“”“‘“”“"”Lrowards 3 Full
and Decent Life

A Study of the Sacial Impact of Intervention provided by
The Hospital and Rehabilitation Centre for Disabled Children (HRDC)

Hezzsp Ll oz Seeeciba malien £t e clas ey Foare s on
P 13 szntedesst Gl oyt el Hae Diecrbilee: Lassanins S ezerla1s




Fhone : 4-262534
Fax ;4-282565

& Population

. Hafvable Girlrajmani Pokharel

e
3':‘"Ernmtﬂ‘&bﬂ inister for Health and Papulation
Fu w7 Ramshahpath, Kathmandu, Nepal

Rﬂ‘f_' D‘atﬂ‘. _zﬂﬁﬁfgfit ..............

Message

I was guite amused by the fact that The Friends of the Dissbled/The Hospital and Rehabilitation
Centre for Disabled Children |FODSHRDC) operating In the management (treatment, care and
rehabilitation) of pediatric physical dizabilities at the tertlary level with priority to the poorest
i the poor children from disadvantaged families has successfully evaluated the social impact of
its interyention in the lives of children with physical disabilities, In Nepal, health services are
mastly demand basad and many persons with disahilities are not In the situatlon of assertively
demanding thelr needs, the FOU/HRGC have reached the unreached in the grassroots enabling
the children to access the services as their rights to become functionally independent in the
community as any other normal children. Children are maostly left out and are highly prone o
Fall victim making disability comnlicated.

Cuality treatment and rehabilltation senvice offered to the children by the FOD/HRDEC has bean
a very successful life changing Intervention for many as the intervention has made them
functionally Independent and promoted for enjoyment of rights eventually establishing
themselves as contributing member of the society.

On behalf of the Ministry of Health and Population, 1 congratulate the FOD f HRDC for its
services and successfully carrying out the study of the soclal impact which has positively
indicated that persons lchildren] with disabilities are progressively mainstreamed and are
enjoying their rights as any narmal person. The overall work of HRDC ard the social impact on
clients in the community are commendable and replicable by any person / organizavion
cancernad with / in disabrlity managament

Thank yeu very muchl

yrr
Al AL
Girirajmani Pokharel
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Governmant of Nepal

MINISTRY OF WOMEN, CHILDREN & SOCIAL WELFARE

Singh Durtar

Phone 4241818, 4241858
| 4241613, 4241728

Fax 4241515

Crate ;

Email: mail@mowcsw. gov. np

Message

In the context of disabllity management where there has been glohal paradigm shift from charity
and welfare to rights, inclusion and development, the Study of Social Impact carried out by the
Haspital and Rehabillitation Centre for Diszhied Children {HRDLC), the referral centra which focuses
on the medical rehabilitation of children with physical disabilities is not only exemplary but also is
setting a right tone for multiple dimensions invglved in the comgrehensive rehabilitation process.

Understanding the fact that Nepal is in the process of transition to participatoty and bottom-up
management |n all aspects of development injtiatives to build new Nepal and the fact that persons
with disability, the largest minority of the total population are still struggling for social Inclusion and
full enjoyment of fundamental human rights, imtegrated rather than segregated and empowered
rather than welfare, collaborative and comprehensive approaches to change the present plight has
na alternative. It is in this background, | sincerely urge all stakeholders to look intoe and learn from
the down-to-earth and comprehensive approach that the HRDC f FCOD has adopted in reaching out
to the unreached sectar of the population throughout Nepal.

On behalf of the Minristry of Women, Children and Social Welfare, | congratulate the HRDC/FOD
Team and others who helped to make the study of social impact happen.

Thank you!

.-""f

Bindta Hada Bhattarai
Secretary
December 31, 2008



Foreword A

disabled children by the Hospital and Rehabfitaton

Centre lor Dlsabled Children {HRDC) have a lasting
impact e the families and the commubices the padents hail
from; thls is something | have always believed This study,
commissioned by the Friends of the Disabled (FOD)HRDC
and supported by Foundation Terre des hommes Mepal,
establishes the expent of the impact.

The treatnent and outreach services provided o

HRDC activieles now cover over | 400 gur of a rogal of 3,500
village development comimuninles (VOCs) In addition, our
outreach services teich baze with 39 gurt of a tota| of 58
municipalities. reaching nwarly |15% of the children of Mepal.

Making irimnds at HRDHC

With this emphasls on outreach services, an evaluation
procest was considered crugdal by all our co-parmers. The
preparations wers not withoue hitches, but when entire
procest of condueting a non-biased study starced to fall Into
place the data collection process was implemented according
o tieve frame guldelines,

| fourd the mestlngs and interacqons to ke mature and feuitful,
We shared cur comments and impressions with My, Rebert
Millman whe prepared the inal write up of the study

The results are extremety mncouraging for all of ut ag
HRDC. Gur intervention has pasitively impacted the ilves
of maore than 90% of those we tweated The veport findings
are rewarding and encouraging far boch the hospital

and its partners. The recommendations will be used Lo
further improve our Inpatient services as well as outreach
programrnes.

Congratulations and thanks to all of you who have helped In
this impornt task.

Dr. Ashok K. Banshota
Chairman
Friends of the Disabled
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B | Towards 2 Fuil and Decent Life

1. Infh_::d uction

e Nepaese NGO, the Friends of the Disabled {Foldy,
I and the Swiss NGO, the Foundation of Terre des
hommes (Tdh). commissioned this study in order to
assess the sockl impacr of treatment ciferad by the Hospital
and Rehabilitation Centre for Disablad Chitdren (HRDC)?
through its hospital-based community-based rehabiitagon
and outreach services. The stedy also builds en previous
work undertaken jointdy between Tdh, FoDYHRDC and the
Inte rnational Cantre for the Advancement of Community
Based Rehabilitation, Queen's University, Kingston, Ontario,
Canada,' which analysed the outcomes of treatment for a
sample of 248 children frem a total of 145 closed cates fram
the opening of the project in 1985 to the end of 1992

The current study has proceeded with the approval of ehe
Mepal Health Research Counct (WHRC]. It is based upan a
safnple survey of 745 families from a total of 1257 closed cases
from | [ of the 75 districts of Mepal whose chlidren compileted
treatment and rehakilitarlon between 1993 and 2005, The
sovlal seatus of chese children is campared with 2 canorol
group of 35| famllies living in the same communities whose

Compassionate child
| care seares ac the ward

children experignce a similar range of physical disabilities,
but who, for a varlety of reasons. have not come farward for
treatment at the HRDC or other Institutions,

The resufts of this comparative study will be presented in the
broader context of the United Matons Convention on the
Righes of the Child (CRC). with specific reference o Article
13 which deilnes obligations of *5tates Parties' with regard 1o
the rights of children with disabilities. We also acknowledge
thar non-state actors make 3 significant contributlan towards
the fuMilmene of States Partles obligations. It is axlomatic that
the CRC doas pot select or prioritlse one set of rights over
another, In the cantext of this study however, Arcche 23
provides a ralevant and practical framewerk within which to
assess the soclal impact of treatmene provided by the HRDC
and its CBR pragramme. It also enables recammendations
o be analysed within the broader context of evolving soclal
pelicy in Mepal during a period of constitutional transition,
dentfying FeCWHRDC and Tdh a5 actors and advocates as
well as service providers.

! Rafar (o Anngxe | for che HROC £ Folr's Winlon, Mispan and Srategy satemen 2001

' Fer comprehensreg Background matar(al on the HRDC vipe the wabate at hoge/fwensr hrdenepal orgd

* "Ftyleally Dirabled Children in Mepal -4 Follow Wp Soedy™ by W Buoyon, 5. Malakar, AL Milman, K. Bharrarai published m che ASis Pacific Disshiity Ashabilistion fsama)
Valurma 10 No.d, 1992
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2. Executive Summatry

of the Disabled, the Hosphal and Rehabilitation Cenees

for Disabled Children, its donors?, parmers and the
Government of Nepal, should be ehcouraged by the positlve
social impact of the HROC instlttkonal and community-
based treatrment. The study has glven voice to the experisnce
of children and families, to thel aspirations and hopes,
although it is clear that the FaD/HRDC nnet respond to the
full range of needs expressed by their clientele.

The results of this study demonstrate that the Friends

We have scught to measura sockl impact through structured
Interviews with 745 families acress 11 districts whose childran
were treated at the HRDC batween [993 and 2005, as well as
Intarviewing 35| families living with a child or young person

with physical disability who has nor been treared at the HRDC,

Wa have alse carmied ouc | |0 in-depth Incerviews with a rainge
of peopls invelved in the life of a child or yourth [Iving with a
disahlliry in erder o ehcit qualitative infarmatlen. These two
saurces of data have enabled us to examine the social impact
of HR[} intervention using 2 cluster of Indicators including
aduratlan, employment and marital seeos, knowledge and
attitudes regarding disability and Awareness of the rights of
persons with disabilities,

2.1 Executive Surnmary: Main Findings

Social impact has been analysed and findings presented using
the framework of Article 21 of the Unlted MNations Conventlen
on the Rights of the Child, which highlights the rights of
children with disabilitias.

The Right to Speacial care

High quality, bow cost care - The HRDC's hospleal-

bazed services provide high quatity. specialised, accesslble

and kew cost treaoment far children in a caring atmosphere,
Improvements can be made in child and famiky counselling
ard post-operative affective care but this dees not detract
from the high levels of family satisfaction, appreciaton for, and
understand|ng of the treatment and rehabliicatlon process.

Provislon of Asslstance Free of Charge

Frua and subsidised treatrment - The HRDC provides free
or meanz-tested contrlblutions to treatment for children fram
poor families. Direct and indirest financial contributlon: give

recognition to families as service users and as stakeholders

in the treatment offered o thelr children. Althaugh almeose

alt families face finanelal and ecanomic constraints, they

also recognise that HROC wearment is either free or
comparatively inexpensive and sea this as a key factor in tarme
of accessing treatment.

Promaotion of Sel-Reliance In the Child:
Functional Status & Self Care

Improved levels of ssli-rellahce - The physical “searting
paint” frem which soclal Impact is constructed is the child’
capacity to undertake normal actlvities of daily living.
92-95% of HROGC treared children have achieved functicnal
independence, and anly 2% remaln completely dependent
cn cthers for core activides of dally lving. Control group
children’s independence ranges fram 76% down to 5%%.

