me. After all
the interviews being transcribed verbatim in Spanikey were further translated to English.
In my proposal, | had planned to get the trangtatidone professionally in Lima, but because
of the time constraints, the amount of data, anicimg how well | understood the written
interviews, | decided to do the translations on awn. These were done both in Villa
Hermosa and after returning home. In this procésaas able to add nuances to the
conversations while re-listening the audits.

The English translations were included in the asialy however, the Spanish
transcriptions were kept attached because it wasetmes easier to understand the true
meaning of the expressions when read in the ofliggmguage. | first familiarized with data
by going through the interviews through listeningdare-reading the transcriptions,
translations and notes. | also formed short sunesani the interviews.
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4.7.2 Generating codes

| began the initial coding by using descriptive andsivo codes for relevant excerpts. | did
this manually on the printed interviews. For ins@nan excerptl drove a moto normally,
lived my life like anyone elsd’ coded as “from normal life to disability”. Theterview
questions often already separated the answersdiffierent topics, guiding me to start
forming categories and themes with conceptuallyilamtodes. After pre-coding | re-coded
some excerpts such dhkey give you prison time in your own homgdm “prisoner at home”

to “burden of disability”. | then started to loorfcommonalities and differences between the

accounts.

4.7.3 Forming categories

Through coding | could organize the data into catieg that showed a pattern (Saldafia,
2009, p. 8). I organized the codes both by manuwatlying, as well as by using a Word file
due to the amount of codes. | came up with categasuch as “in/dependence” and “faith”,
and with sub-categories such as “shame and pityd€u “feelings, perceptions, experiences
of disability”) and “having a disabled child” (und&ffects on stakeholders”).

4.7.4 Defining and re-defining themes

In thematic content analysis, themes are derivexh fhe data to collect conceptually similar
things and put them together (Green and Thorog@0d4, pp. 210, 213). Initially, the
interview questions (Appendices 3-5) guided how ¢leeerated categories were separated.
This meant categorizing the findings accordingdjids such as the use of mobility devices,
history in rehabilitation and need for it, the esprces in the health care services, etc. In fact,
| first came up with five themes and several catieggsee Figure 5) that covered all relevant
findings suited for the frameworks of ICF (WHO, 20@nd CBR (WHO, 2010a).

However, in order to have a more comprehensive nstateding of the findings, and
“link it into theory” (Green and Thorogood, 2014, p17), | reconstructed the themes
according to the anthropological framework (Schdiheghes and Lock, 1987). Within this
framework, | separated the categories into threends representing the “individual body”,

the “social body”, and the “body politics”, in omd® include the socio-political aspects of
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disability, and without forgetting the importancesobjective experiences as well. | then re-
named the categories and sub-categories, as watldesl new ones, to fit under each theme.
This process turned out to be a longer process| egtdrned to the transcripts, my notes, and
categorizations during this phase. The defininghef categories would evolve while writing

up the findings.

Stories of Rehabilitation

S - Activit Participation uality of life
disability services y P Lelley
) N - N - ~
Feelings, perceptions,
experiences of disabilit;
Becomin Other health and Personal
disabledg rehabilitation Home
services In/dependence
\ y_ \, ) \, J
Social Faith
) 4 ) 4 D
Effects on
Received i o Outside/public stakeholders
assistance Assistive deviceq arena
Community
Expectations
\ y \ J \ J

Figure 5. Initial formation of themes and categoris.

4.7.5 Narrative analysis

In narrative analysis, the story itself is the feaf the analysis, that can help to make better
sense of the data (Green and Thorogood, 2014, 44p222). Personal memoirs reflect the
developments of the surrounding culture (ibid. $1)2 such as how one becomes impaired
and receives needed support and services througheutcourse of life, reflecting the
prevailing social context. A narrative stores apexience, organizes it and makes it relevant
(Bamberg and Demuth, 2016). Even though all therunéws conducted were semi-structured
in-depth interviews or group discussions, threehef informants spoke in a narrative way,
telling their life stories of dealing with their roility impairments. | used a thematic content
analysis in those more “narrative” interviews aslwmit the depth of their accounts produced

richer findings, and allowed to make better serighe“experience of disability”.
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4.8 Ethical considerations

Ethical clearance was gained from the Regional Cibiees for Medical and Health Research
Ethics Regionale Komiteer for Medisinsk og Helsefaglig $kmingsetikk REK) (Appendix

6) in Norway before my departure to the study ditewever, REK did not permit the use of

secondary data such as hospital registries, asdwhs therefore taken away from the data
collection process. Thus, | relied on the informatreceived in the interviews and when

working as a volunteer. In Villa Hermosa, the losedearch authorization was approved by
the Provincial Health Directorate (Appendices 7 8hd

The informed consent (Appendices 1 and 2) was teaall the informants by the
assistant and the interview process and the valupiticipation in the study was explained
and confirmed well understood. Sixteen informane&enasked to sign an informed consent.
Three participants: two spouses and a mother tdatt son did not sign the consent, as their
presence in the interview was not planned. Howelbecause they answered some of the
questions during the interviews spontaneously and dgheir input to the results, they have
been counted as participants in the study withsidun@e ethical considerations applying to
them. These participants consented to the intervaally. Two persons with visual
impairments who were interviewed were at first cedmt to sign the informed consent
because of the principle of not signing any papsosjyething | agreed with. However, they
changed their mind and signed the document volimtarusting that the document did not
include anything that would be harmful to themabtdition, the informants consented to be
tape-recorded and photographed.

All data collected; tape recorder, informed consgahd my computer were kept in a
locked room, and the pictures and transcriptiores iarpassword-protected online storage.
Tape-recorded data was destroyed after the analygsscomplete. The written data will be
safely stored for five years after the end of #gserarch project.

Asking questions about personal experiences, ssitheapsychological and physical
difficulties in life when living with a disabilityymay place the informants in vulnerable
emotional states and make them feel less powesitidgn and Thorogood, 2014, pp. 74-75). |
decided from early on that the informants wouldatlewed to talk freely about the issues
they felt comfortable with. The safety and welllggirconfidentiality and privacy of all
participants in the study was respected and prdeeiccording to the Declaration of Helsinki

(WMA, 2013). The anonymity of the informants wasatanteed by labeling their accounts
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with numbers, which list was stored safely, andhi findings, | used fictitious names. As |
have given detailed descriptions of the informathg, names of the study setting, of the

special school and of the charity association @ féctitious to impede identification.

In the following, | will present the findings andsdussion.
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5. FINDINGS AND DISCUSSION

To answer the research questions, the findingsisfstudy are presented according to themes
(Figure 6), categories and sub-categories addgesisenmain issues raised by the informants
and during fieldwork, and according to the threespectives suggested by Scheper-Hughes

and Lock (1987)l will start by presenting the individual level.

Being impaired in
Villa Hermosa:

Individual .
. Socio-cultural
experiences of .
mobilit perceptions about
im airmg/nt disability and
P mobility
impairment

Under the Peruvian
sun: "The Body
Politics" of disability

Figure 6. Main themes

5.1 Individual experiences of mobility impairment

This section presents a first set of findings, Wwhére related to the lived experiences of
individuals with mobility impairments, as well a$ caregivers of PWD, in line with the
“individual-self” theoretical approach according3oheper-Hughes and Lock (1987).

Looking at mobility impairment and its manifestaisoat an individual level, | wanted
to understand how an impairment and disabilityerseived, and expressed by the informants.
I will commence with selected individual life stesi about living with a mobility impairment
in Villa Hermosa and elaborate on findings thaerdsaring the interviews and fieldwork. The

main categories are presented in Figure 7.
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The challenges of
disability: Some
experiences and
interpretations

Personal stories
of dealing with
an impairment

Figure 7. Analytical categories under the “Individual Body” theme

5.1.1 Personal stories of dealing with an impairmen

In the following paragraphs, three informants tle#ir story of becoming impaired and their
narratives shed light on their lived experiencégjrtway of making sense of these and of
giving them a meaning (Helman, 2007, p. 140). Taeatives illustrate how impairment is
not necessarily perceived as a tragedy, but rgibarm at aspirations to live with dignity,

despite unfortunate events in life.

“Peter”: A painful body with lasting hope

Peter is a retired man in his fifties with scolgsa deformity of the thorax, since his youth.
He started to have pain and discomfort when he amaadolescent, with no indications of
what was wrong with his body. After several incitdenf pain in the following years, and

without experiencing any relief from the help het §@m local doctors, or from natural

remedies his parents would give him, Peter wasrefeto another city, and eventually to
Lima. There, in the capital city, he went througkdical exams to determine his condition,
which was defined as a congenital malformationhaf $pine. This was a tough time for a
growing young man, and Peter described how beitigarhospital in Lima and going through
uncomfortable exams was a real suffering for his,weell as how he struggled to give

meaning to all this pain:

“l said: ‘God, pick me up, | am here. | have sucmphere, and pain there.’
Later began the difficulties. This is no longerii land | did not have the

spiritual growth to understand God, | was immatume everything.
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Physically... Spiritually... What was the purpdstall this sufferingP What

were God'’s plans?”

Over a period of nearly thirty years, Peter hadegttmough four operations in his back, all
done in Lima. This had required several trips ® ¢hpital, and he said he would still have to
go for controls every three months. The medicahexand operations of the back had left
him memories of suffering, always requiring timerézover and rehabilitate. Still, after the

third operation, less than ten years ago, the Ipatiame persistent:

“l| started to feel worse, feeling increasingly fests, uncomfortable in
everything... | frequently had sleepless nights anduld not sleep... | asked
for sleep, | wanted to rest, but | could not be@auasthe pain, the discomfort

and...| came to understand...how unbearable it is fi@ist

The last operation was done a year after, and siresePeter has been using a walking frame
instead of a cane because his balance became twoHb® lives alone in a house that has
enough space for him to move around. He needsk®&aanotocar, a motorbike carrying 2-3
passengers, which is a common way of transportatidfila Hermosa, to get to the center of
the town. To move around in public facilities, heul always ask someone to help him to
climb up or come down stairs. Sometimes he wouddl tieed after standing long periods and
at such moments, he would have liked to have a lehae. Peter reflected on his loss of

function:

“Your activities are no longer the same as befdresed to run, | could jump
or carry something. | had to learn to accept mylitgaand get used to what |
had left[of capacity]after the[first] operation.”

Peter relies on other people to assist him withskbald duties, such as cleaning up. He has
siblings and friends in Villa Hermosa, he partitggin any event he is invited to, and he
visits church regularly. After all his experienced coping with pain and medical
interventions, Peter tries to stay active and $iaeiaand he appears to have a positive look at
life. If he had lived in Lima, the medical serviogsuld be closer, but he chose to stay in his

beloved Villa Hermosa, among others because aditresity of the nature and climate:

“Honestly, | tell you, | have so much love for tlgy of Villa Hermosa. |
stayed here... | have had opportunities to leaverastdo remain here, but...
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It didn’'t go like that, | stayed in Villa Hermos@&he jungle is beautiful; it is
stimulating, nice...because in the jungle you seditfierent climates. There is

sun, there is rain, there is a little bit of raithere are dry winds.”

Thus, in spite of the suffering his impaired bodydhgiven him, Peter knew to enjoy life,
willingly living in his rural, peripheral hometowmnwhich was situated far from specialized
health care facilities. When asked about his exgbects for the future, he repliettHope.

They say hope is the last thing you lose.”

The next narrative also illustrates how lived inmpent may imply long time suffering,
physically, emotionally and socially. Yet in theseaof Esperanza, it also illustrates how
historical and political events are related to, aiséd to give meaning and explain lasting

experiences of suffering.

“Esperanza’: From suffering the dark period of terism to losing her children

Esperanza got an impairing injury decades agowdreh walking, she has needed and used a
wooden crutch ever since. | met her in the mairasgjof Villa Hermosa, where | asked her
whether she would agree to be part of my studyefsyza is approaching her fifties, and she
is a mother of twelve children. She lives with Hersband, her youngest daughter and a
grandchild. She speaks both Spanish and Quechaidattbr being her mother tongue as she
represents the indigenous Quechua population. &spahbecame impaired three decades ago
when experiencing a severe trauma. In the 80’'s ¥0id Peru went through a period of
internal terrorisrh During an incident while running away from an agyman and carrying
three of her children to hide in the woods, Espesamas hit by a bullet. She injured her ankle
when falling on an armadillo (a mammal with an arrsbell). She spent weeks in the local
hospital, but nothing was done to the ankle. Thdeam fact required an operation, but in

those times, it was impossible for Esperanza teetrall the way to Lima:

6 During these times, the members of terroristiaffidins of the Shining Path amdovimiento Revolucionario
Tupac AmarMRTA), and the Peruvian military and police fasqeatrolled everywhere, also in the San Martin
Region. Indeed, and related to this, the region pas$ of coca production for the illegal cocainéustry.
POOLE, D. & RENIQUE, G. 1992Peru: time of fearLondon, New York, NY, Latin American Bureau;
Distribution in North America by Monthly Review P®
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“l did not have any operation; | did not have thesgibility to go to San Juan
de Dios[hospital in Lima]to be operated... They told me they would do an
operation over there, that there were better dosttirere. That is what they

told me, but as | had no financial resources.”

Esperanza lives in a neighborhood from where gddiker 15 minutes to walk to the center of
town. Even though it is physically strenuous to kmaith a crutch, she still manages to do
those trips weekly. However, she says she feelawsthd after she returns home, and
sometimes she falls sick because of the pain in Huoely. Because of this, Esperanza

expressed her need for a wheelchair.

“I have headache, pain in the lungs, in the spineghe knees and the soles of

the feet..[l also have painin the arm but mostly in the feet.”

As both Esperanza and my assistant explained dandgafter the interview, the unfortunate
history of Peru is not a topic people easily tabowat. In fact, | did not get to know about the
story behind Esperanza’s disability until we sather home and she, after being asked
explicitly, started to tell about her ankle. Shedbunto tears while telling her story and taking

us back to the 80’s, which she described as tertibvles for innocent people in Peru:

“At that time the army tortured, and violated eveody, [also] innocent
people... We were all scared. The Shining Path cardenee were scared, and
then the army came... Finally, we were encouragéeiaee[our farm]to go to
live in Villa Hermosa, which was safer... Even thoygln saw killings you
still lived in a somewhat less dangerous settingd,tbere were always deaths.
Sometimes they would kill us in the center of tine €...) Entire families
disappeared, only a few were left, the older onedl/hile they slept the
children heard nothingdof the killings], but when the morning came they stood
up in the silence: their mothers, fathers, unctggndparents, everybody, the
whole family had disappeared[And] the river was the cemetery where they
were thrown away; the dead bodies were going ddwerriver daily, with torn

necks, all. (...) Life was horrible! Because of thiave lost my children.”

Indeed, Esperanza had lost six of her twelve dbildrand the extremely traumatizing

experiences of the war seemed to have left indefifegntal scars, which seemingly explained
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to her the continuing tragedies, which had affettedlife after the war. Before the accident,
she had four children, and two of them died duthgywar. After the accident, she gave birth
to eight more children, but four of them died feasons that were not mentioned in the
interview. Esperanza explained how she was bedriflatealmost one year after the accident,
and how she was depressed for months after it. tEaky, with the support of her husband,
she had learned how to manage life with her imga@ekle and she continued raising her
family.

Esperanza has not received any kind of rehabditatr social services for her
condition. An aspect, which raised her concernss th@ economic situation of her family,
and she was quite honest about going through manoémpioverty:

“There have been shortcomings, yes... A day whedr'tdhave anything to
eat, we didn’t eat and we spent the day like théien you suffer, you have to

deal with it... My children don'’t eat either sometarie

Esperanza had lost her job in the market allegeldiy to discrimination by a particular
person, and her husband was left as the only peova the family. However, she told he
worked in unjust conditions where he was not bgiagl as he should. Because of this, the
family was planning to move to a farm to raise itlogvn animals.

Esperanza appeared to carry a very sensitive pasteo shoulders. In the end,
however, she expressed to do well in her dailywfd her family. Learning to manage her
life with an impaired ankle and with all the in\ag scars on her soul after the war was the

only option she had had, and from our first enceyrghe stayed gracious and kind.

The last personal story gives a description ofrelependent and self-employed man with a

mobility impairment, who apparently first envisioaisility rather than disability.

“Jose”: “l have no limitations at all* Proudly independent, and promoting empowerment

Jose is a lively and good-spirited man in his nhidties living in the center of town. He runs
his own business at home, where he repairs shoken\#ose was three years old, he was
diagnosed with vaccine-derived polio. He walks acwith crutches that need yearly
maintenance. What struck me while talking with Jase his positive attitude towards life.

He spoke passionately about treating other people lwve and respect. Jose found it
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challenging to talk about disability because he wid see himself as disabled, as he had
managed to become independent “by his own will” edpressed:

“l learned how to wash clothes, | learned how twkpl learned how to deal
by myself, | learned what is to pay a house-rent) [ have never felt disabled,

never in my life.”

In addition, Jose had never looked out for helpnfrdoctors because he did not expect to
benefit from it. As he put it:They give you a diagnosis, but they don't give gasplution.”
With a solution, Jose refers to the comprehensnabkng support that is needed after one
becomes disabled. There is need for treatmentla@rdgy, yet there is not least the need to
learn to cope with life as disabled, as Jose egpreHaving a name for the disease does not

carry long in life, if no other support is givendane claimed:

“This [condition, disability]is an abyss they tell ydthe doctors] ‘If you fall
you die.” But they are also pushing yfdown] because they give you a
diagnosis in which you feel more depressed, ydudsge. Why? Because what
we need is psychological trainirigounselling, coaching]somebody to tell
you: ‘You know what? You can do many things; | kyow can. But we will
support you in therapy, we will support you in emliam, we will teach you
how to use the internet, we will teach you howuto bn a computer, we will
teach you this and that...” This is what a persordsekle or she does not need
flattering... Or things like a diagnosis and pity, d@n’t need that. | tell you, |
personally don’t need that.”