Acceass to and Receipt of Healthcare and
Rehabilltation Services

Community based rehahilitation needs expansion
-There is consistant awareness of the need for decantrallsed
and specialised services and of the need for the HRDC ra
increase the number of CBR workers, hold more frequent
mobile camps, create service centres In Mepal's five
development regions and extend CBR, worker networking
with disabled peoples’ organisatlons.

Access to and Receipt of Education

Great progress in access to sducation - Respondance
place g high value on education and training as a means of
fulfilling individual potental 2nd develaping self-confidence.
School attendance races for HRDC treated children are an a
pal with the national average of B4%.

Access to and Receipt of Training and Preparation for
Employment

Prepare disabled for employment - Many respondents
felt that the FeD/HRDC should forge a ieadership role

In advgczting training and educatlen for disabled children

as wal| a5 extending its remit on disabilloy prevention and
poliey development. The status of werking and earmning
capacity amang both HRO-C weated youth and cantrol group
familty youth remains low in terms of formal employment

' i siphabetical orias the Amarican Himalsyan Feundasion, the Ausirian Reound Table, Cheitoeifel Blindenmission (CBM), che daveloprent NGO of the Mational Federaoon
of LinownburE 52oums and Guldes (FMEL), the Foundacen of Tarre des harmmes, FLAN Mepat 3nd odhar privace doners
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Gpportdnities and pertentags levels of contribution ca the
farmily income Twenty seven percent of HRDC and 6% of
tontrol proup youth contribute to the famly economy through
employmant,

Promodon of Dignity and Disabllity Righis

Advocae for change - Genaral xwareness on the Rights of
Persons with Drisabillties is widespread. There is a strong betiel
that advoracy is needed to promoce understanding of disabilicy
and to develop services for children and adults with special
needs & number of respondents sugyested that FsDMRDC
should become a leader in nagomal policy development on
behalf of persons with disabilimies. There is 3 widespread belief
among adulrs that children with disshifides are sl stigmatized,
althqugh children themselves mgrreessed a far stronger sense of
integradon and soclal acceptance.

Promotion of Sall-rellance as aYolth and Young Adult
improved sociallation - HRDC services contribume o a
wider and more iformed puklic aware ness and understanding
of dizability, which is complemented by the growth of CBR and
Disabled Pacple's Crganisatians and netwarks. 1t 15 evident
that HRDC intervention has had a considerable, positive
impact on the socalisation of childeen within their famriles and
a range of responses suggest that lavek of child protection,
suppart, care and integration are consistendy higher among
HREDC faroilies,

Acdva Participation in the Compunity and
Preparation for Recreation Qpportunities

Improved participation in soclety - In-depth interviewees
share a broad range of perceptions ragarding the participation
of children and youth with disabilies in community and
recreationg] acrlvitkes, with many veicing oheervations of soch|
exclusion rather than jnciusion The ratho of mernbership

of organisations shaws similar paceerns for both HRDC

and goncrel famity youch, 1% of HRDH youth and 7L of
conrral family yeueh felt that they had exercised elther a

great or mederate influepce on the organisations o which
they belonged HRDC children repore a far higher level of
participation in socio-cultural events - on 2 par with thelr able-
bodled peers - than contrel famly children.

1.1 Exacutive Summary: Main Recommendations

A cess o Treatment and Services

Improve actess to treatment - ARDC should strengthen
links with athar arthopandic and CBR services to provide
maore accurate and decafled nformation about HOWY and
YWHERE 1o access treatment, skills oraining snd other
speciclized services for children with disabilities. & more
holistic approach may be required to develop and promote
community systems of family and child suppart

Communlcagion, Knowledge and Information about
Services

Deploy PWD ambassadors - Infor madon, inpatient
zounselling and publicity aboue the HRDC service myst be
Improved Greater community outreach and information
dissarnination could be achieved through CBR worker
mebilsation of former HRDC pattents. They could act as
“arnbassadors” for people with disabflities and provide
information on the range of services available.

Eduwcation and Training

Offer play and education vo padents -The HROC shauld
strengthen the identigy and contribution of s inpaslent
strvices to Children and familles in the areas of educatlon,
livwracy recreatlon and play The CBR workers should become
more acoively Fvolved In promoting aducatlonal and vocational
training oppertunithes for children. The HRDC chould also
respond to one of the strohgest, expressed neads of ¢hildren
and families interviswed 1n dhls study — o gain access 1o
spetlalised aducatlonal and vacational training services.

Health

Create access (o community based haalth carm - HRDC
and its CBR programme should create stronger inkages with
primary health care and Intagraced health services for children
including CBR support Inits warking areas, CBR worker links
with worren community health volunteers must be developed
in order po srrengthen the impact of HRDC famity-pased
rehablliccon regimes for children and to promate seronger
Ioeal Inkages and aceess 1o health serviges,

Advcacy

Adveckte for disabled children - Nationally, the
FaDHRDC should sustain its current effors 1 remain a key
player in terms of advacacy and policy developrrent on behalf
of children with disabilities focusing not just on reaiment
but alzo on prevention, training. Initatives 1o sustain nationa)
CER and DPC rerworks desarye support ff huraan resources
peTmilt.

Susinability and Marketing

Highlight HRDC services within soclety - HRDC's
services, including surgery, assistive devices, inrovative
Intervergion vechnigies and communicy-based rehablliation
reed 1o be brought o the nodce of 3 wider audimnce.
Consideration thould be given to idendiying recognised
Internationa! figures who would functlon 2 ambassadeors and
a1 potentlal fund-raisers. Consideration should ba glven o the
exrablishment of an International trust fund that could manage
investmpnts and provide a basis of financlal security thae would
exist alongside donsr support




3. Operational Modalities Of The Study  rm————

+ 3.1 Geographical Location

'rhe soudy was carried out in elevan districs® In erder to
Eive a rapresentativa sample of the ol HRDC patient

popuiaton and of the geography and acolegy of Mepal,

Ecologlcal zone | District . Gaographical Tone Development region

Mauntain Sanlturaasabha Koshl Zone
Mountaln Dolakha Janakpur Fona
Hill Laligpur Bagrmatl Zona
Hill Chading Bagmadl Tone
Hil Tanahu Gandak| Zor
Hil Surkhet. Bher Zone
. e Jhapa Mechl Zona
Tersi Bara Marmyanh Zane
Teral . Mawalparas! Lumbini Zone
Terai Banks Bher| Zane
Taras Kanchanpur Mahakalh Zane

Easten Dﬂelopmnt Region
Cancra| Devalop ment Region
Central Development Reglon
Central Dwvelopment Raglon
Wastern Development Region
Mid-Yustern Development flegion
Eastern Devalopment Reglon
Central Development Regian
Wstarn Develapment Reglon
Mid-¥estern Cuvalopment Region
Far Western Developrent Reglon

Ci the eleven districts, Lalitpur and Surkhet wers not covered
by HRDC CBR workers during the pariod under review,

thus enabling comparkons to be made an the perceived

social impact of oreatmene in both CBR worker and non-

CBR worler districts. At the time of writing, Dhading and
Sankhuwazabha were being covered by arganisations working
in partnership with the HRDC co manage outreach and follow-
up activitiag,

3.1 Study Population & Sampling Method

The initial proposal was o ineerview 80% clozed and 20%
angeing HRDC cazes and & significant number of contral
group cases. Subsequendy, the HRDC population was
Amitad to children who had completed rreaatment Barwasn
1993 and 2005 1o as to gchisve a clear-our comparison with
cantrol group cases wha had sither hiot received treatment

* SuhhﬁlhrﬁdewMMDcmanwm

or who had sought treatment from other sources. nigalty
It was planned 2 visit all 1257 famnilies, but some 512 ware
uriavailable for a varlety of reasons during the fieldwork
phase” . The final study popukation comprises 745 ARDC
famillias and 35) control group families, thus achieving a
statistically significant number of control cases.

3.3 Data Collection and Analysls: Method and
Process

Enumerators! wera recrulted sxearnally by tha HRDOC,
Sehectlon was based on academic quaklficariens, practical
Aeld expecence and gender balance. The enumartors
participaced in a five-day training saminar in the uze of the
survey inscrument and in the conduct of In-depth interyiews.
Intarviews and subsequent data antry were carried out
berwern july and September 32008, Enumerators worked

T SewAquanor ¥ and secdon 34 for demils of HROC s control farilbee mtervirsed pho sgplenationd for HRDC Gmiat thax wer bat s,

¥ Sae Aot 4 for detath of dve snumeraters and dhe HRGC CBR, gypervizory wam,



In pairs and interviewed both HRDC and contrel group
children and famillies, the [amer group having been identified
by community Yeadars and HRDC CBR fieldworkers and
supervisars, Coneeol families had at least one child or youth
with a physical disability. Intervlews were conducted in Mepali
using a pre-tested sUrvey instrument’,

Data collectlon comprised hoysehald informarion, the
type of physical disability, educational status, markeal status,

functional status, marning capacity. affiliadon with organisaticns, -

attitudes towards disability, swareness of rights and issues of
discriminatlan, personal and social status and sacial inclusion.
All participating families consented to be interviewed and
were informed of the nature and purpose of the survey,
Confidentlalicy was guaranteed, names quoted in the study
have beer changed, and only ten families cpted out of the
survey. Given that there was no direct beneflt far either
HRDC or control group frvilles, the level of participation
was highty satlsfactory, achleving a 68% ; 32% rarie of HRDC
and conerol cases, Monethelsss, enumeraters noted some
understandable degree of disappointment amang contrel
group families reporting comments such as:

"What Is this 1o da with us? Mony peopls come and ask
us quastions, bat they da not offer any treatment oF any
cure™ " = Control graup interviewes

Lewing presance of parents is wisenmal for recovery

' SeeAnnexe § for cha purvey Inserumanc
" Bold teoct indicates quamnrd From Insdeprh woarisss
' See Anneae 6 for spgregeted keedback from the in-depad Inoarviess

2
In-depth interviews'' focused on one HRODC and one
contral group family par district. The alm was to gait 2 fuller
pleture and 3 range of perspectives on the degree of social
integration of the child or youth Iving with 2 physleal disability
by interview|ng a parent or guardlan, a ceacher, an employer
where relevant. a social workerfsoctal activist and a friend of
the childfyouth. Interviews were recarded on cattatte mpe
and wranseriped during the period of daw entry ac the HRDC,
0% of the | 10 in-depdy interviews were professlonally
rranslated from Nepali to English while 80% of the interviews
were analysed in Mepali only. Key points were azeurnulaced
and aggregated independently by the author and ene steering
committes member so as 10 provide qualitative information w
complement the family interview dat,

Upon completion of the fieldwark, all data wers entered by
enumeratars inca Microsoft Access 2007 and data cleaning
and analysiz waz done using the STATA 9 pragramme, 122
anahrtical tables were prepared by the consultant demographer
during Oetober 2008, The data and transcripts from in-depth
interviews were analysed by the author and the final repare
was reviewed by the jolne FGD f HRDC / Tdh steering
commitee during Novembar 2008,



4. Constraints And Limitations Of The Survey - mm—m
his extract from Tabie 11243, shows that dw HRDC
sample |5 proportionally of 2 mare maturs age than
the control group. Accordingty, svary sffort was
made 10 ensure age-appropriate consistency when analysing
findings and recammendadons linked te Indicators such as
sactal inclushon, kvoheement in associations or organizations,
awareness and knowledge of disability rights and ksuez of non-
diseriminatien/disgeimination, marriage and earning capacity.
:Tabla 17273 1 Total number of casas usad In the analysis according
0 bachgrourdl charactoristion, Nepnl 3008
Bachground characteristcs Mumber of cases vsad In the analysis
HRDC Contral group
Current age
| -5 i 027 L 16.72%
&I10 38 513% o3 2565%
I1-14 13 [ 4055 91 2651%
5+ se2 | 7BS4x e | 3Nl
Total Ta» 1% 34T 180%
Aoge at Intetvetrtion ;
-5 M3 I1Ba%
&-10 7% - M419%
[1-14 w7 ILFTR
15+ 1 : | 5.00%
Total TAD loox | {
* The tortal rember of HRDC canet b 745 and conored cates 351 The Rgures hary Indicats that information on curmen age and
uge at [rtarvantion (far HRDC Goes anby} was not aalleble for 5 HADHD and 4 control catm whan dars siory way dons, Such
discrepancies may be noted n odwr blar a1 well.
Financial and dme constraints made & impossible to confirm # 72 families could nat ba traced due to an “incomplete
the address and geographical locarien of all HRDC families address™ {5.7%)
prior ta deploymant of tha teams of snumerators. Five factors « 72 familles had migraced, 5% within Mepal, 13 10 India {5.7%)
have thus conributad to a reduction in the size of the HRDC & | 1& children and famllies were not visited due to tme
sample population of closad cases from 1257 1o 745 (See constraints (9.J%)
Annexe 3). # 75 children had axpired, which represents a 5.96% moraality

» 14| famnilies could not be tracad dus to a “wrong address”
(FL.2%)

" Tha full verskon of Table 152731 b shewn bn Annexs &

"%

rate In the HRDXC population, an a par with the hatdonal
child mortality rate of 5.9% (UNICEF 2004).



It is common khowledge that some extended Family syscems
in the Terai districts straddle the southern border with India.
which aceounts for some of the “wrong addresses™ {70/ 14|
are inTerai districks] and “incomplete addresses” (5572 are
in Teral districes), 5ome of the ariginal infermation provided
by famlfies at the tme of treapment at the HROC may also
have been incarrect or incomplete, and was nox fully updaed
subsequently through mobile camp atid CBR worker contact
in the field The issue of accurate infermation-gathering will be
addressed under Chapter 6. Recominendartlons,

In voeal, Bara (24107 and Dhading (261} districts have the

highest number of cases and also account for 228 of the
512 HRDC wreated children and families who were not

Blding 4 new futurs

14
availaple to parvicipate in the survey (44.5%). There is ne
adequare explanation for this phenomenon ner far the
caomparatively high number of deaths in Dhading and Bara
districes (3675 — 48%)_ |t is a fact thar both districts have
been subject va disruption of civil saciety Juring phases of
the period under reviww. However this canhet be offered
as eithar a convincing or demonstrable explanatian given
that similar conditions prevailed in certain other survey
distries,

In conclusion, the consoraints and lirnitations noted here
neithar impede nor undermine the averall relevance and
statlsrical validity of the data since at 32%, the final control
group sample iz well above accepted research norms.

Tika Bishweokarma (15) once led a normal teenage life, studying
and doing household olbs. LUt ona day she fell gut of 2 tree.In g
split second her life changed.

In Mepal most children carry cut housahold chires, They take
goats and cows oux for grazing, carry warer and collect ladder
and firewood. Due o falls 2 disproportionally larga percentage of
Mepalesa children suffers fram spinal injuries.

Tika Bishwokarma was |4 when she climbed into a tree (o cut
branches for fodder, and sipped Sha instantdy broke her backbong,
Drespice the grave injury Tika survived but not wichout severe
damage 1o her spine The gnoe active, ambitious student was now
bedridden and lulty depundent on her relatives.

Thka was taken acrast che border o India for treatmant, However,
her famity saon discovered thar surgary and mbaklitaclon was
beyond cheir financial means. Tlka belongs @ 2 marginallsed

Dalle cammunicy, consldered unteuchable, with a 1ow soclal and

econamlc status, Tika soon returned to her village in Kallali.in the
far-western region of Napal, Her future seemed seated: fiving the
Iife of an Inactve paraplegle, bound = her bedroom,

Fartunately, a HRODC Cominunity Based Rehabijlication Facilitator,
while yisiting the homves of disabled chiidren and organizing
COmMURLtY awareness programmes, haard abour Tika, He wisited
her at home and immadiately referred the gid ea HROC.

Tika was admittad ot the Banepa hospital on 1 [anuary 2008,
incensiva and loving nursing care, antibicrles and nutritious food
contributed (o tha healing of bedssres and overall racovery. A
blg dilermnia was the decision wo opt for surglaal intarvention

or tonservatlye management {non-surgical procedures), In dua
time |5 was decided 1o surgically open the spine 1o releage the
compressed nerves. Luckily Tika reacted well and recovered fast
The metor yscern of har kower Imbs starced warking again.,
Intensive physictherapy helped to regain mobilic:

Today Tika is ghie to walk with
th sup part of walker The goaal
of the rehabllitation 15 to make
the teenage patient Independent
in mabilty 2nd sef-cars With
the progress she is making Tika
will spoh be able to fully take
care of harself.

Tika's smile is a radiant one. The
younhg studeng is confident thag
she will complece her education
and bacoame a nurse o serve
disachaneaged disabled children.




5. Conceptual And Analytical Framework

his study examines the social impact of HRDC

treatment ahd intervention for bodh individual

children and familles. |t seeks vo establish whether
children treated at the HRDC enjoy a fuller level of social
Ineegration ahd functioning than their peers who have either
net receied treatment or who have sought treatment from
other sources, The study compares and contrasts the stas of
HRDC treated chiidren and their milies with contrel greup
children and families within the framewark of Article 23 of the
Conventlon on the Rights of the Child in order to assess the
extent to which children and young persons with disabiiives
anjoy these basic righe's

Artlele 23 of the CRE seates that:

|. Scates Parthes recagnize that a mentally or physically
dizablad child should enjoy 2 full and decent life, in
conditions which &nsure dighicy, premote seff-relance and
facilicate the child’s active pardeipation in the community,

1. States Parties recognire the right of the disabled child o
special care and shall encourage and enzurs the axtsnsion,
subject to available raxaurces, to the eligible child and
those respansible for his or her care, of azsistance for
which application is made and which iz appropriate to dw
child’s condition and to the circumstances of the parenes or
others caring for the child,

3. Recognizing the special needs of a disabled child, assizrance
extended in accordance with paragraph 1 of the present
article shall be provided free of charge, whenever possible,
taking Into account dhe financial resources of the parents
of others caring for the child, and shall be designed to
ensure that the disabled child has effective access to
ahd receives education, training, health care services,
rehabilltation services, preparation for emplayment and
recreatioh opportuhities in a manner conducive 1o the
child’s achlaving the fullest possible social integration and
Individual development, including his or her cultural and
spiritual developmnt

4. Staves Parthes shall promote, in the splric of internaticnal
oocperation, the mchange of appropriate information jin

" Mapal raofled the Tomventon on the Rights of the Child on Seprernber |4, 1990

e

the finld of preventive health care and of medical,
psychaingical and funcronal treatment of disabled
children, Including dissarmination of and access 1o
information conearning metheds of rebabilltation,
education and vacational services, with the alm of
snabling Scates Parthes 1 Improve thelr capabliities
and skills and 1o widen thelr sxperience In these
areas. |n chis regard, partleular account shall be taken
of the needs of developing countries

5. Findings
5.1 The Social Impact of Haspltal-based
Service Provision of the HRDC

§.1.aThe right te special care and aszistance
appropriate to the child's condition and to the
circumstances of the parents or others caring for
the child

Both HRDC and Conerol family In-depth interviews™
recorded the highast number of comments 27+ HRDC
respondents & |6+ control group) revealling both
awaraness and understanding of the services provided
by the HRDC and of the postrive impact thar those
servicas hava on the life and porendal of 2 child, Even
control group families wers aware thar rehabilication is
a long-term process. Thare wat ako a Hgh number of
responses from both HRDC and control group familles
{17+ HRDC & 8+ control group) stating that childran
and adults living with disabilities should ba glven prictiey
over the able-bodled in gaining ACCESS to hamaleh and
education services as wall as amployment opporwnites.

Children treated at the HRDC and dhelr famnilies wers
appreciative of the caring atmosphers crearad by HRDC
safl. Interviewees ako recognise the importance and
valie of curative treamgmnent (&+ HRCAC 3 B+ contrad
cases). This is of particular note to HRDC parsonnel
who are involved in patient and family counseiling, when
exphining that not all interventions wil produce 2 ‘curs’.

" See Atihexe 5 bor che bl summary of HADS and control group family In-depth wtervlaw comments. Posiove commenes. will be shown as
numbar + and magathe commants a3 number - (o Anes: 5 positive carwments are symbolved by #  and negative cumments by X}



It iz important to plan and diszuss intervention in the most
positive and aptimistic light possible; ic ks equally importane
not o ralse unrealisdc hopes for parents and children whese
knowledge of surgical and crher forms of intervention iz
Ingvitabty limited.