Jose puts further emphasis on the personal redpldgsior own life. He strongly opposes to
ask help from others, in fact he said he neverrbadhed for help. He left home when he was
thirteen so that he could learn to live on his oleayn how to feel and be independent. Jose
was an example of a man, who would not see hisirmgat as a limitation, nor would he let

other barriers stop him from pursuing a flourishiifgy

“l left home, | did not ask for a permission, Itiéecause | wanted to manage
by myself... My parents gave me a very good education.. That was the
supporting wall that has always led me forward.avé gone through several

things... | know what hunger is, | know what it igeel cold, | know what it is
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to feel lonely. (...) That has been a part of thensté my life, that has been a
part of my roots... Where the land had to be brokethat the roots have the
power to resist storms, water, rain... It made mersir | became the person |

am now... | have that strength that many who haverierdon’t have.”

Jose seemed very proud to be autonomous and hetedpshers to educate themselves in
order to do the same, emphasizing how the mostriapothing in life is education. He was
concerned about common attitudes in Peru, and pkiierd why he was not affiliated with
other PWD:

“I have never liked to include myself in that sé@gcle [of the disabled]. We
fight for the crumbs of the government and it stoiilbe like that, it should
be a right as a person, right? It's like going teetbank to deposit money or
take out money; there are people who get it andar@unot given this right.
[You should get it],not because you look nice to the cashier or asaldled,
[but becausefimply it is your right to go, to be the persorthmpreferential
attention, but no... We have lost mdoy the good]human values, we no
longer give importance to the elderly when theyssrthe street, you know
what | mean? We drive the motorcycles like crany,realizing that from one
night to a morning we can make someone disabledhdVe lost the sense of
humanity we had before. | include myself becaws®a hlso human and we are
prone to failure, but we should be more humanitartia the people around us,

we should be better people.”

According to Jose, to help would mean to give amcation to a person who needs it, and he
emphasized the importance of promoting continualisdevelopment. For this purpose, he
would also give away his old crutches to people wheded them. To care for himself, he
would occasionally do trips to Tarapoto, the biggety in the region, to receive therapy at a
spa, with a preventive purpose and for his wellpeiwith the self-acquired power and
control over his own life, Jose considered himselbe fortunate, in particular because he was

living in the center of town, with access to neededices.

“Well, my quality of life is perfect... | have leath® cope with things, | have

no limitations at all... | think the sky is the ohiyit.”
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Jose presented himself rather as a man with aiilthan with disabilities. For instance, he
would acknowledge the fact that he was not abbgotéor a run, even if he wanted to, but that
would not determine his potential as a personeatsthe would focus on doing things that he
was capable of doing. Living alone, learning a essfon and taking care of his

responsibilities had allowed him to become indepand

The narratives presented above give three diffesmies and approaches to life by persons
with a mobility impairment, based on different expeces, and different ways of coping. |
will now present some recurring challenges encaedtéy individuals with a mobility

impairment and caregivers of disabled people.

5.1.2 The challenges of disability: Some experiergand interpretations

According to Scheper-Hughes and Lock (1987, pp228-emotions affect the experience of
impairment and disability. This section describdgerkent emotional experiences associated
with an impairment and disability, and the effeats caregivers when caring for a disabled

person.

Grieving for the loss of function: Distress, demies and despair

Limited functioning in mobility can impose a greaimnotional burden on a person, and
accepting the impairment, especially when losing #bility to walk after a trauma or a

disease, had been difficult for many of the infontsa Lisa, for example, a woman in her
thirties with a spinal cord disorder, used to haweactive life until she was 25 years old,
when she was suddenly diagnosed with a graduatigrpssing disabling condition. Because
of the weakening of the muscles in her lower exities) she had to start to use a wheelchair.
Lisa described how her condition made her feel:

“Sometimes depression takes a hold on me. | doatitwo talk to anyone, |
don’t want to have a conversation. The only thimgt talms me down is to lie
down on my bed and close my eyes and spend hderghiat... It is very
hard.”
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Having a progressive disease, while knowing that filnctioning might get even more
limited, may cause much distress. For instance,udia@ man with Parkinson’s disease in his
seventies, felt his disease was progressing wihashlted in increased trembling and pain in
his whole body. This would affect his sleep, he ldaften feel tired, get annoyed easily, and
have little appetite. The medication he had beasqribed did not relieve his symptoms
efficiently anymore, something he explained becdugskad been on the same prescription for
eight years already. As he expresstometimes | feel drained, everything feels bad...
Sometimes someone makes me angry with whateves|iasd] | have to swear.”

Another example is Ricardo, a man in his early tvesn who was injured when he
was 16 years old resulting in a spinal cord injparalyzing his arms and legs. Losing his
ability to get up and go, play football with hiseinds and spend time in the farm, had taken
him time to adjust to. He would sometimes fall irdespair when worrying about his
condition and whether he would be able to walk mgde would like to get up and stand, but
not succeeding made him feel sad again, until hmezhdown and reminded himself to stay
patient.

During fieldwork, | also met a married couple witsual impairments. Visually
impaired persons need to adapt themselves to tysagaih environment, thus experiencing a
mobility impairment as well. The couple worked aasseurs close to the center of town.
Both of them had had high myopia since childhood| Amalia, in her fifties, had lost her
vision completely ten years ago. The husband Cantokis mid-forties, had lost his sight
when he was thirty years old, and in the beginnihgias difficult to learn to use the white

cane because he thought other people might begtairhim. He expressed:

“l grabbed the cane and ‘praa’ | threw it out theaad | did not want to learn
anything... | had to beat myself, because | felt ¢deel to go and do

something, as | was used to work and do my things.”

Sensory loss creates many challenges. As Amald 8athen you have become blind it is
like starting all over.”Amalia and Carlos had attended a special schodh&blind in Lima,
where they had learned to manage daily activisash as cooking and using the white cane.
They had also received professional training ingtieool. However, even after training how
to live independently with a visual impairment, lliations in enjoying some basic activities
would remain, especially when living in the jungkar instance, Amalia expressed how she
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missed being able to read a book, or having somelbodead a book for her, and she
emphasized her frustration explaining that shewai®ven able to cross the street alone.

Adjusting to life after a loss of function and aptieg oneself with an impairment can
be a long emotional process. Especially if disgbtomes unexpectedly and suddenly, such
as Lisa and Ricardo had experienced, the emotmoakss is likely to be more stressful than
for those who grow up with an impairment, or whaédalower transitions when becoming
impaired (Helman, 2007, p. 291). For instance, Jtee shoe repairer, was diagnosed with
polio as a child, and as he explained, his pamaged him as any other child. This may have
helped him to adjust to his condition from early, @amd to gradually strengthen his self-
esteem. According to Li and Moore (1998), emotichglport and self-esteem are important
factors to adjust to disability. Moreover, the ex@ece of an impairment, or disability, is not
a static position, but it seems to change over ame through the whole course of a lifetime
(Priestley, 2000). This seemed to be true in tise cd Peter, who would have moments in his
life when he would feel better, but then he hadydothrough another back operation and
rehabilitation, which was again a challenging eigrere with lots of sufferance.

Longitudinal data shows that physical disabilityaigisk factor for depression, even
more among women (Noh et al., 2016). It is furtbleown that extreme situations resulting in
post-traumatic stress disorders can add an additlmmrden to disability. This might explain
Esperanza’s persisting additional suffering after thaumatic experiences from the war. In
such, she is probably not unique, as the Peruviditiqal violence and civil unrest period
have been reported to affect the Quechua populatitnlong-term consequences on mental
health in the country (Tremblay et al., 2009).

A next group that is affected when somebody becampaired are the caregivers. | will now

present some experiences of those caring for @mldr adults with a mobility impairment.

Caring for a child or adult with an impairment: Et@nal and physical demands

In addition to what the informants with mobility pairments expressed about themselves, the
caregivers of disabled children or adults also eepeed stress and concern. Taking care of a
person with a mobility impairment can be both miytand physically strenuous. Lifting a
child or even more an adult with impairment wasising. For example, the mother of
Ricardo would help him moving from one surface totaer, helping him bathing, pushing

his wheelchair, carrying him in the arms etc., vahadl requires physical strength. When | was
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volunteering as a physiotherapist in the speciabsk; | met mothers bringing their children
to receive services. | interviewed three of themirdpya natural group discussion, and all
experienced physical strain due to carrying anithgiftheir children. One of the mothers,
Sofia, who had a boy with cerebral palsy (CP), campd about back pain when carrying her
son. Her son was in fact able to walk with a walkirame, but he needed continues guidance
also during the physiotherapy sessions. SimilaByelyn, the mother of an adolescent
daughter with CP, expressed to suffer back paie. &tplained about the heaviness of care

work:

“l can't even lift her because my back hurts a lbt.home, | have to support
my back to be able to lift my daughter, but it seaie down, until | drop her
on the floor. | have dropped her three times algeadit is because she weighs

more now.”

A third mother, Mary, whose daughter was not ablevalk due to a chromosomal condition,
would always carry her. However, she was concesaimlit her daughter getting bigger and

heavier, not only because she was growing:

“While my husband is working, | give her breakfastd everything... And he
tells me not to give her too much because she @yreaheavy...but how can |
stop doing that?But] there are days when it hurts in all my bones asdy

my God, how am | going to be able to lift her.”

Moreover, caring for a disabled child would puteanotional burden on the mothers. Evelyn

explained how suffering was part of both her anddagighter’s lives:

“l want the best for my daughter, but | am not ableBesides, her father has
left us, he lives happily and | suffer here with dagughter. | know my sons
support me, but | struggle with her and | don’t wamat. (...) My daughter
suffers because...the two of us live togefard] | share everything with her.
Sometimes my daughter sees me crying, and shééekls ‘Everything is fine
my daughter’, | say. ‘You have to fight in lifBut] she only shakes her head
my daughter.”

Mary, on the other hand, talked about parental s@&nd struggling:
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“l tell my husband, if they tell me to go to a ptawhere they will help our
daughter, | will go...it doesn't matter where, | givg life, | give everything |
have for my daughter to become normalying]... That's why | sometimes
don't... I am very sensitive and sometimes | donttwa take part in such
interviews because it hurts me a lot, it is an emous suffering... Us mothers

who have these children we are depressed.”

In fact, Mary expressed to be severely depressdletgoint of requiring psychiatric help.
Still, she would force herself to take care of taughter but there were days that this would
take a toll on her.

Interviewing Sofia, Evelyn and Mary together waseanotionally strong experience
for us interviewers, because we sensed the pdimeaiothers when they shared their stories
with us. Moreover, it was not only the everyday Idraes that would stress the mothers;
there was also a concern for the future of theildedn. For instance, Evelyn was worried
about what would happen to her daughter when sthwesgolder:*One day | will die, who will
look after her? In what situation are children widlsabilities left? Helpless, worse if they are
girls.”

Assisting someone who is severely disabled day ragtt can tire the caregiver.
Several studies report negative consequences entpasf disabled children, e.g. depression,
various forms of pain, and economic pressure. Mstheuld feel overwhelmed by their care-
giving role, such as was demonstrated among Zimbabwmothers of children with CP
(Dambi et al., 2015). High levels of parent-relagtigess among parents of adolescents with
intellectual disability in Australia have been shmoas well (Patton et al., 2016), and general
stress and guilt negatively affect happiness anmanthers to children with developmental
disabilities in Israel (Findler et al., 2016). HYB011, p. 26) reported financial stress among
caregivers living in shantytowns in Lima. In adadlitj according to Traustadottir (1991),
mothers are more pressured to stay at home toctaleeof their disabled children given that
fathers are easily seen as the traditional prosider the family. Therefore, she claims the
gender role division of mothers and fathers shdaddconsidered in order to balance care
work.

As well, according to the World Report on Disalil§WRD), the increased life
expectancy of many children with disabilities mayually make it impossible for parents to
continue providing care unless there is formal supgervice available (WHO and The World

Bank, 2011, pp. 141-142). Indeed, in the case @fcthildren and the mothers interviewed in
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Villa Hermosa, the prospects for their future segnmebe limited. The children would need

full-time assistance for the rest of their liveadahis might become a serious problem for
instance for Evelyn, as she was alone to care dordaughter. Moreover, the opportunities
for, especially, severely disabled girls, as thegiers of Evelyn and Mary were, can pose
additional difficulties in the long run, as womeirttwdisabilities face gender discrimination

(ibid. p. 262).

At the same time, the positive aspects of caret iImeicknowledged, and mothers of
disabled children tend to have strong feelings ofel and commitment of caring
(Traustadottir, 1991). A literature review (RyardaRunswick-Cole, 2008) found mothers of
disabled children to develop multiple skills whesating with their children. Barlindhaug et
al. (2016) studied families with disabled childienMalawi and reported that families invest
time and effort in providing for their disabled Ikhien, creating meaning and hope in their
lives. This was something that | also observecheamothers | interviewed, and which they
expressed while talking about their children; beeaaf the love they felt for their children,
they tried to make their life best possible fomthe

Caring for a disabled adult appeared to be chalhgngs well, not the least in case of severe
disability, such as living with quadriplegia. Ridats mother was affected by the condition of
her son. Ricardo was just beginning to study agasibn and become independent, but as a
quadriplegic, the opportunities for self-developtesre limited, as he needed continuous
assistance. Another example of the difficultiescafegiving was given by the husband of
Victoria, a woman in her fifties living with a sie. Her husband told how the family had
learned to be more patient ever since his wifethadstroke eight years ago, which resulted in
half of her body being paralyzed. He expressedhbatid not want the same thing to happen
to anyone, because of the difficulties and compyakihad brought to their lives. First finding
his wife unable to speak and move in bed in thedisi@df the night, then waiting for her to
wake up from a coma in the hospital in Lima whdre bad to be taken, and where she went
through an operation. Later on, after returning &dm would see his companion depressed
and crying, and failing to stand and falling.

This experience had been hard for the whole fariigrtainly, Victoria may have had
to deal with her own emotions of low self-esteend aepression, which is usual among
stroke patients (Vickery et al., 2008). These teliaadd to the reported burden of family-
members and non-professional caregivers of strokéieqis (Jaracz et al., 2014).
Nevertheless, just like for disabled children, ddult relatives with disabilities as well, family
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caregivers provide support and care in a numbeways, and they share the different
experiences of impairments and disability (GrossarahWebb, 2016).

| will next move to the second theme that discusbhessocio-cultural environment of the
informants living in Villa Hermosa and how disatyliappears to be perceived in the

community.

5.2 Being impaired in Villa Hermosa: Socio-cultural perceptions about

disability and mobility impairment

In this part | will address the relationship betwésdividuals and the cultural context of Villa

Hermosa, where the informants and their relatiives bnd | will examine how disability and

mobility impairments in particular are culturallygoluced, in line with Scheper-Hughes and
Lock (1987) suggestions. Social attitudes are parthe environmental factors as viewed
within the ICF framework (WHO, 2002), and theseeeffthe experience of disability, both in
a challenging way but also in a rewarding way. Tthame is divided into two categories as
presented below in Figure 8.

Disability and
the multiple The power of
nuances of social faith
belonging

Figure 8. The socio-cultural context and the “SociaBody” of disability

5.2.1 Disability and the multiple nuances of socidlelonging

In this section, | will present the issue of soaacrimination that many of the informants
expressed, especially in the case of children wligabilities and how they represent a
marginalized group.
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Shame, guilt and superstition as social limitations

Being a child in Villa Hermosa was one main caudediference in the challenges
accompanying disability, and consequently of thesgmlity of obtaining one’s rights, such as
rehabilitation services. The three mothers of ¢kitdwith disabilities, a teacher of the local
school for children with special educational ne@SE), and a Catholic Church priest whom
| interviewed all reminded me how much more vulbérahe children with disabilities are.

Evelyn expressed the following:

“There are many children who need thppecialized care]l have seen
it...these children need that, but some of the aohiicare abandoned by their

parents. Thejthe parentshre also poor and wgll] need thafassistance]

Similarly, Mary explained how she had been shodkeiihd out the number of children with

disabilities in Villa Hermosa after moving thereto:

“The first day | camdto Villa Hermosa]l did not know there were so many
children here with disabilities, with different dlslities. It broke me, it hurt

me. My daughter is not the only child, there areynehildren in need.”

At the same time, local authority persons sucteastters were aware about the needs, which
were to be covered in the community. For exampgie, teacher of ENE emphasized the
importance of social inclusion of children with amlities, and the responsibility of the

teachers to help recognize the existence of thioigdren in the community:

“Fundamentally the idiosyncrasy of our people isttlthese children are
very...excluded from our society, and this is oneowf jobs, community
awareness. (...)JTherefore] any cultural action to be taken within society is
appropriate, for us to show that these childrenedgst, these children have a
life, these children feel, these children wantytlaee capable of loving like

others.”