Thers were only theee crivical abservations regarding inpatient

:enrlct:. from in-depth incerviewees of HRDC wreatad children:

* Improve patient communication and miormaon-
sharing from nurses. physiotherapists and erthopasdic
techriclans regarding the different phases of oeatment and
retabilitation (4-)

* Jeprove Individualised, affactive post-cperative care and pay
meare attanticn 1o how children are feeling {3-3

* Improve lodging fBcilitles for accompanying parents f
guardinz and leng-stay children (3-)

Obzervation

The overwhelming impression from in-depth in pacviewess
indicates that HROHC inpazient treatment makes 5 positiae
ahd astihg Impression an bath ¢hildren and familisz. The

few crivical comimenis, included above a5 2 guard against
complacency, serve as an Indicator of the need 10 sustain
respect for and respond positivaly to d perceptions and
experience of service users, both children and famity members.
[tis nonstheless clear that in-depth interviewess perceive the
sotial axperienon of inpatient treaument as 3 positive cacalyst
for the growth and development of children.

5. L.b Provislen of assistance free of chargs, wivsnayer
possible, taking irto account the financial resovrces of
the parants or others caring for tha child

The HRDC service cenforms te this condidan, providing fres
tregtment to childran from poar'® families and a means-testad
sliding scale of contributions for the slighdy better off familins.
The policy is desighead to establish 2 small contribution to the
rupning costs of the HRDC that has koth symbolic and real
valus.™ All families cover thelr own travel costs. Contributions
towards dwe cost of treatment are viswed by FeDMHRDC
managemant a3 an additiohal motvating factor to ensure

that familles understand the value of intervantion, Direct and
Indirect financial contributions give recognition to fumilles as
service users and as stakeholders In the treatment offered ta
thair children. Thera are no quick flxes or immediata “cures” in
reconsoructve surgery and physical rehabllitation, Tha family's
o in past-operaglve card and rehabilication beging in the
hospital and will often cohtinue it home for many years If their
child’s full physkcal and soclal potental is 1o be actained.

I
In their Aral feadback seztion ta the Steering Committes,

the enumerators, wichout exceptlon, commented on the
financkal hardship and poverty that almast all familles faca. In-
depth [nterv|ewees wers also realisac abouat the financil and
ecanombkc constraints () 3- HRDC & |2- eontrol group) that
fimit a family’s potential to mitigate physical handicap and seek
treatment for their child, A range of factors are at play hare:
the cost of travel; loes of income and family labour espacially
in farming communities; non-acceptance of Indlan currency;
and the cost of accommodation for the parent er guardian
whe accompanies the child for diagnasis and treagment at the
HROC. Paradaxically however, respandents ako recognise
that HRCC treagment i elther free or comparatvely
inexpansiva {14+ HRDC & 3+ contrel group) and see this 25 a
key Rctor |n terms of accessing treatment,

HRDC personne| are fully cognisant of the impact of poverty
ard of the demands that seaking reatment makes on the
family economy ag this comment from a senlor surgeon and
highty exparienced doctor at the HROHC makes clear:

“Whatever changes onsd develapments toke ploce in
future, if we concentrate In surgary op ihore speclofised
frocediiras, tregtment should be free, The malority of
familles Jn Nepol are poor and cannat afford to go
efzewhpre.” — HRDC medica) dector

Observation

The dialectic between User netds, the 2ost of sérvice
proviskon and the direct and indirect costs dhat families
Incur during trwatment and rehabiliation, poses an insohble
prablem. HRDC management s aware of the difficulties of
accotmmadating family membars and ensures that the parent
or guardian accomparrying the child stays with the child during
inpatiant treatment. However the HRDC cahnot subsidize
traval or exrernal accommadation costs, Undl such time

a3 states parties, multilateral and bikaera! denors maks a
stronger commitment to funding social and health provision,
the poorest children and families will dherefors struggie oo
access services. This remains a dilernma for che FaD/HRDC
and for funding partnars,

5.2 The Social Impact of HRDC treagment in the
Community for Children and Families

Artiche 33 of the CRC sates that “.. . special needs should be
provided for in 2 manmer conducive 1 the child's achisving the
fulkest possible social incegration and individual development,
including his ar her cultural and spiritual develapment.”

** Thi souns of 2 “poor” tamily i asteassd by 3 CBR worker pesed on cowmerthin of animah. lnd, othar gstee and dispacably mearme,

" Currendy comtribumon wre 3 4. 55 of recurting snnusl ewpenditure,



T

The special needs defined in article 23 will provide the anatysed by discrler, region, ecoleglcal zone, and current age.

Tramework for community-based comparisen of HREC and In many Inscances, famlly perceptions of physical disabilicy are
contral group children and famities.Yye will analyse social multl-factoral. yet it Is clear that in both groups of children,
bmpact through da@ collected frem family interviews and congenital condltians, infections and unreschved trauma

Trom the perspective of community peers and leaders as comprise the major cavegories of disability. These da enable
represented in the in-depth interviews. This will enable us us to obtaln a pieture of the physical “starting point” from

to bulld 2 picture of the extent to which HRDC treatment which soclal lmpact bt constructed, whether as 3 result of nan-

wantHbumes wwards che sodal integration and wellbeing of intervention or altarnarive Intervention in the case of contral

childran and younhg peaple In thelr communities, cases, or through interyenton, treatment and Bumibe-based
rehabiliation generated theough the HROCs CBR programme,

5.1.a Promotion of Self-Reliance in the child:

Functionat Status & Self Care

Tha feltowing table compares family perceptions of the causes

af Impairmeane berween HRDC and control group children,

“Tabla 4 and Table 4a | Percentage distribution of children f youth with disablty by cause
' R of impaiemient, according to background characteristics, Nepal 2008
Background Cause of Impairment among HRDC cases and CJL‘IHTML GROUP
characturlstics CASES{multiple responses ﬂiml’nu ptrcantagas ane sIperior to 100}
Congenital | Infection ur Other [Total Respondents
.~T
District H | o« H C H | ¢ M| € H| ¢
Banke a5 | 4% | & B o | o2 0 b 0| ¢ ¥ |
Bara 45 57| 72| moioa 3| 2 0 2 7 |2 91 | 53
DChading 41 1l e s |20 " 0 | e 2 b 3| o0 152 | 1
Dokkha S ¢ B T 4| 34 s e | ¥ D 7 8 | 27
Jhapa a M 14 r | ozz .7 | 4] s | 2 o 3 | n 61 | 35
Kanchangur s -3 12 | 4 | e s [ nn|s i o b 6 | 20 M | 35
Laktpur BT 13 6| ® @ | s o2 o 73 | 35 8l | M
Newalparasi w | 7 4 || o] s|lol o | o Lo | e | 12
Sankhuwasabha | 41 57 14 | 32 - & | 14|22 : 0 b 0 ¢ 2| 1%
Surkhet 18 % 14 x| I8 4 s | 7F - 2 o i o 65 a
Tanahun 54 56 2 17 | 3 ¢ | 11| e 0 b 0 4% | 18
Average k7 o2 |0 w0 38 | 5 oz 6 | i0
Total I - 745 | 351
Ragion :
Ceneral 7 a4 19 2|2 15 | 10| s | 1 8| 16| 190 | 147
Eastern 12 4% 14 4| 25 14 | 14|00 ! b 7| 9 85 | 56
Farwastan 35 31 1| m | e o9 |29 0 0 & | 20 4 | 38
HMidwestzrn 39 47 29 | 3| 4 x| 3| s ; b 2| 0 o4 | 8
Wattern 38 83 7 W | 4 00| 0 0 o 4| 3 132 ! 30
| Arege 1w 4 M | 0| 2 4 | 1| s 1 |o.2e & | I0 '
" Yotw ' ! 745 | 381 »
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Ecxlowglcald porm: I

Hil 4] 40 ia ] M | 17 12 & s & [ I 126

Merurvtaln . 43 & 7 3 35 12| 13 | ] 1 [+ 45

Terai 9 51 n 26 15 & [} 4 0 I 5 12 103 I7e

Averape 5 44 24 i i) 14 ¥ & |03z é 18

Tatal . [ 745 | 351

Current age

I-5 30 &0 o 12 0 1 180 5 0 i} o [ 1 58

=10 | 44 19 1& 10 I 0 [+ [+ ()} B &9

Th-14 &l 48 14 13 9 - | [} & 4 19 G2

15+ 31 37 27 i7 13 19 12 4 | | & | 13 582 [

Averope k. 4& 24 20 20 14 it b LT i) & e :

Towl | 41 347

Age 2t Intmrentlon

I-5 L1 1+ 9 12 ) 3 & 43

610 E7| 22 bt 12 2 o | 179

11-14 i8 10 6 12 0 0 8 07

| B+ o 40 21 13 z 0 [ 11

Average k1 M 20 i ' B 6

T 1 A L |
Children develop and ale thelr place as active and children. The promodon of salfi-reliance is achieved though
partcipating reembers of thair family and their communies family-based rehabilieation and pregressive accomplishrent
through their day 1o day axperiance. The potendal for salf- of the tore activitkes of daily living. The following tabla: thus
reliance is creatad and anhanced by treatment ocutcomes for analyse oo actlvitias of daily living.
r'ﬂll LR ] Percentagn distribution of children / youth with disabilicy by evaluation on the sbilicy to
— sat and drink, according to background charactaristics, Nepal 2008

Ablliey to aat and drink

Background HRDC ! " Control group o
characteristics

Total




Perceninge distribution of children / youth wich disablllicy by evaluatlon on
the abllity to <lean teeth, according to herhground characteristics, Nepal 2008

Ability to clean teeth

HRDC Conrod group

: ) Parcentage distribution of chlldren / youdh with disability by evalustion
: o on the ability ta wash hands, according to background characteristics, Nepal 2008