One reason for the exclusion of disabled childnepeared to be the existing prejudices and
ignorance among parents, according to the tea€loerinstance, he mentioned how a person
with Down syndrome may still be considered as agpunent from God, or how some people

would believe that a child was disabled becausartbther involved herself with an animal
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during pregnancy, and therefore gave birth to &dhat is slow in features, like a sloth. The
teacher continued explaining how some parents waatdally keep their disabled children

indoors their whole lives because of shame:

“A lot depends on theifthe children’s]homes, on parents. Sometimes the
fathers are ashamed of their children when theylsmen with disabilities. For
example, we have children with Down syndrome, tteeee many of them
here... Because of the shame about their childrey, thke them neither out
nor to the sidewalk, and there are several boys aigonow forty, fifty years

old and have never been to the sidewalk of thaisbd

Besides the shame related to having children wighldlities as mentioned by the teacher,
Mary and Evelyn told about how they faced disdaml aulgar language aimed at their

children by other people. Evelyn expressed thevahg:

“I have been told: ‘Why don't you let her die? TH#te child] no longer
serves! (...) Why do you suffer with her, throw itagwand] detain her
[somewhere] But no, | want more for my daughter than for eifjsbecause |

want her to live more than I...but | can't.”

Language is indeed a powerful tool to diminish ¥a&ie of persons. In addition to what the
mothers had heard, my assistant told me how somalwdging words likeminusvalido
(invalid) andcojo (crippled) may still be used to describe disalpedple in Peru. Though
these words clearly possess a negative tone anyg may avoid using them, | heard the word
“cojo” being used in conversations, whether by joka&ot.

These accounts show how some people would conaidesabled child as without a
value, or as an unnecessary burden. Moreover,cagsby the example of people with Down
syndrome, the superstition surrounding them redlé@ moral position that sees disability as
a sin (Goodley, 2011, p. 5/217). However, as putHgyman (2007, p. 36), the degree of
stigma that lingers in a society can be explaimedhany ways; what type of impairment a
person has, the socio-economic position of thegmerm her/his family, and the level of
technology, access to services and social orgamizaf the society. Moreover, the society
and culture define the standards of behavior aednttrms of people, and based on those

values, which are learned as a child, people jedgh other (Hendry, 2008, p. 172).
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As was shown during fieldwork in the case of claldmwith disabilities in particular, stigma
affects the opportunities of disabled people tdipgate in society (Eide and Ingstad, 2011,
p. 6). According to Meekosha (2005), these kindgudfyments are rooted in pre-existing
perceptions of privilege, hierarchy and unfair tneent. In addition, disability, just like
gender, class and race, is a social constructioexefusion, especially when used in a
discriminatory manner to classify an individualtive full potential of a citizen (ibid.). Green
et al. (2005) studied how such interacting procesdesocial discrimination affect the social
experiences of PWD and their families in the UBhe seriousness of the negative
consequences varied among the components of sti@uoaeial awkwardness such as
stereotyping with pity and labeling was found todasier to manage, as well as losing status
or discrimination in work and social lives. Howeyhostility, violence, and social shunning
were reported to have profound effects on the pergovolved and their families, something
which probably affected some of my informants adl we those persons with disabilities
whom I did not meet in Villa Hermosa.

The term *“disablism” denotes the socialirden of restrictionson the psycho-
emotional wellbeing, aspirations and activitiespefsons with impairments (Thomas, 2007,
p. 73). As Reeve (2012) explains, disablism cardiegorized into structural disablism and
psycho-emotional disablism: structural disablisrmsisting of barriers on the public level,
such as inaccessible buildings and informationtimgi the things that PWD can do, and
psycho-emotional disablism referring to the privagpects, such as stigma and internalized
oppression that restrict who PWD can be. Somehaw,could add “socio-cultural” disablism
referring to the socio-cultural exclusion mecharsswccurring at community level as
described above. Yet, on the other hand, socias@lltinclusion mechanisms were also

present.

Next paragraph includes perceptions and attitudgstiig disablism by promoting local
inclusive education for children with disabilitiggt it also shows how lack of awareness and
disabling attitudes are present at the local aithi@vel.

Inclusive education and —community support in ilermosa

Indeed, raising awareness at ENE was somethingwhatconsidered an effective way of

changing existing attitudes in the community. Mamiythe pupils of ENE had mainly

developmental and intellectual impairments, yetheas there emphasized awareness raising
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for all types of impairments affecting children. erheacher interviewed stressed the
responsibility of the profession and of the stateptovide schooling for children with
disabilities. According to him, the school’s aimsata support the children with disabilities in

developing skills in order to carry on later iretif

“One of the primary purposes of education...and ef shate policy is that the
child is entitled to health and education...withougtidction of any kind, in
this case a disability... The educational part isgiee them basic tools, the
necessary tools so that these children, if not redyedisabled, can learn
something and develop a skill, which they can hawd bring to the society
and serve it. (...)So] that they can have a moment of independence talbei
complete but at least partial, because you knowepts; siblings, aunts and
uncles, no one is eternal in the world... Sudderdipse relative dies, but they

keep on living and therefore they have to have #ungeto be able to move
forward.”

The teachers would do home visits to enroll mosaldlied children in the school and help the
families to have their children included, as wedl the school participated during public
awareness arrangements.

On the International Day for Persons with Disaieitit | joined the teachers, most of
the pupils and their parents, as well as other PWihe main square of Villa Hermosa to
walk together. We hold placards that had writterssages such as “You and | have the same
rights” (Tu y yo tenemos los mismos dereglaosl “Look at me: | am human like you, | have
feelings, abilities, concerns and hop#&liame: soy humano como td, tengo sentimientos,
aptitudes, unquietudes y esperanZdterwards we gathered for a big meal and eaiement
in one of the public buildings (see Figure 9), avel listened to speeches given by both the
President of OMAPED, the local public disabilityfioé, and the President of Angel Azul, a
local charity association. This kind of communitytiative brings visibility to PWD. A study
in Lima by O’Sheaa et al. (2012) suggested thatatihhnal campaigns were a useful tool to
“raise popular consciousness about intellectualhiiity, together with the issue of poverty in
order to influence policy making and interventiolarming” (p. 8). This appeared to be

exactly what the school, as well as OMAPED and AAgell, were aiming at with the event.
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Figure 9. A social gathering on the International @y for Persons with Disabilities

However, in spite of such efforts by the teacheidlacal authorities, some of the parents still
kept their children at home. One reason was widegbpoverty, and the other lack of trust in
the education system. This will be addressed wherstructural conditions of disability are
discussed in the last part of the analysis.

However, the issue of poverty and of disabilitgate socio-cultural values and moral
norms about how to cope with these problems whdnigassistance is poor, and in Villa
Hermosa, moral views on how to support the poorreadilted in various initiatives based on
religious values. The President of Angel Azul espgesl the following about involving local

people to volunteer with charity work:

“There are people who get involved, who serve... @laee still some people
in Villa Hermosa with a good heart who help youdim something for the
people in the greatest need.”

Angel Azul and the Catholic Church directed théiaty work for the poor. For instance,
Angel Azul aims to help PWD in poor economic sitoas by distributing food supplies. It
has also done some wheelchair donations to PWD.priest explained how the Catholic
Church, especially on the coast of Peru, has aedlegniversities, hospitals and nursing
homes, thus contributing to general developmetttiencountry. Hence, he considered that the

church had power to respond to other needs of peopit only spiritually: As the church
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grows everything grows. First comes the evangetinatut it is always accompanied with
charity.”

However, not all would give priority to supporti®fyVD. The priest of the Catholic
Church continued explaining how it was more diffido help those who are both poor and
disabled, because the resources of the church meited. Indeed, there were no means to
help those with a chronic disability in the longiyavho were in constant need of support. As
the priest put it’lt is one thing to give medicine to someone orpheith an operation but
another thing with a person with a chronic disatyifi This implies that the charity work the
church was doing was restricted because of theddhmesources at hand, which would force
them to prioritize, in this case leaving poor peomith chronic conditions in a more

vulnerable situation.

Notwithstanding, the role of the church, as exmddhrough the role of religion and faith,
came out to be one of the strongest powers themafots had in dealing with disability, both

personally and as a community.

5.2.2 The power of faith

| came to the field with a secular mind-set, anérethough | was born and raised in an
Evangelist-Lutheran culture, | had no concrete chuand religious affiliation in my adult
life. Therefore, |1 had to reorient myself once rivad in an environment with a strong
spiritual life and where religion had an importanboral part to play. In fact, 77 percent of
Peruvians are Roman Catholics, and 10 percent [Eliaaly (Corporacion Latinobarémetro,
2014, p. 6).

Many informants seemed to have God as a guidirgefor their lives, a strength that
apparently carried them through thick and thin. &mmple, in the early stages of becoming
disabled and having to accept the situation, sohtheoinformants would turn to God with

guestions of why this had happened to them. Pgdai@ed the following:

“I am Evangelist Christian and | remember when énee | said to God: ‘Why
all this suffering for me?’ This life is already thgood, and all the pain is so
frightening. To be in the hospital, going througllede tests and everything that
happens to me is anything but nice. It is very enat for me.”
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Evelyn, on the other hand, would turn to God t& t@bout the fate of her daughter saying
that: "My God, if my daughter had been a normal childwheould she be like... God only
knows why.”Grippingly, both Evelyn and Mary hoped to have th#aughters being born
“normal”, implying the widely spread representatafrdisability as an “abnormal” condition.
Similarly, Jose described himself being born asoamal child until he got polio after
vaccination. As Helman (2007, pp. 35, 38) writesgctically all cultures hold a division
between the “able” and the “disabled” body. Thigiglon is further linked to the assumption
that an able body is the norm, and culture deteemithe criteria for what is “normal” and
“abnormal” (Barnes and Mercer, 2010, p. 186). lct,faremain (2015, p. 1904/9815) states
that a person cannot be labeled “impaired” withoatnparing to a statistically created
“normal case”. Kumari Campbell (Tremain, 2015, B42/9815), on the other hand, writes
that “disability discrimination is an outcome ogtpractices of ableism, not their cause.” The
issues of stigma and shame discussed previouslareected to these perceptions, and
seeing one’s children or persons with disabilite@és “abnormal” reflects the cultural
perceptions of the society in which people live pedceptions of ability and disability.
However, God was said to be important to help sorfemants to accept the fact that

they were disabled, as Jose expressed:

“l believe in a God, maybe it's not the God thalt gleach, but | believe in a
God in the way that if something happened to maveho accept it, because
maybe without my disability | wouldn’'t be who | anit.made me to be a

responsible person.”
Faith seemed also to give hope for improvemewinefs condition, as it did for Lisa:

“I have hope...that...my quality of life will improveecause | have put my

faith in God and | know that He will help me in amgty.”

In this small Peruvian jungle town, religion andthais apparently a source of mental and
spiritual strength that gives many people, with amithout disabilities, comfort and a
meaning in life. For instance, Carlos believed fiagth in God would ultimately make one
stronger, and give protection and guidan&¥e“have a lot of faith, we believe in God and feel
that God protects us and is with us, truly takimgecof us.” Mary said that she would leave
everything in the hands of God in the case of hmugtiter. She further expressed her

gratefulness for the persons who would give a hglpiand on the street:
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“I'm always thinking about God who is the creattwr,give me strength, to give
me patience to move forward... | thank Him for gijug] people with a good
heart who...provide their selfless support becaussdlchildren really need
it.”

Obviously, the priest of the Catholic Church whonmterviewed emphasized the strengths
faith provided to people. By attending the religi@ervices, it would make people feel valued
and welcomed, because God loved them and saw thaal ® others. In fact, | attended a
mass one time in the central parish together wighpupils from ENE, their families and the
teachers. This was a special occasion dedicatetthetochildren with disabilities on the
International Day for Persons with Disabilities.eTparish was full, and | could observe quite
a few adults with Down syndrome attending the serviThe priest explained during the
interview that many children and adults with Dowmadrome and with psychiatric illnesses
were in fact very active in attending church atigg.

As shown by the examples, spiritual strength arttl faan help a person who has been
affected by an unfortunate event, for instancenipshe ability to walk after an accident, to
adjust to a new life situation (Hendry, 2008, p414Moreover, attending the church and
sharing the same faith with others becomes a d¢nléedorce that gives people a sense of
belonging. A systematic literature review (RizvidarHossain, 2016) found positive
association between religion and happiness. Feebhgnity and security, as well as feeling
blessed and being cared mutually was reportedptaexreligion’s contribution to happiness.
These same feelings can explain why many of thernmints saw their faith as a positive
aspect in their lives.

Boswell et al. (2001) who studied spirituality argowomen with disabilities in the
US, propose that rehabilitation should take spality into consideration when addressing
disabled people’s needs, and provide opportundras resources for clients to share their
stories about spirituality and disability. In adaiit, for family caregivers, spirituality can
provide comfort, reflection and shared momentsadhf(Grossman and Webb, 2016).

To sum up, in disability and poverty, the suppooinf family and friends seems to be very
important, and all my informants had family membansl relatives helping them out in one
way or another, thus illustrating the socio-cultunaportance of family ties and kinship. As

well, social norms of inclusion and solidarity leetcommunity, as well as religious values of

charity were other important socio-cultural aspeetating to disability. | turn now to the last
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thematic section of this study, which addresses‘ltbdy politics” of disability as perceived
in Villa Hermosa and in the Peruvian society, amdiscuss how the exclusion of PWD is
intensified through poverty, barriers in communimat physical restrictions and lack of

services (Pisani and Grech, 2015).

5.3 Under the Peruvian sun: The “Body Politics” ofdisability

In this final part of the findings and discussiowill present material which deals with the
social and political control of ability in Peruviaociety that directly or indirectly affects the
lives of PWD, as suggested by Scheper-Hughes am#t [(1987). Aspects of power and
control of activities and participation of PWD amdated to the environmental factors of the
ICF model (WHO, 2001), and socio-economic and palitstructures defining disability.
Understanding of social and political control oetbhody in health, education, livelihood,
social life and empowerment is important to analgig/ability holistically, as pursued
according to all the principles of the CBR framek@d"WwHO, 2010a), as well as to critical
thinking in disability studies and rehabilitation.

Applying a “body politics” analysis of the controf ability made me ask following
guestions: What are the educational, health cadewnaatfare services for PWD, and how are
these regulated? Does poverty concur with disgpiand how do governmental policies
affect the living conditions of disabled citizensdw are the requirements of the UN’s
Convention on the Rights of Persons with Disak#itiCRPD) met in the context of a
Peruvian town in the jungle? The main categoriesultmg from the data analysis are
illustrated in Figure 10.

With poverty and infrastructural barriers, decévelihood and access to services such
as education, health care and welfare support besdimited. In the following section, | will
discuss poverty, education and health servicesagaiability of human resources, as one of
the main complaints that the informants expressasl tve lack of re/habilitation “specialists”

in education and health care.
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Figure 10. “Body Politic” categories of ability ina Peruvian town

5.3.1 Poverty as added disability:The parents are also poor”

The topic of poverty was raised among some of nigrimants, either by direct confessions

about not having enough money to meet the endshen explaining the financial barriers to

receive needed services. The situation of Evelyhler daughter illustrates how caring for a

disabled child not only prevents a single mothehdawe access to labor, but how the burden

of limited financial means adds up to the emotimtedss of being a caregiver:
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“If I have to suffer with my daughter, | will suffe But | will go forward for
my sons so that they will become something andkth@od for their
completing of their secondafgducation] and for the small careers they have.
They help me with a living, they have rented a Bdasme, they send me their
money to share with my daughter, because | am lletta work, she will not
let me work, because she has convulsions. Whencameulses she gets
very...she cries all day or all night... And for exaeppl she convulses in the
night | don't sleep. | go out on the street with,Heecause she does not sleep,
crying... | have to stay on the street with her,ingkmy life for her, because
she gets worse inside and weeps, she is in desglaér,shouts and again
convulses and for her not to convulse | have toogbon the street (...) to

distract her.”



The burden of poverty affected many of the infortsaand as the example above illustrates,
it is mainly relatives who provide help to surviged cope, while public welfare support
seemed often to be absent, or at least too ingignifto be mentioned.

Esperanza and her large family had financial stegggs well, as described earlier.
She had lost her job, and her husband was not Ipailogfairly. Lisa, the single mother using
a wheelchair, told how her family would not alwdysve enough food to eat, because her
mother was the only one working. OMAPED would istfarovide her family food supplies,

but she found it not steady and sufficient. Sheesged.

“l am a single mother since my daughter was bord ery daughter is thirteen
years old and all this time I've been alone. Nom Wwith my mom and my
daughter and we are doing fine, sometimes likeveryehome there are some
problems, but normally we manage, and yes theredays when there are
wants at home, there is sometimes need for foodfahdre is none there is
none. That's how we live. My mom is the one whaogsrthe bread and butter,
she’s already old at sixty-five years... Sometimesnvgine makes a sale there

is [something]to eat and when she doesn't... Th&ow we live.”

For Lisa, not having enough money was also a bawiseek rehabilitation. When she had
received specialized therapy in Lima, she had &t 100 (US$ 30) daily. In total four
months of rehabilitation had cost her PEN 12,008%(3,800), excluding relevant tests and
other costs. Lisa stayed mainly at home becautieedlifficulties to move by herself, but also
because of the economical limitations her family.h&taying at home further limits a
person’s participation in social life. This seerasbe true especially for girls, yet there are
differences between disabled girls, depending oetlndr they are better off economically or
not (Eide and Ingstad, 2011, p. 7).

However, similar situations could be found amorgallled men as well. For instance,
Ricardo could not continue the therapy he had veceafter the accident. He had received
three sessions free of cost, but as he would hege bharged PEN 18 (US$ 6) per session, he
could not afford to pay for it. Moreover, Peter Haekn retired for years already, and as he

expressed, his pension would only cover his bagemses:
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“What | get is not a lot, just to help me cover expenses, but for other
greater things it's not enough, it doesn’'t cover, nre one word it isfjust

enoughljto survive.”

In fact, the teacher of the special school once g&it | would be surprised to see the extent

of extreme poverty in Villa Hermosa if | joined hifior his home visits:

“Ninety-five percent of the homes of our pupils arextreme poverty... | can
confirm that this is evidently true, because | aithyihem constantly in their

homes.”

This widespread poverty and absence of public supplothe poor seemed to mobilize
voluntary private, and some public support initia§ in the community, as indicated in the
earlier section on socio-cultural values of soliyarThe difficult situation of some families
made some individual teachers but also the sclwalpublic institution try to promote school
attendance by supporting the families. For instanceorder to get poor children with
disabilities to school, the teachers would provigee transport for them, picking them up
with a motorcycle or a motocar in the mornings geking them home after school. A taxi
ride would normally cost PEN 2-3 (US$ 0,6-1) ongywia addition, the school provided free
meals for the pupils. Thus, in this Peruvian comityuthere seemed to be both private and
public initiatives trying to promote education argochildren with disabilities. Given that
disability, as well as poverty, may result in reédi@ducation levels, these kind of incentives
can help to get disabled children into school (Meg@nd Graham, 2015).

However, the need for more systematic economip@tif the poor and the need for
fulfilling of public welfare rights seemed obvious Villa Hermosa, something which still
seems to be true other places in Peru as welD14 2he International Centre for Evidence in
Disability (ICED) conducted a qualitative study omtlusive social protection for PWD in
northwest of Peru (GIZ and ICED, 2015, p. 33). Bhedy investigated the experiences of
households living with PWD enrolled in thRintos program, a support program for the
poorest, as well in thRension 65program, which provides a pension to people o%eyears
of age living in extreme poverty. Both of the pragis were found unable to cover the costs
resulting from traveling to other cities for spdisitaconsultations and other costs that PWD
faced. In addition, a need for complementary ses/iand benefits for both PWD and their

households were reported. Another study, a popumatiased-survey with a nested case-
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control study in a northern semi-urban districthaliigh poverty in Peru, concluded PWD to
have greater needs for social protection, howewey were not more likely to be enrolled in
social protection programs (Bernabe-Ortiz et @164). The authors call for better inclusion

of PWD into cash transfer programs as well as fgement specific interventions for PWD.

In the next paragraph, | will address the bodytpmsliof disability in education specifically,
and the challenges experienced and voiced by gaoéichildren with disabilities.

5.3.2 Education for children with disabilities: Theneed for specialized competence

When | met the three mothers | would eventuallgnview, they were all concerned that the
teachers in the school were not trained to deah witildren with so many different
conditions. Because of this, Sofia and Mary did Imng their children to the school. Sofia

explained her mistrust, pointing at the lack ofcsgleeducation competence among teachers:

“The UGEL [Local Educational Management Unftas no support to provide,
there are no specialized teachers, you see therelmlhow they are... There
are teachers here but they are not specialists|viorking with] these
children...and that is what we want... And sometinkes same person from
the UGEL would ask: ‘But what do these childrencheelearn?”

Thus, even local educational authorities couldb®aware of the special needs and capacities
of the children at stake.

These findings are consistent with other studiasntH2011, p. 30) reported that a
community worker in the shantytowns of Lima did troist the special education school due
to the inadequate understanding of disabilities thy teachers and the lack of proper
equipment. The same issue was raised in anothditagiwva study done in Lima by O’Sheaa
et al. (2012). The study reported that the teackl@snot have special training to offer
substantial education for the pupils with intelledtdisabilities.

Yet, the perceptions of the teachers and of therparin Villa Hermosa could vary,
and teachers showed lots of professional commitniedeed, | sometimes met the teachers
outside the school and they often reflected onr terk, for instance on how to deal with
children with autism. The teachers seemed deeplicd®d and proud to give their part in the

special education. One of the teachers knew siggulage as well. Furthermore, during
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fieldwork, authorities from the Ministry of Educati visited the school for class observation,
showing that the government had placed surveillamrcéhe quality of educational work. In
spite of the efforts by the teachers, some of #remqts remained unsatisfied with the quality
of education and decided to keep their childremoabe.

Unsatisfactory inclusive education structures aesulting parental attitudes might
partially explain why children with disabilitieseaattending school less than children without
disabilities according to national figures, in ddi to poverty and lack of access. The
primary school attendance among Peruvian childseapproximately 97 percent, both in
urban and rural areas (UNICEF, 2015). However, i@ing to a report by Plan International
(2013, pp. 250-251, 253), there are lower levelsdafool attendance of Peruvian children
with disabilities compared to their non-disablecknge both boys and girls with disabilities
were found to be over ten times less likely torbbedhool. In addition, they were more likely
to have a severe illness in the past 12 monthsbaBig children with disabilities are less
likely to start and stay in school, as well as & gromoted and continue with further
education than children without disabilities (WH@darhe World Bank, 2011, p. 263).

In fact, the issue of special education was comtrsial, in light of the right to
inclusive education in mainstream schools. In Villarmosa, the President of Angel Azul, a
local charity association, questioned the nee@paite children with disabilities in a special
school. In his opinion, the children with disaldé& should be able to attend any school in the
community, and not put them into a special ingitguch as ENE. This is also stated in the
general disability law, saying that public schoonnot deny any child admission on the
basis of a disability (Congreso de la Republicdl330The practice of segregating children
with special needs from general education can déurtheir categorization and labeling them,
as well as denying them opportunities to succeecdomventional class rooms (Hodkinson,
2015, p. 77). However, as | could observe, ENE wasality often the only competent place
to send the disabled children to in Villa Hermo&aase study done in Lima (Noto, 2005) on
a private special education center for childrerhwignificant disabilities found the education
model successful through the school's emphasis mbegiating parents, developing
relationships within families and community, dey®fg skills of committed teachers, and
giving opportunities for the children to becomehaein the community. These appeared to be
the goals of ENE as well.

In the next section, specific health and rehabiditaissues as raised by informants in Villa

Hermosa are addressed.
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5.3.3 Health and rehabilitation services: Lack of gecialized and community based care

Access to necessary support services and devieegrexequisite for a reasonable life quality
(Charlton, 1998, p. 102/197), and maintaining thectioning of the citizens is one of the
most important aspects in health and social sesviGgala, 2003, p. 18). Obviously, there
seems to be a lack of specialized health care w®ikeVilla Hermosa. Given my voluntary
work as a physiotherapist during fieldwork, | dithés and again got to hear how poor service
delivery was for PWD in town. All the informantspessed the urgent need for better service
provision in the region, having access to spe¢gafiad more professional help locally instead
of being dependent on the services offered mamtheé capital and requiring financial means
and long travels. | will now look at the experiescé receiving health care in Villa Hermosa.

Absence of specialists and lack of proper equipment

The director of MINSA, as well as other acquaintmthad in Villa Hermosa, and especially
the mothers | interviewed addressed the need pedatrician at MINSA. In fact, the hospital
had a priority in maternal health and | could omhagine the pressure in delivering adequate

care. Evelyn complained about the poor health semelivery in Villa Hermosa:

“Sometimes you have to take at least an X-r@igut] they don’t have ithere]
everything is in Tarapoto, sometimes we don't taeemeans to go, because it
costs, you have to have money to go...and if you tiene[the money]our
children die. Here you go to the hospital, you héwequeue to have them
attend you and they are not good at all. How can go at three or four
o'clock in the morning to be early in the queuei® ot possible. | say my God
if someone could help us to have a permanent rétalmn center for these
children, wouldn’t it be nice? To support us wittetcare, and us moms we
would devote ourselves to come. Even if it was @0 sdmething,[a
rehabilitation centerfor these children to stay in the morning, thekidecen

to eat, | don’'t know. In my case, if there was hatglitation center here |

would not mind if I did not get payed, | would come

Here, Evelyn seemed to express the need for a itediddin center, where the mothers

themselves could contribute when bringing theildren. All three mothers expressed their
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concern about the need for such center for thedmenl with disabilities. In addition, the
teacher of ENE suggested the need for more profesisicare in the school, such as
physiotherapy. In fact, he spoke about the teadheraselves doing stretching to some of the
children to try to imitate therapy. Other teacharsthe school addressed the need for a
psychologist as well.

Among the adult informants, similar topics regagdthe need for specialists in Villa
Hermosa were brought up during the interviews. &ixthe nine persons with mobility
impairments had received rehabilitation in LimatdPeLisa, Ricardo, Victoria, Amalia and
Carlos. Yet the therapies were usually given atntioenent of the diagnosis and during the
first months after getting an impairment, and bsearehabilitation in Lima is expensive, as
well as transport, the therapy had not continugdvdling to Lima from Villa Hermosa is
demanding, as Manuel illustrated, the man with fhada’s disease, who had to consult with
a neurologist in Lima eight years ago. It took ee¢hhour-drive by car to the nearest airport
and two hours by plane to reach the capital. At shene time, he could only get his
prescriptions from there. Thus, having a chrongedse combined with living far from where
services are provided added to the financial burdemaying for necessary drugs and
appliances, as it also implied additional coststfaveling to these service centers. Similarly,
Lisa could only get specialized therapy in Limat Hue to the costs of traveling, staying in
Lima and paying for the rehabilitation session® Bhd no means to meet the needs that her
condition required. In fact, | was the first oneggige her therapy in Villa Hermosa.

Because the more specialized care is centralizédna, this creates barriers for all
people living in provinces far away from the cabitdocial protection programs, such as
Juntosand Pension 65 were found unable to cover the costs of personsalvel to other
cities for specialized health care, as well as rothigability-related costs (GIZ and ICED,
2015, p. 33). A study by Palma et al. (2013) alibet use of the Ponseti method to treat
clubfoot among children in Lima concluded that Bexuvian health care system is inefficient,
as SIS does not cover the costs of congenital sksegesulting in disability. In addition, the
doctors were allegedly forced to do the castingg@dares on their free time, because MINSA
did not permit extra scheduled appointment timepply casts, and the patients needed to
purchase the materials themselves. Other barriers #ne lack of communication between
specialists in Lima and the general hospitals mepfprovinces, lack of knowledge among
parents especially from other provinces than Liasayell as physical distance and transport

to treatment centers in Lima that impose finantiairiers to the families. These sort of
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inequalities call for improvements in health caystems throughout the country, according to
the authors, as Peru covers a large and divergga@ucal area, and travelling may not only
take a lot of time, but the costs can become tgb,hespecially for poor families. The same
seems to apply for most other disabilities reqgir@habilitation services.

Another issue in Villa Hermosa was the lack of appiate equipment in the hospital,
which made it difficult to respond to the healtheds of patients. Peter had received
physiotherapy many years ago, but he thought itnddenefited him because of the lack of
proper therapeutic equipment. Ricardo expressedstiee; he had received short-term
therapy in Villa Hermosa earlier, but the theramd fonly consisted of application of heat
pads instead of stretching and exercises, whichadehoped to receive. Victoria, who had a
stroke eight years ago, had received physiothettapygh MINSA after her stroke, but as her
husband explained, the hospital did not have tbhpgrequipment to help his wife:

“The inconveniences in the hospital is that it & equipped to give a more
consistent treatment... They don’t have those ananit know if they know
what the reason for that is. (...) Only those who iatster know it. (...)
Sometimes those who are more professional canasimuch as they want
because there are no necessary ways of treatméntsso they have to limit
themselves. When [the hospital]is very well equipped, it will maximize the

development in everything.”

From my point of a view as a professional volunteerMINSA, proper facilities for
rehabilitation could indeed give better opportwgstfor the staff to provide more adequate and
sufficient forms of therapy. Peter summarized theason in Villa Hermosa:

“Villa Hermosa is a small town that has many neeilsso many fields...
There are authorities that can provide serviced;slesay rehabilitation,
physiotherapists [in Peru].. [There are] good places with services
implementedin Peru] where people with all kinds of conditions or evéath
small problems can go. In San Martin this is wha e@on’t have, in San

Martin it doesn't exist.”

A pediatrician and a neurologist, as well as a pitlgsrapist were the most required

specialists in their town according to the inforitsaAs previously mentioned, there used to
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be a physiotherapist at MINSA but it was monthgsithat person had left and during my
stay, there were no signs of employing a new thstap

The findings show how limited or non-existent ascde proper treatment or
rehabilitation was in this peripheral Peruvian tosettlement. This supports the statistics
from the first Specialized National Disability Segy which show that 88 percent of PWD do
not receive treatment or rehabilitation servicéH, 2014, p. 13). Based on an evaluation in
the same survey for rural areas (Bernabe-Ortizl.et2816b), lower rates of access to
rehabilitation services were reported comparedWDHnN urban areas. The authors explain
that this could be due to inaccessibility to healtine services, not having health insurance,
and lack of specialized health care in rural arézsographical barriers might also create
difficulties in transportation to health facilitieldowever, this phenomenon does not appear to
be limited to rural areas, as barriers to rehatith of PWD living in shantytowns in Lima
have also been reported (Hunt, 2011, pp. 36-37)thAgyeneral access to health services in
Peru is low and inequitable, this is even a grgateiblem for PWD.

Improvements in the quality of health care are paoprities that the government of
Peru has pointed at in order to have equal econgroieth for the poor, and the government
has an extensive inclusion agenda for the rurasat@ improve accessibility to basic services
(The World Bank, 2016c). In fact, between 2009 and1, Peru made an increase from 50
percent to 89 percent of health care professioralking in rural and urban marginal areas
through a special SERUMS program (Carpio and SgmtBench, 2015, p. 78). However,
challenges in health care provision remain, as Pasi a critical shortage of health care
workforce with 2.3 health workers per 1,000 inhabis, and the unequal distribution of
health care in the regions persists (Vermeerseth. 2014, p. 24). On top of that, almost 45
percent of all health-personnel in Peru are drgirdnt of the country (Carpio and Santiago
Bench, 2015, p. xix).

This puts further pressure in the rural areas whkeee is already a shortage of
workforce in the health sector, to keep the workerglace and/or attract new professionals.
A study done in Ayacucho, a poor region in Peructuded that medical doctors were five
times more likely to favor working in urban setténpan in rural areas (Miranda et al., 2012).
On the other hand, a similar study done in the saag®n among nurses and midwifes found
that substantial raise in salary, access to a penigob and a scholarship for specialization
were found attractive enough for the informantsdaosider working in rural areas (Huicho et

al., 2012). Few years later, university studerasnfmedical, nursing and midwifery fields in
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Ica and Ayacucho were interviewed to determineofactor future job preferences (Huicho et
al., 2015). Here too, medical students preferrdab jm urban hospitals because of higher
salaries and higher welfare expectations. Multiptentives, such as adequate health facility
equipment, family welfare, opportunities for prafemal development, access to information
and communications technology, better road infoastire and possibility for a permanent job
were shown more effective among nursing and midwiséudents.

Therefore, financial incentives combined with namahcial incentives could work as
a strategy to persuade health care personnel,iadpectors and rehabilitation workers, to
work in rural areas. Applied in Villa Hermosa, tlasuld be effective, especially for MINSA,
as salaries among professionals working for EsSatedhigher compared to the salaries at
MINSA (Pardo et al., 2011).

Still, the particular situation regarding rehalilibn professionals should be
considered, as these human resources are eveerscaec global perspective. Both national
and global information and evidence on human ressurfor rehabilitation is usually
inadequate and fragmented, as there are no comefontidons and classifications of health
care workers (WHO, 2009). Gupta et al. (2011) asskthe global needs for human resources
in rehabilitation and found lower supplies among-@nd middle-income countries. WHO
(2015a) estimated the density of “other health ggsionals”, including professionals such as
physiotherapists, in Peru to be 0.72 persons p&d pOpulation in 2012.

In the light of the Sustainable Development Go8B&s), recommendations on how
to deal with the shortage of human resources idttheare are being addressed (WHO,
2016c, p. 6). Yet, it is estimated that there wéla shortage of more than 14.5 million health
care workers globally by 2030 (ibid. p. 6). Therefomplementing a CBR program where
laypeople in local communities are trained to padevpersonal support, basic rehabilitation
and referral of PWD in areas with deficiencies ealth care workforce may be an effective
alternative (WHO and The World Bank, 2011, p. 14)wever, a successful implementation
of the CBR guidelines may be demanding (Mannarh 2@12).

Another topic considering health care delivery wihe informants’ perceptions on the

competence of local professionals and the negatiperiences some of them had had.

65



Dissatisfaction with services: Experiencing impai&and abuse

During the accounts of the mothers, it often appadinat the problem was not only the lack
of specialists or special equipment, but that teas an overall disappointment with the local
health care professionals. For instance, Sofia,setmy had CP, blamed the neglect of local
general doctors for not taking care of her son wherwas born. He had had jaundice, and
Sofia was sent home from the hospital until her goihworse, so that she had to take him to
the nearest big city. After that, he was diagnosigd CP. A similar incident had happened to
Evelyn. Her daughter was reportedly born healthy,dfter falling sick Evelyn took her to a
nurse who allegedly treated her badly:

“Because of one nursgny daughter ended up with CH]took my daughter
for her to cure her because she had high fever asdyou know how the
nurses are in the countryside.[Earlier] | had brought her to get her
vaccinated, but | could not find hfthe nurse] Two, three, four days later, |
went again and | still did not find her. All herrde vaccines were delayed and
on that day[when she was sickjvhen | took her for treatment, the nurse
refused, saying: ‘You have neglected her vacciriesaid: ‘We could not find
you and you stayed in your house and you didn&naktus, you only do so
when you feel like it.” The nurse told me: ‘No,illwow give her vaccines.’ |
told her no: ‘But she is with fever, how are youngpto give the shots?’ ‘I am
the nurse, | am the one who is educated, you dmatv[anything]’ And | let
her put them, and that made her convulse. Becau#egat) she remained like
that until today, since that day my daughter stalikd she had just been
born... | could not do anything for my daughter... ¥aow how it is in the

countryside; there are no transport facilities to @ Lima.”