Abllity to wuh handy

Bac kground . HRDC Control group

Total
El____ ! Percantage distribution of children ! yowth with disshllicy by evaluation on
T the ability to wash the body, according to background charactsristics, Nepal 2008
! Abflity to wash body
Background HRDC Cantrol graup
characteristics “ )
Camphaly Parclaky Cornpletety | Mumber Completsly Totl
dependent | depandant Independent | Respondencs
Total 2 5 . 13 59 348
i -
EJ Parcentage disorfoution of children { youth with dizability by svaluation on the ablity to dres
orsalfl, according to backopround characteristics, Mepal 2008
Abllity to dress onasalf
Background HRDC Camtrol group
characeeristics

Comphuualy | Fardaly

Tatal
dependent | dependent independent Reapondents
Total i L4 &l L
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Tabia |8 Percentage distribution of childran / youth with disabillty by evaluatien on the
ST abillity kv o to the toilet, according ta background characteristics, Nepal 2008
__Ahility to go to the tollet _
Backgraund HRDC Cantrol group
characteriatic .
. Completaly - Partially : Toml
i depsndent  dependenc 1 Retpondunis
Tatat 5 : 5 . 348
! :
Table 11 Percentage distribution of childran / youth with disablllty by evalmton on the wbility to
walk In / arownd the communlty, accarding w0 backgrownd characteristics, Mapal 2008
Ability to wal in { around the community
Background HRDC Cantrod graup )
charackreristics 3 o
Completely Parclally | Complacly Completely Toual
dependent ~ depandent independ=nt independant Respondents
'F:‘fti.l & 2 92 T4 335

Cin average the scoras show thar 91.5% of HRDC treated
children hava achleved funcrional independence and only 2%
remain completaly dependent on others for core activites

of daily living. Contral group childrans indepandance anges
from 76% down to 59% of the artlvites samphed, with 25% of
chikiren / youth totlly depandent on athars for washing the
body and dressing and 2 1% dapandent an athers for coileting.

Ot-ervation
It is sel-evident that children will more sasily devalop
canfidence, aspire to realise their potential and gain accaptance
alongside their able-bodied peers when thay are able @0 thrive
I+ all aspects of daily living. The ables reveal that HRDC traatad
chikdren have 2 20 - 30% higher level of functional indepandance
than thelr control group peers. Acquiring functional
rdependence as a result of oeatment and rehabilitadon anables
- ¢hikdres 1> take their place in family and social Ffe as actors,
parddpants ahd contributors, bt minimises their experience of
funcrioning as passive receivers, dependents or mere bysanders
and reirforces the social and psychological potendal far
cenfidance and self belief to flourish.

On a differant nore, analysis of the full ebles 5 — 1| suggese
that far children treaced at the HRDC, the different modalides
of community-based follow-up (CBR worker + mobile amp,
mobHe camp + partner organisatlon, mobile camp onfy) show
ne significant diferences between modalities in achieving the
eapaciry of children's activities of dally llving. This observaton
marite careful reflecrdan and further analysls In order to review

whether the goals of it outreach and CBR programme sheuld
be reassessed.

5.1.b Access to and Recelpt of Healthcare and
Rehabilitation Services

Respondents in both categaries recorded a similar number of
critical comments [16) when askad about physical aceaes and
ease of mobility for families seaking raatmenc for thelr chikd A
teacher in Dhading noted that

"Even ondinary mability is a problem. There /s 0 nead for
better rodds. Raj Kumar's feg would have been amputated
In any ather hospite] Jue to lack of finance of the fomily
or he would now Be It o wheelchalr. Instead ha is seanding
on his feet and independently watking. | om happry with i
it hras also brought physreal chonges and self confidence
In Rajkamar thot | con do something’. This chonge is
dafinitely dus to the HRDC treatment ond consuftation.™
= Teacher from Chadlog

In-depth interviewees demonstrated consistent awareness
of tha need for decantralised and speciilised services
commenting pasitively (| 0+ HRDC respondents & 11+
control group) on the naed for the HRDC to increase the
number of CER warkers. hold more frequent mobile camps,
create sarvice cantras [n the five development regions and
extend CBR worker nerworking with disabled peoples’
arganisations.



¥ The HRDC's community outreach sarvica comprisad two

F regional centraz during the szudy perled, ltahari in the East

L and Nepalgun| In the Mid-Vyese A satellice centre has now

. been opened in Baglung (WWest) in partnership with Plan

{. Mepal,and the aim is to expand pregressively to a ol of

N five regional cantras in the mediom term if resources permit
: Ag with the In-depth intarviewss comments recorded under
5.1b (pravision of fres treatment), thare is a strong desire on
i tha pare of respondants for services to be more accessible
throughaur the five developrent regions.

*] om impressed with HRDC services, the applionces and
§ operations and the nominal fees it charges based on the
secic-economic staius of the persan. It ey enhonced
i the accers of poor people with disabllitles ta the setvices
" thay need. Treatment at HRDC iy very effective bat i
showld expand ity services to mmate villoges to reach
marginalired people with disobifitles. If HRDC could
prepare physical and huindan resolirces 1 axpamd it
sttvices in regiondl boses it wolld increges the gecess
o treatment omang poor pecple. if HRDC includeas
fotrieation of devices such as artifichal lege, crutches,
whesichaln, ahd madem equipment, that would nake
the tredtnent evan more affective.” — Soclal acrivist from
Sorkheet

Observation

The inpatient treatmant axperisnce is transformatonal for
chlbdren, bue doss net of iealf guarantes the promotion

of sell-reliance. Thers is suffickent avidance of community
awaraness and confldance in the quality of HRDC service
provizlon te suggest that with invesmment of decentralized
gitreach and CBR sarvice rescurces, many more children
would banefit from early Intervention and community based
rehabllicxtion. For almast a decade, the HRODC has been
making an Important contribution towards the development
of decentralised service potential through its post-graduate
training praogramme in arthopaedic surgery in partnership with
Kathmandu University. The challenge now is to analrse how
this increased pool of skill and experience can be harnessed 1
Gk services into the field through incremental development
of surgical camps, mabibe aacing and follow-up camps,
incraazed CBR coverage, and networking with other DPCs,

§.2.c Access to and Receipt of Educatlion:
Educatlonal Status

Giving priority to persons with disabiliies to gain access to
sducaticn and employment opportunities drew the second
highast numker of positive chservations from in-depth
incarviewaes (|1 7+ HRDC & 8+ conurol group). Respondencs
e mamples of organisations providing educational
schalarships and assistance with transport to hospital 2nd
thare were a number of comments from in-depth Interviewees

such as this one from a friend of a disabled child treated ks
at the HRD'C who in adult life has now become a teacher.
Respondents place 2 high value on educaticn and training (1 |+
HRDC & 4+ control group families) as a means of fulfilling
individual potential and developing self-confidence, Here
what Ramesh from Kanchanpur had to say about his frlend
Kiram:

“Children like my friend Kiran should be glven special
pricrity becouse they can't do the things they want o do.
Thelr limbr are hondicapped. Though they am mentally
prepored to be active they da not get the opportanity.
SN, they have g greatar prental abilty than normal
poacple. If they are glven tha chance to usk it then

they conp actually develop themsshver.” - Ramesh from
Kanchanpur about his disabled frland Kiran

Table |2 offars important district-based comparisons for
school attendance bafors and aftar HRDC intervention

and Is a ey child-focused indicator of the social impact

of Intervention. All districts recorded increased school
artandanca with Surkhet, a non-CBR worker district showing a
18% increaze and Dhading and Tanahun, a 36% increase,

The inherant suppasition here is furdher supported by data
contrasting current levels of education between children from

HRDC and contrel group families.

| Table 12 Parcentage disoibudon of HRDC children / youth
T ith disability ty sthool attendancs, according to
background charncteristics, Nepal JO08
Background Before After
characteristics Intervantlon intarvntion
Tes Total T Total
Aespondants " e Respondents
Diserler m
Bartke TS ¥ . T 39
Bara 47 TR 85
Chading 51 151 BH 151
Diolakha 0 85 3 B
Thapa 45 63 78 83
Kanchanpur &5 34 74 a4
Lalitpur £ sl 77 &l
Nawalparas! 57 B 90 83
Sankhuwasabha 55 2 82 21
Surkhet 45 &5 81 65
Tarahun 53 1% BY 44
Average - 53 L :
Total 741 7
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Percentags datribution of HRDC children [ youth with $sablllcy by corrent level of '!'#

aducation, according to background charactaristics, Nepal 2008

Did nat pe o schoal
Tocal )

Currens level of education

Tokal Respondenty

T45

IS

Percantage dsiribution of conrol group <hildren § youth with disablity by

current lewl of education, according ta backpround characteristicy, Mepal 2008

7 DK not po o school
Total o2

Current lewel of sducation

ol Respondenty

351

**As per the caveat noted under Constraints and Limications
of the survey, the 42% of contrel group family children wha
did not atrend school Indudes pre-school aged children. A
more careful reading of the full data table reveals dhat 35%
(102 f 289) of school-aged control group family children did
not artend school whereas only |17% of school aged childran
{126 / 739) treated at tha HRDC failed to attend school.
Disabilty was the primary reason foar non school-attendance
(43% HRDWC and 54% control group), followed by 5 rangs of
ather reazans {32% HRDC and 26% contrel group). Malther
distance nor physlcal access figured as significant barriers to
school attendance,

e |

% of HRDIC wreared children and 73% of contral group
childran stated that they would help others in acoessing schoo]
or completing their education™ _This suggescs that children
place a high value on the social experience of schaaoling and
lmarning. The impact of educatlon on a childs amployment
ambhtions in aduk IHe also reveals an interesting degree of
aspiration which is not circumscribed by disabilty. Eight HRDC
razpondents from in-depth Interviews also made strong
statements in favour of mees spacialised edycational facilides
such as stall greup teaching for children wivh disabilities,
especially for thoze with Inrellscoual or sensory impairmerts.