The other mothers also addressed the lack of ateeaearological care to their daughters.
Mary expressed how she felt about not receivingréheessary care for her daughtgive
are] desperate about the impotence, the abuse thaddiogors sometimes show us, it is
horrible...”

The informants further emphasized the importancthefquality of care in available

facilities. Even in such centers in Lima, Evelyndadary had bad experiences, and they

66



found them often not good and safe enough for tdawmghters. Evelyn expressed the

following:

“I would hospitalize my daughter in a place wheney take care of her, where
they treat her better because every mother feeledochild, you want all the
best for your child and this is what | need andamnivto be helped with. (...)
God, | already lived my life, I know how it's likél could donate my organs, |
know | would do it so that my daughter would bedrgin a place where my
daughter could recover, so that my daughter coivéd. IShe needs to lijaer
life].”

These experiences suggest that even the healtliacdrges in the capital offer no guarantee
for satisfactory services, according to the mothargl despite the fact that there are more
resources in Lima. In fact, Mary still takes hewuglater to Lima for occasional medical
check-ups and therapy. Nevertheless, because dad¢keof certain advanced tests in Peru,
she claimed that her daughter's diagnosis was maessarily correct. She shared her

experience in Lima:

“She goes to Lima, | take her to therapy, but sisbe has been put under
‘Quality of Life’ [a program] they say to take her there only twice a year, and
it is not enough..That's what | don’t understand. | told the doctdrdon’t
understand this work plan you have in the instjtbecause my daughter is in
this state and not only she, but many children wairein the same condition
like my daughter or perhaps even worse, they needtant therapy. Why do
you put them oifthis] program?’ ’It is only to improve, nothing els¢The

doctor says]

It seemed therefore that communication with hegpkhsonnel about optimal care for the
children was not always good, neither at home mainé capital.

Other informants also criticized the quality of hleaservices. For instance, the
President of OMAPED explained how PWD in Villa Hersa felt discriminated at MINSA:

“When some disabled people go there, they don& tace of them. | go there
many times to explaifto the staff] ‘Look, the law says that a disabled person

Is entitled to a preferential treatment.’ But thagn’t want to[attend them]’
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Esperanza also expressed how she would not alwags/e immediate care at MINSA:

“Sometimes you go with fever, with aches, but they't attend you... You
have to wait till tomorrow or if not till after toorrow, that’'s what the doctors

or nurses tell you.”

Esperanza explained how there was a need for heafth workers and better attention at
MINSA. She criticized the local nurses employedha hospital and told about a health care
professional, who had come to Villa Hermosa to wdrst who had eventually been fired

allegedly because of the local staff. She continued

“These people, these nurses in Villa Hermosa, wdratiey have a title or not,
they say they have studied all of them but thegiavif they have a title, if
they have a curriculum it is from here, from Viligrmosa... But they mistreat
you, they push you... And when othprsofessionalsjcome from another
place, from Lima or Tarapoto or elsewhere they hhtam. (...) When you are
working there[in the hospital] you have to be very careful, because people
here from Villa Hermosa, they throw you out by fedi.. That's how it is...
When one doesn’t know thgkecal] people one can say they are good people,
[but] the colleaguegthe new workersjmust be very careful in front of the
hypocrites at work. So, at work here in Villa Hesap there are envious
people, and when one doesn’'t know them... (...) Pegpheng from outside
are coming with good titles, they are well-prepangebple, but these local

practitioners, these ladies are the ones that afgoerites.”

Low quality of care and inappropriate treatmenttbg health care providers appeared to
lower the satisfaction among some of the informamts fact, data from the Human

Development Report (UNDP, 2015, p. 267) show thay @7 percent of Peruvians are
satisfied with health care quality.

From the perspective of health care professiorale, could assume that they are
under a lot of pressure to deliver adequate catle Mmited resources. In addition, lack of
confidence in own skills to address the varietgafditions among PWD, as well as lack of
awareness about disability may affect the attituafdsealth personnel (Ong et al., 2016). As
Gibson (2016, p. 27) suggests, the aim for (unr@ale) normalization in rehabilitation, i.e.

returning the functioning of a patient back to nathmay allow these types of negative
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attitudes toward PWD to persist. Thus, the inabihit the local health care professionals to
provide “traditional rehabilitation” and them fe®dj unable to help may result in neglect of
PWD.

In the next paragraph, | will discuss the provistdrassistive devices as an important part of
health services for persons with mobility impairnserand what kind of barriers they faced in

accessing and utilizing them.

Assistive devices: The troubles of access and erantce

Difficulties in mobility predict the progression afisability and often lead to declining of
physical functioning (de Vries et al., 2012). A nity device can enhance or maintain
mobility and further allow one to feel free and epgéndent (Hansen and Philo, 2007). The
mobility devices used by my informants were wheai) crutches, walking frames,
orthoses, and canes. Wheelchairs were donated eynh@ONADIS, OMAPED, ENE, or by
relatives. Other devices were often purchased hy m&ans. As an example, Jose, the shoe
repairer, would buy his crutches in other citiex] &speranza had her crutch made by a local
carpenter. Amalia and Carlos had acquired theitemanes in Lima. Carlos emphasized how
having a white cane had been the first step torhedadependent, even though at first it was
challenging for him to use it. This is what made alia wonder about how some persons with
a visual impairment would not use a cane but ratbigron another persofiThat makes me
sad because the blind should not be so reliant amtteer human being. You must have
independence.”

There were also other devices that were very meelded, even though less apparent
for outsiders, such as diapers. This was needdd lptone informant with a spinal cord
affection as well as by Evelyn and Mary’s daughteith severe disabilities. Diapers are an
important everyday requisite, and, for those usiregn, buying diapers could be costly, and
to change them required assistance. Evelyn’s daugis already an adolescent, and she
sometimes had to change her diapers four times/asdah as during menstruation. Evelyn
found it frustrating because her daughter would adatays signal the need to change the
diaper, whether she was menstruating or she hatateid. She used disposable diapers but |
also observed her sometimes having a piece of ahotier pants during therapy, which is
recyclable after laundry. In fact, Evelyn exprest®t the diapers were the costliest expense
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for her daughter, and she was hoping to receiantial support from the state to buy them,
yet she had not applied for any assistance.

Another aspect, mentioned by Amalia and Carloscthgle with visual impairments,
was communication technology allowing access tormftion, such as through internet with
speech. Amalia was keen on learning and both stiehan husband were hoping to have a

computer. Amalia expressed:

“l like to read and | can’t do it, but | don’t hava computer because | don'’t
have the necessary resourdéisancial meanslto have it...and | feel a bit
frustrated. Because | like knowledge, | like tortealo watch TV, | don't like
wasting time doing it, and | think my quality ofelihas gone down a few
points. Not because | didn’t want to, but becauss still not available to me
all that, all modernity. My sisters from Lima soimets call me on the phone

and they read me anything | want on the internet.”

In Peru, the provision of assistive technology (A9 )eft mainly on the hands of the private
sector. Bernabe-Ortiz et al. (2016a) report very Brcess to AT among PWD in northern
Peru, and national figures show that almost 44 gudrof those with mobility impairments
live without an aid (INEI, 2014, p. 84). Even ifl aikcept one of the persons with mobility
impairments in this study had at least one mobdgyice, there is neither public nor private
regular provision and maintenance of AT in Villarh@sa, only occasional donations
channeled by the community workers. This illussdiew access to AT services is difficult in
rural places.

The Ministry of Health (MINSA) and the local govenents in Peru are obliged to
guarantee the provision and access to adequateimedassistive technology, and support,
assistance, habilitation and rehabilitation takimg consideration the socio-economic status
of the disabled person (Congreso de la Republida3.2pp. 10, 28). During fieldwork, no
attempts to implement the law could be observeddmbipeople talk about such AT service
provision coming soon. Lack of support for mobilihay significantly impact the household
income and impede access to services (GIZ and ICER5, p. 33), meaning that PWD

needing AT may not be able to access work.

Another reported challenge with AT was access tor@miate aids. The three mothers |
interviewed complained about the inadequacy of wilieelchairs in terms of not giving
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enough support to their children, or being alrettyold and falling apart. Evelyn had been
advised in Lima to acquire a special chair for bdaughter with CP but she had neither

information where to buy it nor the means to payitto

“[Appropriate wheelchairsgre in other countries that are more advanced;
they havgwheellchairs that are of superior quality... In the samaichhere

Is a table that folds nicely and goes normally, gatiin it, and the arm rests. |
think it has hinges, like...it extends and servea table, serves to sleep, that
chair has some haulers to rest, to sleep peacefuily you go...but | don't

know, those chairs are in other countries...but reyehn Peru.”

Similarly, Mary had been advised in Lima to buypmeal relaxation wheelchair for her
daughter, who not only had a low vision but who was able to stand or walk on her own
due to her chromosomal condition that had causednscles to be weak (with decreased
muscle tone). However, Mary did not have the infation about where to buy such chair and
in fact; both she and her husband asked me to fmoknformation about which countries
could deliver an appropriate wheelchair for theiughter. In the case of Ricardo, he dreamt
about having an electric wheelchair to allow hinntove around by himself, and not being
dependent on his mother always pushing him.

Sometimes, however, the lack of services made pdogptome creative and produce
the needed devices locally. For instance, oncesited Mary and her daughter, | could
observe that she had a standing device built biead for her daughter, which she used every
morning (see Figure 11). Furthermore, on one oonakbbserved a man on the street who
had a wheelchair made of a plastic chair put onabwheels. The lack of services made
indeed local people to take action by themselved véth carpenters and other handy people,
they were able to build such devices. This seemdxttan opportunity for developing service
provision in the community, as promoted in commyhidsed rehabilitation as well.
However, in order to have appropriate devices ohes@uality, skilled professionals and
trained personnel is needed (WHO and USAID, 20124p. Moreover, as the WHO and the
USAID (2011, p. 22) advise, there should be adeguanding and improvement of
affordability for AT, based on local needs. Theesd®l AT should also be available free of

charge for those who cannot afford to purchase tfieich).
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Figure 11. Self-made standing device for a child urgy a wheelchair

If public resources are limited, other stakeholdrsh as private providers and internationals
entities can help to fill the gap in the provisioh AT (WHO and USAID, 2011, p. 9).
Charities have a role in distributing aids, and ifestance, according to the President of
OMAPED, a contract with China would help import wlahairs to be given to PWD in the
region. These wheelchairs would be of standardssiméhich means that they are not
individually tailored for use. Inadequate devicessize and functioning may have negative
consequences for physical functioning, occupatimhlde quality (Hunt et al., 2004, Scherer
and Glueckauf, 2005). A wheelchair intervention liempented in India and Peru (Mukherjee
and Samanta 2005) showed the need for proper assaisef the individual abilities and the
environment to determine the efficacy of charityeelthair use for a disabled person, as
charity wheelchairs were sometimes reported to hsuiteble for independent mobility
outdoors because of geography and poor architecHowever, a study conducted in the
same settings (Shore, 2008) found contradictingesde, showing positive impact on health
and quality of life by the use of donated wheelchdor PWD. Significant improvements
were found for instance in mobility, and in domestnd social life. Nevertheless, donations
through charity may dominate the supply chain, araly potentially be hindering locally

produced devices.
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Thus, assistive technology (AT) is important, yetidg fieldwork, wheelchairs were a typical
example of how access and maintenance could balkemhe. As there was no professional
provision of assistive devices in Villa Hermosa thaintenance of the wheelchairs and other
devices was up to the individuals, who would tdke devices to a local person who had the
tools to fix them. Usually the assistive devicesderl maintenance once a year.

Another challenge met was the lack of professi@eavice provision and follow-up
for persons needing assistive devices. For examfpitgoria had had a stroke eight years
earlier. She owned three different orthoses (hafidtsshoulder and ankle-foot orthoses) that
her daughter had bought in Lima, but she told #fh&t did not use them regularly. In fact, |
asked her to show them to me but she said she sh¢edend them first, clearly indicating
these had not been used for a while. Her spousesalsl that after her stroke, she was
recommended during a home-visit by a physiothetrdpisise those orthoses but it had been
challenging to put them on. Apparently, becausthefspasticity of her arm, it was difficult to
tie them up properly unless better professionaptadenn.

To sum up, and considering all the challenges in p&dvision, programs such as
community-based rehabilitation (CBR) can improveviees. With a range of stakeholders
involved, CBR can result in AT service provisionareas that are more difficult to reach,
such as in the jungle, and where there is a sh®ragvorkforce (WHO and USAID, 2011,
pp. 23, 25). A literature review (Velema et al.08p of the outcomes of rehabilitation-in-the-
community programs in Asia, Africa and Central Amoarfound increased independence,
mobility and communication skills of PWD. Still, ihdeed a program such as CBR could
respond to the need of AT and other rehabilitats@nvice provision in the rural areas,

professional follow-up may be a problem in the long.

Given that to allow social activities and partidipa, accessibility is fundamental, | will next
address the issue of accessible home environmadtgublic infrastructure, and how these

facilitate or impede activity and participation f8wD.

5.3.4 Accessibility in a jungle town

In order to understand the reality of being disdplié is fundamental to look at how an
impaired person carries out her/his daily dutied Bow much the impairment affects the
activities (Hansen and Philo, 2007), as well as ramgessible the surrounding physical
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environment is. According to the WRD (WHO and TheMd Bank, 2011, pp. 262-263),
environmental factors add disabling barriers to P\ as it became evident in this study,
these environmental factors include the home enment, infrastructure and transportation.
These types of barriers are also defined as stalalisablism, because they limit what PWD
can do (Reeve, 2012).

Living environments at home and outdodisfeels like jail time at home”

Several informants experienced that being able dwemaround and coping with daily life

activities at home and outdoors was problematicl poorly constructed houses, uneven
roads, and intense traffic were easy to observeyetere. Firstly, a home environment that
iIs not properly adapted to the needs of a disapkdon restricts her/him to freely move
around. For instance, a wheelchair requires en@pgite, and it has to function well to
provide a proper support for the perstisa for example, a wheelchair user with a spinal
cord disorder, was mainly able to move betweenlwser and the living room area, which

would cover no more than four square meters. Héhrbam was located beyond the kitchen
area, which was not accessible with a wheelchaiorter to satisfy her needs, she would
have to use a basin, but when she was alone ihabse, while her daughter was in school
and her mother was working, she could not emptybtsn until someone else would do it.

She expressed the following feelings about perfognaictivities at home:

“| feel like...when they give you jail time in youwvio house... A prisoner. And
the space in prison is also tiny. That is how |.fégae only thing | can do is, to
take my head out and then enter it, like a tufigeighing]... That is how |

live.”

| could observe that the doorstep of the entramoe th her house was at least ten centimeters
higher than the floor (see Figure 12). This wowduire always having someone else to help
her getting out. Spending her days inside withtiehiactivities would also make her feeling
bored, and four other informants expressed the sdrakkenges in mobility and participation
at home. Ricardo, another wheelchair user, destiiogv he would transfer himself with his

wheelchair to get out of his house:
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“I only stay here[at home].. Sometimes | try to move tlveheellchair to go
outside... | sit here on the right and | get up, It pwy hands here...in this
corner, | lean over here and | give it a push otteere... Bit by bit | get
outside.”

Figure 12. The entrance to the house of a wheelchaiser

An adjusted home is a prerequisite for the proser af a mobility device. In fact, | did not
see or hear about any specific adjustments thabbad done in the informants’ homes, and
this seemed to be totally left to private initi&sv Peter and Jose had apartments that were
spacious enough for them to walk around with theability devices. Having clear pathways
was one way to allow more space but many of thesé®min Villa Hermosa had floors made
of cement or dirt that were not even. For instahegsited Evelyn and her daughter a couple
of times and they lived in a tiny house with didr with just enough space to move the
daughter's wheelchair around. Evelyn had a mattoesshe floor in the bedroom and she
would have to lift her daughter to move her th@ilge entrance to her house had a higher step,
similar to Lisa’s apartment.

As it was discussed under the previous theme, gmarents may keep their disabled
children at home because of socio-cultural factursh as shame, but sometimes PWD had
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simply no possibilities to go out due to lack austural support, such as appropriate assistive
devices, personal assistance or clear pathwaysofemissing a necessary mobility device
may have to stay in one spot for periods. For exentpe Catholic Church priest told about
his experiences when visiting people’s homes arstodiering persons immobilized and

isolated by the lack of wheelchair:

“It is very sad, you enter a house and get to themn and it's all dark and you
have to turn on a light and you find... for exampleere is one her@in a
district of Villa Hermosa]a man who can’t walk and you walk in and there he

is on a bed lying.”

Charlton (1998, p. 2127/4361) writes how familiesyngive a place in the house to a disabled
person to stay throughout the day, as the housetiaccessible, thus impeding a physically
disabled person to participate in the housing duimnile severely restricting personal
mobility.

Moreover, climatic and geographical factors, sushweather conditions including
heat and rain can cause more unpredictable sitgafar persons with mobility impairment,
especially for the ones that have no other meamadwee except a wheelchair. During my
fieldwork, which was under El Nifio and the hotteripd of the year, there were temperatures
of 36 degrees Celsius, high humidity and no prapar for almost two months. As Ricardo
expressed, his house could become unbearably hioigdhe day, especially because of the
metal roof, which would heat up the house even maréact, he would sometimes lie on the
floor because of the heat. Another concern wastteral heavy summer rain in the jungle
area, which could reach the point to cause floadse buildings. This was a big concern for

Lisa, because her house was not stable enouglppothigh pressure:

“When it rains sometimes this whole part floods thater comes into the
house, and begins to fill all around and we candve and | can’t climb on the
top [of the furniture] And my house is almost falling, because all tater is

eating the wood, so if something heavy would fad & | was here alone, |
could not move myself anywhere. The situationd livis not good...such

living conditions are not suitable for a disablegrgon.”

According to the disability law in Peru, the Arecl8 states that PWD have the right to access
programs for accessible housing (Congreso de lallitiep, 2013, p. 22). The CRPD
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promotes PWD to live independently, which apple$ousing as well (UN, 2006). Studies
show that an accessible home environment correlatadetter health and wellbeing, as well
as with increased scores for Activities of Dailywibig (ADL) and Instrumental Activities of
Daily Living (IADL) among people with functionalriitations (Cho et al., 2016).

This study shows that there was no support givethéoinformants to adjust their
living spaces, which means that only those with riaguired financial means could make
proper adjustments to their houses. This showgpabgaween the rights which are endorsed
by Peru, and their application, especially in ruaedas such as Villa Hermosa. However, it
appeared that the informants were not aware ofgbemtitled any legislative rights as persons
with disabilities. Getting appropriate housing sedirtherefore, to be a luxury. In fact, after
visiting Lisa, | had written following notes in njgurnal about the living conditions of my

interviewee:

“These kind of moments like | had today really medeid me of the privilege
we in the Nordic countries have, or whoever whodagtter economic status.
To be able to have enough space at home, and te pablic services that

provide assistance according to our needs and mints.”

The only informant who apparently had been offeadtbusing was Esperanza, and this was
due to being a victim of the war. Although she baen waiting for it for years already, her
rights as a disabled person had at least beennmizeay This illustrates though that the cause
of disability makes a difference when it comes ¢oess to rights, and disability because of
war injuries has been shown to result in a betiillinent of one’s rights than other causes
of disability. For instance, in Zimbabwe in the 80disabled war veterans received higher
benefits compared to other disabled people (Kawé&®84). In the US, military veterans are
entitled to different disability benefits, such esonomic compensation and adapted housing
(U.S. Department of Veteran Affairs, 2016). Thesedkof policies create a hierarchy in
disability, giving some causes of impairments ddvetapproval” thus controlling the abilities

of disabled people politically.

In the next section, | will discuss the challengesie of the informants addressed about being

able to move around in Villa Hermosa.
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Difficulties in transport and infrastructuréSometimes, those taxi drivers are not charitable

people”

One of the challenges for outdoor mobility for mers with a mobility impairment in Villa
Hermosa is transportation. Indeed, there is noipukansportation system in Villa Hermosa.
Therefore, in order to travel to other towns, a taxa combi (bigger car) is often used. Some
busses exist as well, while locally, the motocard motorbikes are the most common way
for transport.

The roads in Villa Hermosa are only partly paveee(§igure 13) and in particular,
Lisa and Ricardo expressed that going around witlwheeelchair was difficult, even
impossible. Dirt roads that during the rainy seasecome muddy and unequal, as well as the
many hills in the neighborhoods, made it physicalhallenging for persons with physical
limitations to move around. In addition, the motscavere often too small to carry a
wheelchair, and the drivers were not always willitgg take neither passenger with a
wheelchair nor someone with a visual impairmentneihing both Lisa and Amalia

expressed. Lisa said:

“Sometimes it rains and the wheelchair is adaptaty dor hard floor, it is not
for clay, for dirt, so | can't get out. | only go tcertain places with my
[wheellchair and from there | grab a moto... But sometinhesé taxi drivers

are not charitable people.”

The motocars also created a lot of dust on thealiids, many of the drivers had a high speed,
and the traffic was noisy. Because of this, Amalied Carlos, the couple with visual
impairments, found it very unpleasant to go out amadk on the streets, and Amalia said she
would only use a motocar driven by family memberswith someone she knew. Victoria,
with hemiparesis due to a stroke, needed assistaregter and get out of a motocar and she
usually relied on a relative to drive it. Intensaffic, not trusting unfamiliar drivers or having
difficulties to get a ride, and the need for assise may be additional reasons why so many
of the informants mainly stayed at home. Just tovenon the street by foot or with a
wheelchair can be challenging enough, as Lisa destr Amalia also paid attention to the

condition on the pedestrian side of the streets:

“To start with the sidewalks, the sidewalks arel faf motorcycles, of
motorcars or if not, there are dogs. (.[There are]horses...chairs, people
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unconsciously take their chairs out and leave thbere... Here you can't
walk...[There are]some terrible unevejsidewalks] In Lima | walk a lot and
stay slim, here | am gaining weight. (...) Why ig@ this? Because people do
not have knowledge, the authorities do not placgenrin Lima we move

better, but here, well...you have to accept the tgali

Figure 13. An urban dirt road

Similarly, Jose mentioned how some non-disableglgeaould neglect the needs of PWD to
access public areas, and he suggested PWD to speakd make reclamations in order to

make a change to such careless attitudes:

“If you don’t know how to talk here no one respegtsi... You go to the main
square here and where there is space for a wheeloh@o, there is going to
be a car parked, unfortunately... And if you don’tayjad complain, nobody
will help you. You have to inform him as disabledduse he is going against
your rights as a person, because they have maferamp]for you[person
with a disability] not for a person to park the car, or for a heglgherson,
because you can’t walk and need that ramp to pagst? And that person is
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blocking you. It's likgsomebody]coming to knock on your door and you close
it, it's the same... We are in Peru...unfortunately.”

Access to services and buildings was another idssa.talked about how public facilities

would not be accessible for persons with mobilitypairments:

“For you to get into a public institution, no plageare adapted for a disabled
person. Sometimes there are steps, sometimes dnefietp you, sometimes
not, and in the ENE, you only remain in hgaalistrict in town] You may need

to call for assistance, and sometimes they atteng gnd sometimes not, and
that is the difficulty.”

In addition, Peter expressed that he would neegkkoassistance from others to help him to
climb up the stairs or come down whenever he weidd the city center. In Villa Hermosa, |
could indeed not always see ramps to get into imgtl The hospital of MINSA had a
wheelchair ramp outside. Yet, usually, to accessstbres and other facilities from the road,
there would be a step up to a pavement.

To sum up, in terms of infrastructural accessipifitr PWD in Villa Hermosa, in
particular for wheelchair users, unpaved roads ket of ramps in buildings imposed
difficulties. Yet, even if all the streets wouldveabeen paved in the area, because of the
natural environment being a jungle, it is challeygio make a motocar accessible for people
with wheelchairs. This was a reason why the pupfisENE would usually have two
wheelchairs, one at home and one in the school.edery the daughter of Evelyn had only
one wheelchair and the school would occasionallp ire transportation. Most of the time
Evelyn pushed her daughter to school, which woald ther at least half an hour, as the
neighborhood they lived in did not have a pavedir&ofia pointed at the responsibility of
the Local Educational Management Unit (UGEL) toetadare of the transportation for the
pupils at ENE.

According to Ojala (2003, p. 15), who writes ab@acessibility in high-income
countries but which seems to be true everywheee fuhctioning and capacity of a person
depends on the stage of the development of thetyoainere s/he lives, as well as on the
personal and economic resources at hand. Partarpaépends on the built environment and
on attitudes, how accessible the environment isafdisabled person and how PWD are seen
(ibid. p. 26). If the needs of PWD are not consdeisuch as making buildings accessible and
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providing transport, the threshold to get out aadalparticipant in the community becomes a
lot higher. Often times, physical barriers are aggted in urban slums (WHO and USAID,
2011, p. 18). This seemed to apply to Lisa and y#v&do, who both lived further away from
the city center where the roads were not paved,tlamdhouse of Lisa was located up in the
hills. In an economic analysis of Peru, Escobal &acero (2000, p. 48) found that the more
hostile geographic areas are, the more limite@¢dgss to public infrastructure. The WHO and
the World Bank (2011, p. 263) remind that regasliesthe laws on disability, obedience to
provide access to public buildings is often lowisTbould be observed in Villa Hermosa as
well.

The need to speed up the improvement of accesgibili public facilities and
transportation in urban and rural areas in Perubegs addressed by the Committee on the
Rights of Persons with Disabilities (UN, 2012). thermore, the WRD recommends
universal design, which is accessible environmentall, as well as building a “culture of
accessibility” by removing basic environmental s (WHO and The World Bank, 2011, p.
169). Making improvements in accessibility incremadlg, such as improving buildings bit by

bit is also more achievable (ibid.).

I will now move on to focus on the apparent roldhed Peruvian governmenhequalities in
the provision of services and support suggestttiere is a lack of political action to make

concrete changes in order to guarantee equal rigltisabled people.

5.3.5 Distrust in the government: We are in the corner of the forgottén

Peru has ratified the CRPD (UN, 2016b), and enaatgeneral disability law (Congreso de la
Republica, 2013) based on the principles of the @Rfence, Peru is obliged to ensure the
rights of PWD according to these legislative connmeibts. However, as it became evident
during fieldwork, many of the informants addresskd impotence of the state, or they
accused the government for not considering PWD, making promises it would not keep.
This seemingly created an attitude among the pdbptethere is nothing to be expected from
the government, neither at national nor regionallocal level.

Particularly in the case of children with disalél#t, the need for better public support

was a concern for many, not only for the mothearddrviewed. The teacher of ENE and the
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Catholic Church priest both emphasized the needgfeing priority to children with
disabilities. Mary expressed the following:

“What we need here is...there are many children ancenedults who need
support...moral, economic, psychological help anddae't have this because
the government does not consider it easily, neitloeal nor regional

government...they are not interested...they are notrasted in these

children.”

Sofia also referred to the inefficiency of the awities when the mothers discussed about
having adequately trained teachers in the scheoating that the authorities in practice did
nothing, even thougheverything depended on them. Furthermore, the mothers aad th
teacher brought up entitlement for financial supp®he teacher explained about the “Non
Contributing Pension” program, which had been imp@ated the same year by CONADIS in
three other regions in Peru for severely disabksapfe, and he was hopeful to see it extended
to other regions, as also planned by the governf@@@NADIS, 2016b). Evelyn apparently

mentioned the same benefit:

“The President has offered us a small salary famtjthe children] but so far
nothing, not even to help with diapers for our dhein or to mobilize them...we
get nothing... In other places, they are givingpre support]

Sofia shared her experience when trying to appleémnomic support for her son:

“I know that our children should have financial sagt but | don’t know if
there will be any. They say they are preparing doeuments... However, it
has been a few years now... fer son]has his disability license and | have
been told that with that he can get economic suppot we have to wait for
that.”

At the same time as informants were waiting fos thiomised support, the teacher actually

guestioned the effects of financial benefits to PWHE meant that too much welfare

(asistencialismpwould not be a good thing, except in the casehilfiren with disabilities

living in poverty, for whom he saw the disabilitgrsion as a positive initiative. Interestingly,

Eide and Ingstad (2011, p. 5) also discuss thetiegaffects of such disability grants or

pensions, especially in developing countries, &sithfact may keep PWD in poverty, as the
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benefits would not help them to get an employm&he income of PWD would still stay
relatively low despite of such types of grants. i&rny, Moodley and Graham (2015) discuss
how social grants for women with disabilities oslgem to lift them up to a minimum daily
standard of living but do not solve the additiooaséts they may face, e.g. health and transport
Ccosts.

The right to financial benefits, such as the exasipnentioned above, or even the
preferential benefits to disabled war veteransissudsed previously, ultimately leads to the
underlying problem of poverty, and its ramificatsoto persons with disabilities and vice
versa. Despite the reductions in poverty that Pasimade over the years (The World Bank,
2016¢), people living in the rural areas are mikely to face poverty, even extreme poverty
(INEI, 2016c). The poverty-disability cycle (CBM Atnalia, 2016) places a person in a
vicious situation, and the role of the state invmg security is obvious. Poverty and
disability affect in both ways; a poor person maffex from malnutrition, lack of clean water
and sanitation, not being able to attend schoolhasing a safe work environment (ibid.).
Disability, on the other hand, may lead to povédngause of the costs of disability, lack of
education or exclusion from the labor market, av lvages (The World Bank, 2016b).
Persons with disabilities face greater barriershéalth and rehabilitation, as well as to
education, which cause deeper and long-lasting rpp\(@isani and Grech, 2015). Thus,
disability is a cause and a consequence of povEHidren with disabilities are even more at
risk to these negative ramifications with their elegency on others, and once in that
situation, it lays the foundation for their futushead. Hence, with functioning social
protection programs, as suggested by Bernabe-@ttial. (2016a), that help to remove
barriers to access health care, education, and,lalam assist disabled individuals and
families with disabled members to overcome andé&feat poverty, and to become in fact

more “abled” in the society.

Overall, the informants in fact could perceive lgepushed down by the state, in addition to
reporting lack of support and services. The huslndictoria, for instance, expressed how

the authorities would make investments in areaisvileee not the biggest concern:

“In the community we need practically everything.om®times our leaders
spend people's money on things that are superficidlike building more
discotheques and such.”
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When asking Lisa what other services were neededilia Hermosa apart from medical

assistance, she replied:

“Here we, people with disabilities, are forgottae have no support from the
authorities while we need social support, mediagbport...to improve our
quality of life and to become independent and remiadependent. (...) The
truth is, we are in the corner of the forgotten, wen't exist for the
government, we don't have the support that othentaees offer to children

with disabilities.”

Jose judged the government for not meeting the eédheither PWD nor the rest of the

Peruvians:

“They have not gotten into everyone's shoes. Theg A minister who is only
on the screen and does not represent anyone, apyesents his family
because his family wants a position here and th@i@ghing] They never
think about others and that is what the governmemtoing, that is why this
government is the ugliest government that Peruhzas more horrible. It has
done nothing, it is doing nothing...it has donehmug for the country, to
dedicate itself for doing something good for theaBled people. They don’t
give any importance to them. Unfortunately, itasisis our Peru. Peru should
be a powerful country because it has different syjpé¢ water, beautiful
vegetation, it has its coast, its mountains, itsgje. It must be a powerful
country. Other countries should come to work heré aot us to go elsewhere.
Why do you think there is emigration of the PeraosiaBecause the state is not
giving you what you need. For example, you go fre@ne to the other side [of
the frontier] and they pay you well. Why? Becaussy tgive you the value of
what you are doing, they have another type of cejtthey have another type
of education. (...) The state should not give youraghment; the state should
give you a job. (...) They are the fathers of thentgu they should know what

their children need.”

The general disability law in Peru clearly declattes rights of PWD to health, rehabilitation,
assistive technology, and to work (Congreso de épURlica, 2013, pp. 25-28, 32). As
mentioned earlier by the President of OMAPED, thi®ws that the laws are not well
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implemented in the health care system. As the &easiof Angel Azul put it*We live in a
country where the laws are not fulfilled.”

Political and economic structures and systemsuemite the way PWD have
opportunities and access in society, and thesecaase their oppression (Charlton, 1998, p.
48/197). Considering the history of Peru, in pattac the recent period of terrorism in the 80’
and 90’s, this kind of violent experience may tratize the whole society. As it was
discussed with my assistant and Esperanza, uglayt®eru’s sad history is not easily talked
about in public because of the fear that still éirggin the country. This kind of insecurity,
including the human rights violations done by théitamy during those times may have
contributed to continuing distrust in the governinand to a doubt about the government’s
ability to actually keep its promises.

In addition, as the presidents of OMAPED and Analil expressed, who were both
well aware of the legal rights of PWD, they did set the laws in practice. Thus, it seems, it
is understandable that Peruvian people may seadut®rities as unreliable. Such attitudes
about the incapacity of the Peruvian state mayves astronger in distant areas far from the
capital. In fact, as few as 24 percent of Peruviares estimated to have trust in national
government (UNDP, 2015, p. 267). Rénique (2009)fpward similar thoughts, addressing
the illegitimacy of the invisible political systeim Peru that works behind the public’s eyes.

Seemingly widespread corruption in the country rakp play a big role on the lack
of trust among the citizens, and this seemed torugeboth for NGOs and for governmental
offices. For instance, Amalia shared a story abowut a foreign organization for the blind had
donated Braille speakers to a Peruvian NGO foridigion:

“[That] has happened in Peru, they have given this sugpothe blind, but
the leaders of thprganization for theblind have taken these accessories. (...)
They have sold those devices. Almost always whrelN@Os and the world
give them such benefits, they do not help the sthenly take them for

themselves.”

In Peru, corruption is reported to be pervasivalitbranches of government, especially in the
judicial system (US Department of State, 2015, 4). Despite of criminal penalties for
corruption, the government was found inefficienplementing the law (ibid.). Interestingly,
the Ministry of Health (MINSA) (2016) has acknowigstl the problem of corruption within

the health care sector, something that may dirket durrent system towards concrete
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reformations. However, as corruption appears tadmply rooted in the political system, it
may be challenging to promptly improve the trustiteg Peruvian citizens to their political
leaders and other authorities.

In turn, corruption, weak rule of law, and inadatgupublic services may lead to other
institutions, such as religious ones, to try to astsubstitutes of governance in rural areas,
something which has been reported from Central A$DP, 2015, p. 116). In the Peruvian
context of Villa Hermosa, the Catholic Church mayfact be an institution that enjoys the

trust of the public more than the governmentaltuigons.

In the next section, | will address the organizatmf PWD and working on their self-

empowerment.

Calling for own rights and empowerment: The role@ablic and private actors

The fifth component in the CBR framework is empawent, and it is about ways to improve
the inclusion of PWD in the community (WHO, 20108y the guidelines underline, the
“‘change must start with people with disabilitiesfteting their mindset from being passive
receivers to active contributors” (ibid. p. 4). Tleeus of disabled people’s organizations is
indeed in the promotion and protection of disaledple’s rights and interests (ibid. p. 7).