Prercantage distributon of HRDC childesn / youth with disabliity by future alm after

completing school, secording to background characterisilcs, Mapal 2008

Futurs aim after completing school

Tatal

T Tha majenity of espondent Bl o g “Orhec™ artegory sod inchde such tms s Mo Scoountne, Carpentar, Drives, Houoestfe, PRot Talloeng, Bt Decided

" Tha origiral retsarch constety out of 111 ables The tablen faatured are 1 seleoncn,



Table 142

Cosability Tobe a Tobaa

To be an
: activise teacher denitor engineer
Total 7 n 7 |

Future aim after completng schoal

Perceniage dhtributlon of HADC children / youth with disabilicy by future aim afer o B
campleting schaol, agcording to backgraynd characteriseles, Mepal 2008

To be i business To be a Other Toeal
wonman pofitician Respondents
‘. 20 44 201

Obszeryation

Children treated at the HROC record an 83% schowo| attendanes
which represents 1 massive achievement in terms of 3ol
impact, given that the HROC @rgets children from poor Gmilies,
compare to the findings of A Seuaticn Anabysis of Disability in
Mepal - 2001™* shows that though nearty 95% of the household
heads wanted their childeen with disabilities ts go to schogl,

anly 563 percent of the age group 6 — 20 years were enrolled in
school These figures stand as eomcrete indicators of behavioural
change. They reinforce the relevatce and importance of functicnal
s@s. They may also represent attitudinal change in parents

25 a resule of the HRDC experience when considering the
imparance of education for their children and for children with
disabilities in genargl, [t seems clear that children thermzelves
pace a high value on education. ¥while we wish to guard against
simplistic exrrapobtion and aveid atributing cause and effect
which cannat be demonstrated beyond reasonable statistal
daubt or probability, all of these tlements tend towards a plcure
of positive change that is promaoted and reinforced as 2 result of
HRDC interventian.

5.2.d Access to and Receipt of Training and
Preparation for Employment: Earning
Capability/Contributien tewards the family
ecanomy™

The missien of the HRDC is sltnple and clear “To provide
comprehansive, guality medical are, rehabilitation and
integration to children with phytical disabilities'. During
inpatient theatment, informal play and education is an Integral
part of pott-operative recovety. Caregivers and children are
trained in changing dressings, the use of assistive devices,
family-based physiatherapy and exercise routines. However the
HRDC comrmunity-based service fmakes no routing attempt

to offer schalarships or any other larm of vocational tratning
syppart or sponsorship, Some children are assisted thraugh

firancialty uppore=d by UMNICEFNapal

the specific intatives of CBR warkers through liaisen with
emplovers and community leaders as well as nerwarking with
other creganisatlans whose focus it on syppart for vacational
training and education. ™'

It 15 2 tribuce to the overall impact of the HRDC serviee

that 1§ in-depth incervigwees {| 1+HRDC & 3+ concral
group) expressed the view that the FoD/HRDC should forge
a leadership role in advocating training and education for
disabled children as well as extending ics remit on disabilicy
prevention and policy development Thare were equally firm
comments about the need for Government ko extend support
for tralning (| | +HRDHC & 4+ control group) as a means

of guaranteeing the rights of people living with all forms of
disabillty since those with sensory impairment cleary reguire
mare specialised training.

The status of warking and garning capacity among both HRDC
treared youth and adult control group family youth and adult
paines an altogether grimmer picture of formal employment
cpperunites Although the number of comments Is not high
in terms of apgregated scores, In-depth interviswees noted
that:

m youth and adules with disabllity are forced o dive in poverty
because they are rarely edusated or assisted towards
raking a socio-econemic contrbution {3- HRDC & 3-
contral graup)

w no special pravisien is made w offer land, housing or
other facilities that might promoate greater autenamy and
independence for disabled persons (4- HRDC & 2- control
Eroup)

m the Government does not provide services or incentlves
such as the disability allowance (& HRDC & 13- contrgl
group)?

m there are frequent references to a sense of inferioricy
amgngst observers of children and youth from contrel
group famities

" “A Sieuanon Analysis of Cisabalicy in Mepal - 2001”8 spudy corried s by the Maw Era under the owerall goidance of Maeoenal Planning Commission and teehnicalhy &

P Familly mconormy iz @ken o mean the totlity of contributions made by farmily metnbers through sarned income, farmal and inksrmal lbour and age-approprate working
tasks cha chidren and pouth under@ke In the sarious meungun. hill and Teri economies

! Eg the Mepal Tauth Oppariunites Foundaoon
2 These comMmsit are purely of inpersiey s
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Table 15 ! Percentage distribution of childran ! youth with disability by evaluation of the
T tneans of contrbution to the Family scanoiny before & after HRDC Interventon, £
according to background characteristics, Mepal 2003

Bafore HRADC |ntarvendan Aftar HADC Intarventon
- .

| Coneribumian | Irreguar Number | Contribution Irrepdar | Dioss it | Total
from regular | contribution ' cantribute | from regufar | contribudon | cony|bute ‘ Respondents
| b i ‘ | Jok !
Toial | | 4_[ 5 Fie | 3 | 19 l 73 _IL 114
'h-b-h_ull._. . ] Evaluation o0 the means of contribytion to the famlly Income among control casas
! Means of contribution to the familly income
\ Contribution from Toul
‘ regubar job Respondents
Tertal | | 5 94 138
L PR —
The percentage bvels of contrbution to the famlly income for Table 18 Indicates working patterns by districe among HRDC
children before and aftar HRDC treatmane [Table |5) shows farnilies. There wers too few respondents to aggragate data
a tweiity-two percent incremant in conwibiitions to the family fromm contrel group fymiling, Crver 50% of HRDC familias rely
ecanomy., Eight petcent of HROC and one percant of contral on seagonal or sporadic income, which |s not linked specHicaity
group youth contribuce to tha family economy through regpular to the characterlstics of the eithar the region or the ecological
employment {Tabies 15 & [6). zone of Nepal.
The only distinguishing aspect of employment and samnfng Diespite thls gloomy pleture of trainkng and employment
capacity heownen HRDC and control greup (Table |7} resides cppottunities, there are success stortes, which reveal dhe
inthe fact that 20% of HRDXC families acknowledge thac resilience of those who seize cppartunities with courage
thay have suffichent income G run the family sconomy as and determination Priya Kumari werks ir an organisadon for
compared with | % of control group familles. This difference pecpie with disabilicles In Dojakcha. Here are the words of het
may be significant in tarmnz of farnilies’ financial capacity wo employer:
afford treatment for thelr dhlidren, but no hard conclustons
tan be drawn from these data They are open to descriptiva “Priye Kumari can wark with us and do averything
rather than analytical interpratation only since it I5 a face that only bacousa of tregtrmant sha had recolved. She wos
in studtes and surveys of this nature, respandents and farmiliss paychologically distybed before receiving treatment, but
rarely discloze detalls of their income In full now she i fine,” — Employer of disabled staff
I:“I Ir j Percentage dlapribution of children / yowth with dizabllity by perception on sufficlent
incorme to fun the amily unnnmy,n:nordlrfg to backgrowid charnctadytics, Mapal 1008
Pwrosptlon on sufficient ncoma to run family
Background HADC
charactaristics
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£
b
[
i
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paers

Evaluation of the perception of tha rumber of manths of regular G‘ g

In:um to run che family scononry among HADHC cases

Background characteristics Moathe of regular income to run the family ]

| -} manths 3-4 months =10 ek !+ manths I‘Ellm'l:ttal Respondents
District
Banke B3 |7 0 0 6
Bura ] 12 T 7 17
Dhacing 19 3 7 4l 7
Dolakha | 58 24 3 12 17
Jhapa ' rr S EY) o 45 3
Kanchanpur n 30 20 2 10
Lakepur ; 29 29 13 19 7
Nawalparasi 41 ¥ 3 % |7
Sankhuwasabla 1n 13 o 34 17
Surkhet 12 "R 1% 3% il
Tarahun o 50 0 50 3
Average 28 IO 't 35
Tatal | 130
Ohaervation Smaller parcentages are recorded far knowledge of individual

Respondents correctly observe that children living with

sensary impalmments require highly specialised mraining wo
achleva optimal functioning that will pecmic them ta benefic
from education and vocatlonal training. Judging by the scores

on actlvitias of dally living in Section 5.0.a, children treated
atthe HRO-C should be able to compate mere dosely with
their able bodied peers for vecational and smphayment

training apportunites. However, apart from family farming and
subsistence agriculture, the broader issus of yourdh traihing and
formal employment opportunites consttutes a key element of
the macre seclo-acanemic challenge that the countey faces. It is
unrealistic to expact that a single NGO and s surgical, medical
and rehabiliation prageamime, Gan contribure mees fully than

it currendy does to the wealning and employment s{ements of
Article 13 of the CRC. Despite some positive indications on
the overall sustainability of HROC family incames, thacs is no
observable diferance berwesn employment opportunites for
HRDC & control Eamity children. Comparativaly few yeuth living
with disabilicy achisve the dighity and satus that comas fiam

farmal, recognised smploymenc

5.2.e Promotion of Dignity: Disability Rights,
Discrimination, Inclusion and Exclusion

Knewledge of the Convendon o4 the Rights of Persons
with Disabilides would appear @ be widezpraad judging by
the responzes from bath HRDC and control group famillas,

rights by famllies of children and youch Iiving with a dizabilicy.

This contrases with qualiadve informaton from in-depth
intarviewsess {18+ HRDC & 7+ cantrol group), which does
not reveal spacfic knowledge of Disability Rights. Inscead the
majerity of respandents acknowiedge a broad undersanding
that childran with dgabilides have a right v lead a life on a par
with their abla-bodied peers and require spackal services and
suppert to achieve their potendal There iz an equally strong
belief that advocacy is teeded to promate understanding of
disability and to devalop services (| 3+ HRDC & 4+ control
group) for chikdren and adults with special nesds The &th
highest category of comimems from in-depth interviewaes

(1 1+ HRDC & 5+ control group) staed thar HRDC /oD
palicy shoukd changs. kacusing pot just on mearment but ahe
on prevention, training, sducation and advocacy Twe contraf
famnily incerviewses suggested thae HRDC/Fal> should become a
leader in national policy development on behalf of PWDs,

informal awarenass of disabllity rights appears o ge hand in
hand with recognidon that chlldren and youth with disabiites
are finding greater sodal acceptance, but this doss not
necessarity imply graater sockl inclusion. 12- HRDC and 7-
control group families expressed the view that socll Ineloion
is 2 shogan and not 2 pracrice, cting the absance of PYWDs on
lexcal school and community farestry committass. There B 2
belief that children with dizabilitles are dlf stigmatisad, even

v
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|"l'l.hl| 13 Percentagw distribution of children 7 youth with disahility by knowledge of the Cotwention an
) ' the Rights of Parsana with Disabilities, according to background chararteristics, Nepal 2008
o Knowlodge of the Convantion on the Rights of the Persons with Disabllities
Background characteristics " HRDC : Caontral group '
Mo Tas Tes | Tatal
) Respondanits
3 | 150

Total . | 0

concealed (| 4- HRDC raspondents). COne schoal pringlipal
chserved that the syatem of District Assessment Cantres,
designed to assizt children with disabilltles, is not functening
adequately. There were similar critical comments with regard
ta the Rilure of the Government to provide adequate seryvices
and disabilicy allowances {6 HRDC and 12- conwral group
familhes).

Obsarvation

As with the Cheatvation under 5.2.b (Accass 1o and Recsipt
of Healtheare and Rehabilimtion Services), thare is sufficient
evidance of community awaraness and confldence in the
quality of HRDC service provision to believae that
FeD¥HRDC can becoime an advocate for the persons with
disabiliclas at the hwvel of national policy develepment and
service provision. There is a positive picture afverging of
community awarenass regarding disability rights and greater
scceptance of persone with disabilltles. There (= a far vaguar
understanding of how those rights might be financed and
realized in practice.

5.2.f Promotion of Self-reliance as aYouth
and Young Adult: Attitudes towards Disability,
Parsanal, Marital and Soclal Status

Respondents are sanguine about sochl attitudes towards
disability acknowledging that traditonal pracuaces, beliefs and
attinudes prevall but are diminishing as actess to aducation
improves ( 14+ HRDC & 5+ contrel graup). In bath rural and
urtxn areas some of the familles openly acknowledged that
they consulted 3 forkart oF 3 purubo™. In this respect a number
of HRD'C respondents noted that HRDC CBR workers have
made 3 positive contribution t a change [ attitudes regarding
both the cause of disability and the range of intervantdens that
ara avaable te familes.

Bir Bahadur, father of Yamuna, in Kanchanpur, (tontrel group
family [nterview) speaks far many.

“Most of the guardians rtill think dizability is the outcome
of the tlns committed in the previous e, Dirgbillty

can olso be coused due to nagligence daring pregnoncy,
accordiig to our arthodox ballefs. Although J om a
teachar, my daughtey was trested by foith healers and
herbal healers as por tradition. When sha war not cumd,
Yomuna wos takan ta hospital and was kapt there for a
few days. After that people balleved sha becoine disablad
due te an Injection giveh to har at the hospital, Howevar,
nowadays children such o3 Yamuna ore not taken to faith
healers. Instead thay gre taken stroight to a health post of
o hospital.” — Bir Bahadur, father of Yamuna, a disabled gifl

The fallowing sec of tables offers an |nslghe into the wide
range of ballefs that prevail regarding the causes of disability.
They are not susceptible  simplisde reducdonise analysis, nar
should they be dismizsed a5 the balief: of the “uneducated”.
Sechl anthropelogy and jungian® psychology emphasise the
Impertance of undersanding “archetypes”, those sers of
symbols and uncenscious beliefs which structure our psychic,
soclal and cultural e, From such archerypal beliafs come
atritudes; from artitudes bahaviours; and fram behaviours the
peint of entry ar which we might choose 1o access and focus
upen change.

The lew percentage perception that disabliry is due te bad
karma vends te cenfirm the cammentary of Bir Bahadur and
ather respondents, that taditional beliefs are receding, When
comparing pre- and post-treatment responsas from HRCC
familimg, there is a consistent 20% Increass In awarensss of
the range of factors that cause disabllity.®* Control group
family responses show a similar parcentage increment with

a noticeable reductian in the Betlef then / Bafled now "Dran't
krow" catepary. Since families are from tha same communitkes
ft is reasanable to assume that increased knowledge and
awarenass iy be attribaable 1o dhe impace of HRDC
services. W also aszumwe that the growth of CBER, and Disabled

T The sashar understands Janken and Guruba to heve siniar msanings, snd con by transtaeed 25 "oradsonad healars™ A Gububa s 8 hasber who ursa madisonal madhaines
and ritualn, whernas o Jankan B viswesd 81 3omeons who coniibes the ks of kol medicines and Heygls with shatanichic practices, bypnodan, the caating out af evil spinte

and devily
H ol jungn Man angf Mis Symbol' first published | 964

" 4m ackdition o Gibles e poverty, malnutrason and poey hgiena, carslesanies and naghecr, i ection other Bildes rog shown hore show » Sidar range of Msponsas and
nclude; lack of sducytion seee {lowsst Fvel of belief among bath HROW. and control groug Bmdliss), ek of restment Chighest besel of bullef for beth at 7K), perinatal or

haradiary causss and Fregligmnoe {aae high among HRDC Pespondente).
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People’s organisations and neowarks” complements and In the cvarall sample as nated in Section 3.4 (Constraints and
rainforces the knpact of HROC services contributing to a Limitations). Accordingly, every effore was made oo ensure age-
wider. more infarmed public awareness and underzranding of appropriste consistancy when analysing findings.
disabillty.

In percantage terms, Tables 25/26a do not reveal any significant
Mawing on o review marital stangs, the HRDC sample of marital differences b marit! stts, wheraas Table 26, pdicating
statys is numerically far suparior 1o that of the contral proup Intention ¢ marry shows that onty 36% of cantrol group
with 192 { 745 marthed respondents (26%) as oppozed 1o 247351 farmity children and their Families have positiva Incendons o
{7%). This madas it dfficult to draw any conchigions about the marry az compared with 57% of children from HRDC familles,
sodal it of treatrrent on mariy] sats due 1o age disparities There ware only |7 children and youth aged =1 | years in the

disablitty was due to bad karma amang HRDC caves, Mapal HDB
Disability was duw to had karrma
Before intervanton

M ' Percentage distribution of chlldren / youth with disability by parception/attitude that the

Afcar Indmreention

Yt ‘ M | Don't knoew Cion't ke Total
_ . Respondents
Toun) 19 | e | 3 7313
F:h— '— Percentage distribution of chiltven / youth with disabity by perception attituds that the
T disabllity was dus to bad karma among control group cases, Mapal 2008
| Drisabillty was due to bad karma ]
Ballef in the past Baliaf now
Yot No I Dentknow | Total
Fespondants
Total 14 5T L] ‘ 343
Ell _] Purcentags distributicn of children / youth with disabllicy by perception/attituyde that the
' disablitty was dus to poverty among HRDC casen, Nepal 2004
Disablllky was dus to Poverty
Bafore Intarventon Aftar Intereantion
; "
Ys | Neo Dlon't know | Toral
I Respondahis
Torad 36 47 1 l 73

B Raferinos “Commmuniny-haswd Fahabiltavion for Peophe with Disabiites in Negal, 2007 p. |0
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— A4
[Vadsba 210 By Percentage distribution of children ! youth with dizability hy perceptionfatticude that the
dixahillty was dur to Poverty smemg contesd group cases, Nepal 1008
[ Ommbiy e dumtopovery
B Bellef in the ! Ballef now
| Yo | Mo | Dontinow Tow  |Ye: |No | Dantknow | Toral
| | | | Respondents | | | \ Repondens
Total l 20 13 | 30 148 1] 37 7 i
m_ S Parcentage distribution of childesn § pouth with daablity by perception/attitisde that the
T dinnbility was dus to mnlpaeridon and poor hyglene among HRD'C casey, Nepal 2004
| Dissbiicy due to malnutrition and pac Iyglene .
[ Bafors intarvention Aftar incarvention
| Yoz | No | Don't know | Total Yas MNe | Dran't Kovrw ‘ Tetal
| | | Respandents ] Rezpondants
Tackal _|L4ﬂ 0 43 | 17 l T34 &l ] k13 | 3 715
ﬁhllﬁ s 7 Parcentags disoiburton of childran | Youth wich dabliity by parception/attituds that the

Hunbifity wag dig to Tatnitrdon and poor hyghene among control proup cases, Mepal 2008

Disabliity due to malnutrition and poor hygiens

E‘! T Percentage dintribydon of children £ yourth with disabiiity by percepoanfatiboude that the
T e - )
disablitty way dun to hareditary or parinatal cavses smving HRDC caxes, Napal 2008

Diyability vua to carelepsnags and negiect




Qeame

L
Percentage diseribution of children / youth with disabllity by parceptioninttitude that .2,
digahility was duw eo hereditary or perinatal caunes among control group cases, Nepal 2008

Dixahllity dus to carelessneis and neglect

Ballef in the past Bellaf in the presant
& .

s &
Yes No Dot know Don't know | Towal
' Roes ponr ol e ; Raspondents
Total 32 3 3l ‘ M1 |53 | 4 | 7| 144
fibla: 14 ' Parceiviage distribution of childran | yourth with disability by psrceptonfatttuds tha: the
’ disability wai due to InfFection among HRDC caser, Nepal 2008
I— Dhablll_l.'r duw to infection
! Befors intervention After Intarvention
Yes Mo Dron't know Teal Dan't ko Total
Raspondencs ' ! Respandwits
Towsd 45 19 16 733 | 1) i 9 I 713
[ﬁm ) i Percentage distribution of childran | youth with disability by perceptionfattitude that the
) divahjlity was due infection amang control casan, Mepal 2008
Dlsshlllty was dus (o malnutrition and poor hyglene
BaRaef It the Bellef In H'la}m.l‘lt
I Yus ‘ Ma | Dan't Know Don't know Tozal
Respondents
Total w7 M| 29 ! 5 343

control group who responded to questons about the impact
of intervanticn on their plans to marry. Of those, 85%f1 1
individuals theught that intervention had favourably influenced
their intentl on to marry, whereas dhe figuee rose to 7714
intdividuals fram the HROC sample of 183 individuais who
respanded.