The national disability registry kept by CONADISdathe disability ID is helping to
keep record of the number of PWD in the country,ibwas also seen as helping PWD meet
the rights they are entitled to. That is how thecher of ENE saw it:

“Look, the disability ID from CONADIS is to let melves be recognized
nationally, right? That's the case for all the regs and in whole Peru, to

become aware of the disabled people.”

In fact, according to the President of OMAPED, mpe®ple were contacting them to obtain
a disability ID. For instance, since early 2015 theémber of disability ID holders had
increased from 295 to 374 in the province at thememt of this study, meaning that
awareness was increasing. OMAPED provides mainlyeeldhairs that are distributed
throughout the province and they give food suppledisabled people living in poverty. The
President of OMAPED emphasized the purpose of theik to help PWD with their lives, to

make them feel like everyone else, and not tolfexdied.
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Still, in Villa Hermosa, Amalia and Carlos critieid OMAPED for doing nothing, in spite of
them delivering a disability ID to facilitate acese® work and studies. The couple saw that
self-development and studying for PWD was not gffidy promoted. Instead, PWD would
rather ‘feach out their handgor money or alimentation, referring to the negatside effects

of welfare as discussed previously. As Carlos grdxpressed:

“We would like, for example, to have more contatht te leaders of persons
with disabilities, to exchange knowledge and tophebch other, right?
Because it is difficult in certain things... The pret here in Villa Hermosa
with people with disabilities is that they are haaid they do not go out... That's
a problem. They are marginalized, and if you go, ¢tlue people collide with
them and they tell you: ‘Why do you go out?’ Sorelaee we? We need more
support among us to grow, directional assistance hiep people with
disabilities. OMAPED needs to progress, the growpth disabilities are
asleep.”

Despite the good will of the President of OMAPEDappears that some PWD were not
satisfied with the work mandated by CONADIS. The deetween OMAPED and the local
people may result from poor communication betwéemt, as illustrated by Ricardo’s mother
who complained about the difficulties in receivimjormation from OMAPED. It may also
be that OMAPED lacks enough resources, as thedemsiwho appeared to be the leading
spirit of the office, carried a major workload. Theesident of Angel Azul on his side
complained about how his association did not hawpgr facilities to hold meetings, and
how these would normally take place in front of twgn house.

Hence, by ensuring that OMAPED, and Angel Azul.eree sufficient support and
improve communication, awareness-raising, self-adeg and participation may be improved
and more PWD get empowered, also politically. lct,fahe Human Rights Watch (2012, p.
16) has addressed the need of ministries and gowvartal agencies in Peru to include
disabled persons’ organizations (DPOs) and PWDhéfolitical decision-making. At the
local level, other channels to make PWD more vesdrhd/or share information could be for
instance airtime on a local TV channel, the samg Waas interviewed about my volunteer
work at MINSA during fieldwork.
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Next, | will discuss about topics that need summag and about future prospects for the

study context.

5.4 Health, dis/ability and rehabilitation in Peru: The way forward

If one looks at the website of CONADIS or MINSA 2017, or reads the news in the
Peruvian media, there is indeed a growing attergend to PWD. Initiatives to address social
protection, poverty, better health care serviced moviding insurance to PWD are being
addressed. CONADIS has several regional and muatioifices around the country, and new
research regarding disability issues in Peru has peblished after this study was conducted.
However, as it became evident during this studgretlappears to be challenges especially in
marginal, less-resourced settings, where simplgiggahical conditions may pose difficulties
to create a fully inclusive society with all adetpugervices available. In the case of Villa
Hermosa, there may be difficulties to retain artchat health care professionals, particularly
specialists, to work there. Obviously, the prouisal AT needs to develop in the area as it is
non-existent.

The different health insurance schemes in Peruegedivision within the population,
where those with better economic status turn tojrfstance EsSalud. In 2013, the coverage
by SIS in San Martin Region was around 66 perc®NEI( 2016c). Solari (2014) criticizes

the current fragmented provision of health cargiserin Peru:

“In an era in which the approach to health is thehaman rights, and human
rights are respected for all citizens without distion, having different types

of services for different ‘types’ of Peruvians seanctontradictiori (p. 623)

Solari further proposes to unify the health systemd indeed, in 2009 Peru passed the
Universal Health Insurance Law, which means thavarsal health coverage is expected to
be reached by 2021 (Oxford Business Group, 2016wever, according to Kuper et al.
(2016), if persons with disabilities are not explycincluded, achieving universal health care
coverage becomes difficult. The provision of rehtdtion services and assistive devices
should be added as a priority, as these servicesneeded and important for PWD to
participate in social and economic development()bi

Regardless of getting increased health coveragehalinformants of this study, as
well as the health directorate of MINSA with whorplanned the study, addressed the need
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for more specialist doctors and rehabilitation vewsk in the area. Concerning medical
rehabilitation, an obvious need in the communityy woluntary work experiences in the
hospital also confirmed the lack of equipment oecadate facilities, leaving activities to be
mainly informative.

The Ministry of Health of Peru (MINSA) has recentgported to reorganize its health
care system by improving human resources by intrgashe pay scale of health
professionals, investing in infrastructure and pment, and improving primary care attention
(MINSA, 2016). In addition, as 600,000 PWD do navé any form of health insurance, SIS
now covers provision of care and rehabilitatiopémple with moderate or severe disability at
the National Institute for Rehabilitation (INR) iima (MINSA, 2015).

One of the key findings in this study is the so@atlusion of PWD in Villa Hermosa that

takes places in the forms of negative attitudesongnce, exclusion from education, health
care, as well as work. A recent qualitative studgducted in South Africa (Neille and Penn,
2015) presents similar findings, as the experieid@WD residing in a rural area was found
associated with social exclusion, discriminatiord asolation. In addition, experiences of
corruption and lack of transparency in governmeatdvities (ibid.) are comparable to those
found in this study.

In terms of meeting the requirements of the CRP&reB Rieckhof (2015) suggests
how the prevailing barriers of PWD both at a pulaia private level are the result of the
medical model of disability that still exists infBeian society. She further writes that as there
are no more legal justifications to constrain tights of PWD, there should be a more
effective recognition of the Convention in Peru. istover, if the focus is kept on disability,
and hence on the deficiencies of PWD, their abgitire underestimated, and PWD are treated
with a paternalistic and charitable attitude makimgm have less value than the rest (Toboso,
2011). Oliver and Barnes (2012, p. 6/240) drawnailar conclusion from a more general
perspective; they see that little change has besenn the past two decades to alleviate the
oppression of PWD mainly because in most socieligability is still seen as an individual
medical problem. They further state that if disépiis plainly seen as a tragedy, PWD are
continued to be seen as victims of unfortunateuonstances, both in normal life activities as
well as in social policies (p. 14/240). Instead,ewlseeing disability as a social oppression,
PWD are “collective victims of an uncaring and uaWwmng society” and the focus can be
moved on to social policies in order to alleviagpession and not compensate PWD
themselves (ibid.).
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Moreover, according to the critical disability stdrs, PWD appear be inactive to address
these issues as well. Many of them, especiallyetihoshe lowest social classes, often have no
other choice except to adopt a conventional digghilentity, thinking that they are not
“normal” (Oliver and Barnes, 2012, p. 111/240). tRarmore, feeling inferior as disabled
may prohibit PWD to confront power and contest thmwerlessness (Charlton, 1998, p.
1470/4361). The systematic exclusion from econoamd social activity make PWD feel
alienated and this kind of false consciousness sense of isolation disguise the actual
reasons for their oppression (Oliver and Barne$22f. 111/240). According to Mitchell and
Snyder (1997, p. 11), the real reason for the souraibility of PWD comes from neglecting
PWD. According to Peruvian researchers of disahilihere are solutions to increase their
inclusion, such as social protection systems. Tleasehelp to reduce the environmental and
social barriers and promoting social inclusion @/[? (Bernabe-Ortiz et al., 2016a).

Changing policies is not, however, easy. If theugal of the CRPD are against
entrenched policies, to operationalize them eagety opposition (Oddny Mjoll and Quinn,
2009, p. 216). According to these authors, to BeeQRPD in its full glory, it first needs to
reshape the conventional politics into somethirat gees the rights of PWD as a natural
reflex and a matter of justice, instead of as aerdhought and plainly part of welfare (ibid.
p. 218). Moreover, the CRPD should be viewed aswhoritative tool to change the way
PWD are seen from an annoying distraction to heldéjustice and rights (ibid, p. 256). This
can be done by persuading and socializing the igallitprocess through civil society,
international society, and in particular throughvggmments and national institutions (ibid.),
Importantly, PWD need to be included in the decigieaking about their lives (ibid.).

I will now reflect critically on the methodology plied in this study.

5.5 Methodological reflections

This study was a unique inquiry in a chosen locatend it was the first qualitative study
done in the field of disability according to the#b authorities. Thus, it was both exciting and
frightening to try to conceptualize the situatidnRWD in the study setting. The qualitative
approach was found to be a valuable method to addiiee issue of disability. Using

triangulation through in-depth interviews, groupalissions, and participatory observation

allowed to get a broader picture of the situatind answer the research questions (Malterud,

90



2001). The aim to develop an overall interpretatdrihe findings (Mays and Pope, 2000)
seems fulfilled.

As this is a Master thesis study with certain tioeastrains and limited financing, a
longer in-depth study was not possible to conddcireover, the study was limited to persons
with mobility impairments, even though disabilityffexcts people with other kinds of
impairments. However, interviewing other stakehmddesho engage with people with all
kinds of disabilities through their work enlightehee with reflections that can be applied
more widely. The sample of study participants wasywelevant to answer the research
questions. Because of convenience and snowball Isgmpechniques, the recruited
participants were fairly easy to get involved.

More individuals could have been selected by apiiog more people on the streets
and include those who were in an even less advedtaguation, especially the ones living
further from the center of town. For instance, somaally when | went to the market in town
| would see a few disabled people working as streatlers. My host and some other friends
told me about a particular poor family in which akhall members were physically impaired.
Later on, | recognized some of the family membarthe center of town. | first exchanged a
few words with one of the daughters on the Inteomal Day for Persons with Disabilities
when | marched in the central square together thighpupils from ENE, their parents and the
teachers. | saw her the second time when she askdd give her a few coins for a motocar
ride. Afterwards | thought that | should have triiedinclude her in my study, but the two
encounters | had with her had left me with a feplvi a gap between us, as if she looked at
me as someone who was “too” privileged. Unfortulyatenever saw her again to allow me to
approach her, ultimately. This was something | exbback on after my fieldwork, as it was
obvious that some of these disabled people in VMBamosa lived in visible poverty, which |
did not document. Moreover, interviewing local hleaprofessionals could have given
different kinds of insights on the questions. letfd had scheduled an interview with one
health care professional, but she fell serioudhanid by that time, | already had sufficient
amount of data.

The limited sample size is a limitation of the stuas it makes generalization difficult
to all PWD. Moreover, if transferred to another o, findings might differ because of the
contextual nature and environment in the study. él@w, based on other studies as well, the
experiences of my informants correspond to whatdegs found in similar contexts, such as

about the need for better understanding of theatsiin of PWD, better social support and
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inclusion, and better access to services in lessdreed settings. Therefore, the findings of
this study have some general relevance, beyonéathiehat the local culture, language and
historical context influence this study’s informsintperceptions and worldviews in a
particular way.

An important part of my stay was inevitably my itw@ment with my host family.
This gave me the advantage of getting more easiggrated, | argue, because | had a strong
social support, and | was being helped at any moreeeded it. The family members were
well known in town, hence | could easily introdungself as a member of the family, and in
fact, many of my informants would know the familyloreover, | took part in social
gatherings with friends | had made in the communityis helped me to understand the social
environment that was particular to that place evene.

Carrying out fieldwork was, however, at times erooélly strenuous. As | approached
people to talk about their impairments and viewslsability, and to make them trust me and
open up to me and my assistants, some issues maybegn more sensitive to talk about,
such as talking about personal hygiene or mentaltthel was empathizing with the
informants when they discussed about penetratisgess and | sometimes cried when | felt
overwhelmed by my informants’ life situations ahé experiences | had while volunteering.

| acknowledge the vital role of language in quél@research and how important it is
to understand and interpret correctly the accoahisterviewees. The cultural and linguistic
barriers that | confronted from time to time duritige interviews may have weakened the
quality of the data. With a complete fluency in Bigh, | as an investigator could have
engaged myself more in the conversations and develostronger rapport with the
interviewees. In addition, even though | was cagriidenough to translate and understand the
transcriptions, some misunderstandings may haver et

My standpoint as a researcher, and as a healthpcafessional, has influenced the
way | have read and interpreted the data. | bellewas seen more as a therapist than as a
student and this may have influenced the way sdrtfeeanformants emphasized the need for
rehabilitation, especially for physiotherapy, ire tbtommunity. It was my intention to have a
wider approach to the study participants givingrittee freedom to express themselves about
issues they found most important in their persdivas, and in their cultural and social
context. During my fieldwork, | became friends wislome of the informants. The three
mothers | interviewed in the end of my stay haceadly gotten to know me while |

volunteered in the school. This may have made sieedor them to open up to me and
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emphasize the needs of their children, for instafae therapy. Developing personal
relationships with the informants was thereforevitable, and | acknowledge the potential
impact this may had had on the findings (Sanja@let2014). However, | suggest that my
involvement did not make me exaggerate some firgdisgch as the need for rehabilitation
services and better access to adequate AT. R#thlowed me to go in depth into some vital
aspects of rehabilitation.

In one occasion, an informant asked if my study lvanly benefit my career and
myself, because | was a Westerner from somewheraway. This is something | thought
about during the whole study. | knew that | wasnsag a white person from a rich country,
and that people would have great expectations fremespecially as a health professional.
Some may have thought that | only came to get dungethat would only benefit my own
interests. Notwithstanding, in the end, people etdaowards me with great warmth and
interest. Many of the informants were grateful fioy initiative, | was even described as sent
by God (!), and my proposal for doing research taien very positively by many.
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6. CONCLUSIONS

Through my study | wanted to show a “true-life Viedtion that disability provides a specific
and distinct perspective of its own”, as expresbgdMitchell and Snyder (1997, p. 10).
Indeed, this study has given a voice to some oirtti@iduals living in Villa Hermosa, a rural

jungle town in Peru, who either manage their It a mobility impairment, take care of an
impaired person, or work among persons with digadsl This study shows how impairment
and personal mobility limitations affect not onlgti@ity and, in many cases, identity, but
participation in social life as well, due to a nueniof social, cultural, political and economic
barriers encountered in the Peruvian society. Tihdirfgs indicate a strong need for
improvements, in various fields and at various Ieve be guided by the principles of the
CRPD, in order to insure equal opportunities faatlied people.

From an individual perspective, persons with mopilimpairments go through a
number of emotional difficulties due to their los$ function. On the other hand, the
narratives presented describe life stories of iddials who, through obstacles of becoming or
being impaired, learned to carry on in life wittpasitive attitude and without losing hope.
Some individuals managed to cope well with theipamments without receiving any public
help.

The role of caregivers to persons with disabiliteggpeared important and family
members, who are often their main supporters, neay @ith caregiving-related distress, and
they may experience hopelessness when lackinggosigtiport.

From a socio-cultural perspective, attitudinal leasr such as shame and ignorance
may block opportunities for people, and, for ins@nimpede disabled children to attend
school. In order to fight these oppressive attigydiee local school for disabled children was
active in raising awareness in the community.

On the other hand, many, or in fact most peoplevdrdot of strength and motivation
from religious faith and spirituality, which seermgin guided many to reach for a better life, or
to be satisfied with their current life situation.

When attempting to analyze the body politics ofaldibty in this peripheral
Amazonian context, it was found that disability graverty mutually exacerbate the burden
of social exclusion. For instance, mobility impa@mnts limit access to work and school, and
lack of funds impedes access to necessary relaioifitservices. Beyond inequality in health

and social development, insufficient human resairaad school facilities made some
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caregivers perceive educational opportunitiesteirtchildren to be inadequate, thus making
them rather keep the children at home.

Local access to specialized care and rehabilitatiervices seemed to be almost
completely lacking, with pressure on people to saskistance from distant cities, which
poses a number of limitations. Acquiring assistdevices resulted as well as being the
responsibility of the individuals themselves, yatdl charity institutions had tried to respond
to the immediate needs of the most vulnerable gelophg in poverty.

Many of the persons interviewed had faced negleminfhealth care workers not
attending them, or local people not considering tistacles of persons with mobility
impairments encounter when needing accessible pagwvand assistance. Indeed, poor
infrastructure in public buildings and spaces, &l ws in housing makes it difficult for
individuals, especially those using mobility dedcé access buildings and move freely, at
home as well as in the city (Figure 14). Lack oblputransport, and inadequate means of
transportation, further decrease the chance oflpasith mobility impairments to leave their
houses.

Figure 14. A neighborhood with long steps

Finally, the impotence of authorities to deliveegdate services for the disabled was widely
agreed on among the informants. There seemed tedistance among the local people
against the Peruvian government and the authorétteany level, which aggravated the
relationship between the citizens and the autlesritDue to this, some individuals found it
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crucial to pay attention to existing barriers fasabled people, and they addressed the need
for better communication and opportunities for-skdfelopment. This included strengthening

the work of the local disability authorities andabfarity workers.

The findings from this study can provide valuabladence for planning and evaluating
relevant national and local community initiativesitnprove the inclusion of PWD and raise
awareness about a society for all.

There were several other topics of relevance fealllity studies as discovered during
this study, as for instance persons with cogniwvel sensory impairments, or aspects of

sexuality within the lives of PWD, and more. Yeistmust be for other projects.
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APPENDICES

Appendix 1. Informed Consent Form in English

Informed Consent Form
Information Sheet

| am Maija Rankinen, a master student of Intermaiddealth in the University of Bergen,
Norway. | am doing research on the situation ospes with mobility impairments in Villa
Hermosa, Peru. | want to understand the experiesnugéperceptions of persons with mobility
impairments, as well as the challenges and neesls @kpress. | also want to explore the
experiences and opinions of other stakeholdensari¢ld of disability.

This research will involve your participation in face-to-face interview together with a
research assistant and me. The interview will taxé¢o 60 minutes of your time, and notes
will be taken about what you say. If you accepig@e recorder will be used and photographs
will be taken.

You are being invited to take part in this resedselcause | feel that your experience can
contribute much to my understanding and knowledgine research topic. There will be no

direct benefit to you, but your participation i&dly to help me find out more about the
research topic, and the results of this researchpcavide useful information to the local

community.

Your participation in this research is entirely waiary. It is your choice whether to
participate or not.

The information recorded is confidential, and n@ @fse except the interviewers will access
to the information documented during your intervié&ou will not be identified by name on
the tape. The tape will be kept stored in a lockéace. The information recorded is
confidential, and no one else except the interviewmell have access to the tapes. The tapes
will be destroyed after the data has been analfggetie master thesis by June 2016.

We will not be sharing information about you to ang. The information that | collect from
this research project will be kept secure. Any iinfation about you will have a number on it
instead of your name. Only the research assistaht @ill know what your number is and we
will keep that information in a secure place. Itlwbt be shared with or given to anyone.

The knowledge that | get from this research wilpoblished at the University of Bergen.

If you have any questions, you can ask them nolater by contacting me.



Certificate of Consent

| have been invited to participate in a researchttan situation of persons with mobility
impairments in Villa Hermosa, Peru.

| have read the foregoing information, or it hasrbeead to me. | have had the opportunity to
ask questions about it and any questions | have lasked have been answered to my
satisfaction.

| consent voluntarily to participate in the intewi. Yes No
| consent voluntarily to be tape-recorded. Yeslo
| consent voluntarily to be photographed. Yedlo

Print Name of Participant

Signature of Participant

Date

Day/month/year

Statement by the Researcher

| have accurately read out the information shedhéopotential participant and | confirm that

the participant was given an opportunity to askstjoas about the study, and all the
questions asked by the participant have been ardveerrectly and to the best of my ability.

I confirm that the individual has not been coera&d giving consent, and the consent has
been given freely and voluntarily.

A copy of this informed consent form has been medito the participant.

Print Name of Researcher

Signature of Researcher

Date

Day/month/year

Print Name of Research Assistant

Signature of Research Assistant

Date

Day/month/year



Appendix 2. Informed Consent Form in Spanish

Documento de Consentimiento Informado
Informacion

Mi nombre es Maija Rankinen, estudiante de Maestiéa Salud Internacional de la
Universidad de Bergen, Noruega. Estoy haciendoimwestigacion sobre la situacion de las
personas con movilidad limitada en Villa Hermosgtd de San Martin, Perd. Quiero
conocer las experiencias y percepciones de lasmeson limitaciones en la movilidad, asi
como los retos y necesidades que manifiestan. Tadpuiiero explorar las experiencias y
opiniones de otros interesados en el &mbito destaplacidad.

Esta investigacion incluird su participacion en enfrevista cara a cara junto conmigo y con
una asistente de investigacion. La entrevista éenda duracion maxima de 60 minutos de su
tiempo, y se tomaran notas acerca de lo que dicest&l acepta, se utilizard una grabadora y
se tomaran fotografias.

Se le invita a participar en esta investigaciompersiento que su experiencia puede aportar
mucho a mi entendimiento y conocimiento del temandestigacion. Puede que no haya
beneficio para usted, pero con su participaciorprebable que me ayude a encontrar mas
informacion sobre el tema de investigacion, y lesuttados de ésta pueden proporcionar
informacion atil para la comunidad local.

Su participacion en esta investigacion es totalmemiuntaria. Es su decision si desea
participar o no.

La informacion registrada es confidencial, y naai&s, excepto los entrevistadores tendran
acceso a la informacion documentada durante lawsta. Usted no sera identificado por su
nombre en la grabacion. La cinta se mantendra &inaao en un lugar seguro con llave. La
informacion registrada es confidencial, y nadie ,m&septo los entrevistadores tendran
acceso a las cintas. Estas seran destruidas despagée los datos hayan sido analizados para
la tesis de Maestria, en junio de 2016.

No compartiremos informacidén sobre usted con nddieinformacion que recoja para este
proyecto de investigacién se mantendra confiden€ahlquier informacién acerca de usted
tendra un nimero en vez de su nombre. Sélo ekasastle investigacion y yo sabremos cual
es su numero y se mantendra la informacion guareladsn lugar seguro. No sera compartida
ni entregada a nadie.

El conocimiento que adquiera de esta investigasémrd publicada en la Universidad de
Bergen, Noruega.

Si tiene cualquier pregunta puede hacerla ahorasotande poniéndose en contacto conmigo.



Formulario de Consentimiento

He sido invitado a participar en la investigaciém ld situacion de las personas con la
movilidad reducida en Villa Hermosa, Peru.

He leido la informacion proporcionada o me ha deida. He tenido la oportunidad de
preguntar sobre ella y se me ha contestado sadtisiEmente las preguntas que he realizado.

Doy mi consentimiento voluntariamente a participada entrevista. Si No
Doy mi consentimiento voluntariamente para ser aplab Si No
Doy mi consentimiento voluntariamente para serdabado. Si No

Nombre del Participante

Firma del Participante

Fecha

Dia/mes/afio

Declaracion del Investigador

He leido con exactitud o he sido testigo de lautecéxacta del documento de consentimiento
informado para el potencial participante y el indii ha tenido la oportunidad de hacer
preguntas. Confirmo que el individuo ha dado cotseento libremente.

Ha sido proporcionada al participante una copiaedie documento de consentimiento
informado.

Nombre del Investigador

Firma del Investigador

Fecha

Dia/mes/afio

Nombre del Asistente de Investigacion

Firma del Asistente de Investigacion

Fecha

Dia/mes/afo



Appendix 3. Interview guide for PWD in English
Semi-structured interview guide for persons with maility impairments

1. Characteristics (age, sex, marital status, leveldofcation, occupation)
2. Tell me about your disability, limitation(s) andatin condition(s).
3. What type of assistive device(s) for mobility dauyase in your daily life? Do you use
other devices or receive assistance?
4. Do they work properly? How do you maintain yourisisge device(s)?
5. What type of assistive device(s) and/or assistdocgou need? Where can you get
them?
6. Tell me about your experiences in the use of heaithsocial services and/or
rehabilitation.
7. How do you manage your activities at home? Andidatsf your home?
8. How would you describe your participation,
a. in your personal life (marriage/family)
b. in your social life (school/ work/leisure)
c. inthe community?
9. How would you describe your life with mobility litaition(s) and quality of life?
10.What do you know about assistive devices and atetices for persons with
disabilities?
11.What kind of services and resources are needdwindmmunity?
12.What kind of expectations and hopes do you havéhfefuture?

13.Do you have anything more you want to say?



Appendix 4. Interview guide for PWD in Spanish

Guia de entrevista semi-estructurada para personan movilidad reducida

10.

11.

12.

13.

Caracteristicas (sexo, edad, estado civil, niveldiecacion, ocupacion)
Dime acerca de tu discapacidad, limitacion(es)ndmon(es) meédica(s).
¢, Qué tipo de dispositivo(s) de ayuda para la ndadliutilizas en tu vida diaria?
¢, Utilizas otros dispositivos o recibes asistencia?
¢, Funcionan correctamente? ¢ CoOmo mantienes tugesdiso(s) de ayuda?
¢, Qué tipo de dispositivo(s) de ayuda y/o asistemet@sitas? ¢ Donde se puede
obtener?
Dime acerca de tus experiencias en el uso de tegigs sanitarios y sociales y/o
rehabilitacion.
¢, Cémo controlas tus actividades en casa? ¢ Y fecraahsa?
¢, Como describirias tu participacion,
a. en tu vida personal (matrimonio/familia)?
b. en tu vida social (escuela/ trabajo/ocio)?

c. en la comunidad?

¢, Cémo describirias tu vida con limitacién(es) deititad y la calidad de vida?

¢, Qué sabes acerca de los dispositivos de ayudasysarvicios para personas con
discapacidad?

¢, Qué tipo de servicios y recursos se necesitaa @nhunidad?

¢, Qué tipo de expectativas y esperanzas tienesplataro?

¢ Tienes algo mas que quisieras decir?



Appendix 5. Interview guide for other stakeholders
Semi-structured interview guide for other stakeholers

1. Tell me about your work in the community.

2. What kind of experiences do you have with persoitis eisabilities, especially with
persons with mobility impairments?

3. How would you describe the situation for them ifld&/Hermosa?

4. What type of services there are for persons wisallities?

5. How could the services be improved?

6. What types of services are needed?

7. How is the situation in other parts of the proviaecgl in the region?

8. Do you have anything more you want to say?

Translation to Spanish

Guia de entrevista semi-estructurada para otros irgresados

1. Dime acerca de tu trabajo en la comunidad.

2. ¢Qué tipo de experiencias tienes con las persamadiscapacidad, especialmente con
las personas con limitaciones de movilidad?

3. ¢Como describirias la situacién para ellos en Wiamosa?

4. ¢Qué tipo de servicios existen para las persomadisoapacidad?

5. ¢Como se podria mejorar los servicios?

6. ¢Qué tipos de servicios se necesitan?

7. ¢Como es la situacion en otras partes de la priewnen la region?

8. ¢Tienes algo mas que quisieras decir?



Appendix 6. Ethical clearance from REK

Q)REK

REGIONALE KOMITEER FOR MEDISINSK OG HELSEFAGLIG FORSKNINGSETIKK

Region: Saksbehandler: Telefon: Var dato: Var referanse:

REK vest Armne Salbu 55978498 09.09.2013 2015/1160/REK vest
Deres dato: Deres referanse:
16.08.2015

Var referanse ma oppgis ved alle henvendelser

Graziella Van den Bergh
Hegskolen i Bergen

Maellendalsveien 6
BERGEN

2015/1160 Bevegelseshemming og hjelpemidler - En cascstudic i-Pl.:ru

Forskningsansvarlig: University of Bergen
Prosjektleder: Graziella Van den Bergh

Vi viser til seknad om forhiandsgodkjenning av ovennevnte forskningsprosjekt. Seknaden ble behandlet av
Regional komité [or medisinsk og helsclaglig forskningsctikk (REK vest) i matet 20.08.2015. Vurderingen
cr gjort med hjemmel 1 helsclorskningsloven (hil.) § 10, jIC lorskningsctikkloven § 4.

Prosjektomtale

This case study aims to study the experiences and needs of persons with mobility impairments m—
while providing a situation analysis of the opportunities and Challenges they meef. The study is located in a
Peruvian community in San Martin Region, using a qualitafive research design, with triangulation of
methods. Study methods include ethnographic observalions, document reviews, refleciive field noles and
inlerviews of individuals with mobility impairments as well as other siakeholders in the field of disabilily.
Ixperiences with accessibility, availabilily, distribution and use of mobility devices, as well as satisfaction
with how these facilitate integration for persons with physical disabilities will be examined. The project will
include 10-30 participants, depending on the number of persons with mobility impairment in_
accessible abd willing lo participate.

Vurdering

We understand this study as a qualitative study. However, we have noticed that there are suggested several
sources for the data collection, including personal health data from hospitals, regional health data etc.

We believe that this study can not be carricd oul in a proper way within the frame ol master degrece, il all
the suggested sources ol information should be collected. Mctodically we also sce lots of problems and
challenges if one should use all the suggested sources of data.. Therefore, we believe that one most limit the
data collection, 1.e. that all register data are excluded. We also believe that from a legal point of view, it
might be difficult to gain access to all this information. We therefore suggest that this study will be carried
oul, purcly as a qualitative study.

Research project end date: 30.06.2016.

Besoksadresse: Telefon: 55975000 All post og e-post som inngar i Kindly address all mail and e-mails to
Armauer Hansens Hus (AHH), E-post: rek-vest@uib no saksbehandlingen, bes adressert til REK  the Regional Ethics Committee, REK
Tverriley Mord, 2 etasje. Rom Web: http:/fhelseforskning.etikkom.ne/ vest og ikke til enkelte personer vest, not to individual staff

281. Haukelandsveien 28



Vedtak

REK vest approve the project. The condition Is that it is the study is carried out purely as a qualitative study
without the use of regisler data.

Stuttmelding og seknad om prosjekiendring

Prosjektleder skal sende sluttmelding til REK vest pa eget skjema senest 31.12.2016, jf. hil. §

12. Prosjckileder skal sende sgknad om prosjekiendring til REK vest dersom det skal gjeres vesentlige
cndringer i lorhold til de opplysninger som cr gitt 1 sgknaden, jIL hil. § 11.

Klageadsang

Du kan klage pa komiteens vedtak, jf. forvaltningsloven § 28 flg. Klagen sendes til REK vest. Klagefristen
cr (re uker [ra du motlar dette brevel. Dersom vedlaket opprettholdes av REK vest, sendes klagen videre til
Den nasjonale forskningsctiske komilé for medisin og helsclag for endelig vurdering.

Med vennlig hilsen

Ansgar Berg
Prof. Dr.med
Komitéleder
Arne Salbu
radgiver

Kopi til:bentc.moen(@iuib.no.



Appendix 7. Local ethical clearance in English

A DIRECCION REGIONAL DE SALUD

”Aiio de la Diversificacion Productiva y del Fortalecimiento de la Educacién”

AUTHORIZATION OF INVESTIGATION
I

- September 15" 2015

According to the authorization of la Red de Salud _signed by the Director

m(MD) on the [N - c since the ethical committee
of the hospital is in the process of finalizing the execution of their duties,_

as Director of the public management and Director of the ||| |  IE
I 2ssumes the responsibility, professionally and morally, that this study will be performed
according to the universal ethical norms.

AUTHORIZING

MAIJA HELENA RANKINEN, researcher of the University of Bergen, Norway to carry
out the research study “Exploring the experiences and needs of individuals with mobility
impairments: A case study inJJJillPeruv” with the purpose of analyzing the opportunities of the
situation and the challenges they meet. The study is located in |JJJJlllla Peruvian community of
San Martin Region, using a qualitative research design, with triangulation of methods.

Study methods include ethnographic observations, reflective field notes and interviews of
individuals with mobility impairments as well as other stakeholders in the field of disability.
Experiences with accessibility, availability, distribution and use of mobility devices and how these
facilitate integration for persons with physical disabilities, as well as, their satisfaction will be
examined. The project will include 10-30 participants, with a possibility of increasing the number of
participants according to the number of persons with physical disabilities in-accessible and
willing to participate in the study.

Research project begins on the 16" of September 2015 and ends on the 30" of June 2016.

Therefore:

La Direccion del Hospital || lJAPPROVES the project to be carried out in | N

Sincerely,

Ce
Arch
EMD/LLGT




Appendix 8. Local ethical clearance in Spanish

M DIRECCION REGIONAL DE SALUD
o [ —————————

“Aiio de la Diversificacién Productiva y del Fortalecimiento de la Educacion”

AUTORIZACION DE ESTUDIO DE INVESTIGACION

I 15 de setiembre del 2015

De acuerdo a la Autorizacién de laRed de Salud | NN firmado por
el Medico Cirujano I Dir<ctor , con fecha |GG
y en cuanto el Comité de ética del Hospital se encuentra en vias de consolidar la Resolucién
de ejecucion de sus funciones; la Obstetra || GGG '/ :cister
en Gestion Publica - Directora de! ||} 2sume profesionalmente y moralmente
que el estudio se realizara segin las normas éticas universales:

AUTORIZANDO

A la Srta. MAIA HELENA RANKINEN investigadora de la Universidad de Bergen,
Noruega a realizar Estudios de investigacion titulada “Explorar las experiencias y necesidades de
individuos con impedimentos de movilidad: Estudio de casos en[lillPeru” cuyo propdsito es
realizar el analisis de las oportunidades de la situacion y los desafios que ellos experimentan. El
estudio se desarrollara en la ciudad _ comunidad peruana en la regidén de San Martin,
usando un disefo cualitativo, con métodos de triangulacion.
Los métodos del estudio incluye observaciones etnograficos, notas de campo reflexivas y entrevistas
a individuos con impedimento de movilidad, asi como también a personas profesionales que
trabajan en este campo de la discapacidad. Experiencias con accesibilidad, disponibilidad,
distribucion y uso de equipos para asistencia a la movilidad de los pacientes y como estos facilitarian
la integracion de las personas que tengan incapacidad fisica, tanto como su satisfaccion seran
evaluados. El proyecto incluye un promedio de 10 a 30 participantes con la  posibilidad de
incrementarse el numero de participantes segin la magnitud del nimero de personas con
incapacidad fisica en la localidad y que estén dispuestos a participar en el estudio.
El inicio del Proyecto de investigacién se iniciard el 16 de Setiembre del 2015 y finalizara el
30 de Junio del 2016.

Por tanto:

La Direccion del Hospital | BBl APRUEBA la realizacion del Proyecto en lalocalidad de

Cc
Arch
EMD/LLGT

Atentamente,