In-depth interview feedback offers mived visws on marical
prospecs with 9 respondents (6 HRDC and 3- control group
famillies) sating that disability is 2 problem when arranging

a marriage. azpacially If tha persen needs assktance with
washing, toileting and defacating. The difficuley |5 compoundad
when arranging a marriage for 3 girl. This contrases with 5
rmspondents {3+ HRDC & 3+ control group families) wha
balieve dhat disabiliy can be overcome and is nog 3 barriar

to marriage as In the case of a 22-year old woman in Laligpur
district whose parents are planning for har to marry afesr she
has coxnpleted a sewing and tailoring training course. From a
slightly broader parspective thars is highly positve feedback
abouyt the impact of treatment {10+ HRDC & 4+ control
group famities) on a chikly social stats and potential with
commats such as:

*The children are hophy; they con study, morry, and thay
anjoy grecter accaptance from their peers.” - Interviewes

Thare are a rangs of perspectivas analsing the soclal and
parsonal status of children. Hers we will look at some of the
parsonal and family Indicators and theh consider brogder
sochl Indlcators in the following saetion.

+rd s —
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Although stress can be dafired and exparienced in many
diffarant ways, it is clear from Tables 27 and 28 dhat the
parcantage and real numbers of families of children with

a disabilicy treated at tha HRDC are in a more favourabla
situation than their contrel group prars The percenage of
cantral group families Hiving under strass is almost 66X higher
Experiance of impediment In the growth and development of
their children ks twice as high,

Famity suppott |5 acknowledged to be a kay factor in sustaining
ongoing rahabilltatlon {11 +HRDC & 3+ contrel group famiies),

T
with bath groups of respandents demonstrating khowledge
of local DPOs as well az che HRD(C There is recognition that
maintining orthopaedic aids such as wheel chalrs |s important,
asz iz the periodic replacerent of orthoses and prostheses
as childran grow and marure HRDC familins In particdar
recagnlse that continuity of CBR, services iz vital if they ax
a family are 10 derive the maximum benefir from treatment.
[t thus sesms probable that they experience a major shift in
the quality of famiiy life and In the abilicy of their children to
thrive as a result of HRDHC intervendon and CBR support in
comparizon with control cazes.

Percentage distributlon of children ! youth wich disablilcy by lengoh of i married
among HRDC casey, according to background churacteriytics, Mapal 2008

Percantage divtributon of chilldren § youth with disability by length of tme married among

tonird cases, sccording to background charncteristes, Mepal 2003

[:H ] _J Percentage disiribution of children { youth with disabllity by Intention to get maried
) among HRDE and controf cases, according to hackground charscteristcs, Nepal 1005
Intontion to get married i
HRDLC
Mo Yas Yoz | Toual
Ruspondencs
Toead 13 57 Y 181




Simllarty with capacicy te wark and carry out household
¢hores (Table 300, Cencrad greup family children are almost
rwice a5 llkaly o axperience difficulties in working and four
titnes more likely not to pardcipate in any househok chares,
Given tha data identlfying causes of disability presented in
sectioh 4.2.a where the majerity of beth HRDC and control
group famlly disabllities fall into three principal categories
congenital, infacclon and trauma, it seems setfevident that
HRDC Incervantion has had a considerable, positive impact an
the sockalisation of children within their families,

Whaen analysing experiences of mistreatment ar feslings of
anger and frustration, there is na norm by which to measure
and compare the experience of thildren with disabillitles and
thals able-badied peers, Cultura! definitions and understanding
of mistrea trent may vary between ecological zones and
raglons. VWe nonetheless make the assumprlon that responses
from children and youth recorded here reprasent parceprions

n
ahd expariences of mismreatment that are systernatic. Knowin:
nothing furthar about the nature of that mistreatment, cne
may hypothesize that the level of caring and protection
among HRDC families is higher because dhe family has sought
treatment, but there is insufficient information to draw firm
conclusions from these data

Qbservation

Thera are encouraging signs dhat acdwdes towards disabllity
are evelving toward: a more informed undersanding of
antiology and a more proactve and scdally open approach
towards intervention. Compared with contl group famiky
children, there is an emerging plcture of the HRDC child's
preater integration Into the Rbric and activitdes of family
Iife, thereby laying the foundatlon for mare successhul seckl
integration as the chikd grows nto adulthood This is also
reflected in optmism about marital prospecrs, which is more
prencunced amengst HRDK familles. Caudan demands

“Tabla 27 | Percentage distribution of childran by stress falt among parents / guardians of a
' o child with disabllicy, according to background charactecistics, Nepal 2008
Strass felt among parenty / guardlans N
Background | HRDC Control group
tharacteristics
Mo Total
Respondants
Tatal 58 347
.‘I'h.hll Fi Percentage distribution of children by Impediment in the grawth and devaloprsnt of
children due to dyabifity, according to background characteristicy, Nepal 2002
i Impadiment in the growth and dwélupment af children dus to disabllicy
Background HRDC i Comrol group
characterictics
Tas Some Total
Rt pondants
Total 13 s | 347
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that wa should not overestimate the positve sacial impact

of treacment. Socic-economic hardshlps and a physically
demanding terrain await children as they advancs into
adubtheed but there i sufficien: indicatlon hare to suggest that
HRDC creatrmant nables children and farmdlbes te find their
way mare positively and with grearer confldance than their
contral group peers.

5.2.g Active Participation in the Community
and Preparation for Recreation Opportunities;
Status of PWD involvement In community
associations and organisations, Social
Participation and Social Incluslon

The sockal context of the parled under review when there was
steadily increasing and widespread disrupdon of chvil sodery
due to armed conflict was not explored with respondents or
their familbes, it saems reasonable to assume that with greater
sockl stabilicy, the zocial invalvement of young people with
disabilithes mary wall have been higher than reparted here.

In-depds Interviewass share 3 broad range of perceprions
regarding the participation of children and youth with
disatrilicies in community and recreational actlvitkes, with
manhy woleng obsarvations of social exelusion rather than
Inclusion. In contrase, the daa reveals thax 24 f 200 Contrel

Te
farnlty youth and 24 { 701 HRDC youdh are invalved ina

range of arganisations Intluding clubs, CER and Disabled
Paople’s organisations.”” The rarko of membership, as with the
meeasure of impact shews simllar patcarns for both HRDC
and contral group family yourh and offers a more positive and
optimistic picture when viewad From the child / youth’s point
of view. %1% of HRD'C youch and 7% of control group famity
youth felt that they had exerzisad aither a great or moderate
influence an the arganisadans to which they belonged, and
86% HRDC and 70% of contral cases feh that membership
had greatly or madarately influenced their personal and sodad
development in such areas ax knowledge about disablliy righo
organisational management, mining paid employment and
extending thelr social rerworking.

The concept and exparktnce of social isolation is relatve to
age, culture and the counury's varied socio-geographle acology
Mepaless cukcura is associatve and family-group ceianted
rathet than individualised as in more industrialised and urban
cultures. As with the dizcussion of “mistreattnent’”, we assume
that respanses from children and youth offer recurrent
petveptions and sxperiences of sockl isohdon. HREC
children show a higher degree of secl2l Integration than their
contral lmily peers, which may be accounted for by increasec
confidence in their social skills and mabiliny after reatment
and rahabllitation.

“Tabla 29 | Percentage distribation of children / youth with daability by facing difficulties in working,
according to background characterlstics, Mapak 2008
Facing difficulties in workdng )
Buckgrownd HRDC Control group
Yex No Total
. Respondents
Total | 40 58 335
Tobie 38 T Percentage distribution of children / youth with disubliity by participation in heusehold
B chores, according ta backprownd characteristics, Mepal 2008
) Particlpation in houschold chores )
Background HRADC
characteristics R 3
Motatsll | S | Same a5 other 5amm a5 orhw | Tanal
, children  Respondents
Tonl 9 39 52 3 35 27 | 133
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Percentage distribution of chlldren § youth with dizabisity by mistreatrment from family

mermbers, according ta background characteristics, Mepal 2008

Background _ Mlltrea.trnent from family members
characeeristics
Tes Total
Respondencs
Total 4 334
| Tabla 32 Parcentagw distribution of children { youth with disability who became frustrated and want to
beave thelr home { village, mrding to backgrourd characteristics, Mepal 2008
Background Batomaes l'rumtad and wants to lnn.vn home [ village
characteristics " Control group
Yas : Mo | 1'n"n'u'c:nulr:l go i abla N.b Would pa Il able Tetal
! , ! Respandents
Tatal 5 93 2 1 Al I 4 334

It Is thus ugeful o compare the childrat and young peophe’s
percaptlons of their partelpation In soao-cubural events and
fastivals with that of cheir parents’ inasmuch a8 parents repert
a far highar degres of sockal axcluslon dhan children actually
experience. |t iz significant thar HROC children repore a far
higher level of participation on a par with their able-bodled
peers than contral family children. It is aqually significane

that both graups of children and youth percelve themselves

as being mare participatory when compared with the
perceptions of their parents.

Shanthi, 2 mother from Surkhet, talking about her daughtar
after HRDC treaument to correct clukb feec

*Before my doughter received treatment community
people did not behave well with her or with other
people with dizabliities. They did not even invite her to
Meame generating activitles, After my daughter recetved
treatinent the wal able to use ber feet and roon she
<odild walk everywhere, Due to the successful work
demonttrated by ny doughter ond by other pecple with

dizsabilitles the community’s perception of disability has
changed.” - Shant, mather of a disabled daughter

Observation
While the number of children who are active in organisations,
sockl and cultural events could be higher, the achlevements

of children, yauth and familles nated here in both HRDC and
cantral family groups represents a positive accomplishment.
Thare & na strong evidence from the voices of children that
they faal unduly marginallsed in their local communites and
societing, Tha challenge thar faces not anly the HRD'C but zlso
DPOs and CBR. organlsations is to promote and advocate

for even grearar sedal indusion and pardcipation whether in
social, culcural and sporting activitles or in more specialised
activitins designad 1o promote the integration of children with
disabilities.

5.1.h  States Parties shall promote,in

the spirlt of international cooperation, the
exchange of appropriate Informatlon in the

field of preventive health care and of medical,
psychological and functional creaoment of
disabled children, including dissemination of and
access to information concerning methods of
rehabilicatlon, education and vocational services,
with the aim of enabling States Parties to
improve their capabilities and skills and to widen
their experience in these areas. In this regard,
particular account shall be taken of the needs of
developing countries.
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Obsarvatlon

Althaugh the soudy did net focus on this aspect of areels
23 of the CRC, it is imporant o recognise that the FoDyf
HREAC fas established (rself as an organisation and service
that Iz prometing tralning. In addition va the post-graduate
orthopeedic surgery programme, the HRDC is promadng
skill develapment in orthopaedic appliance production,
physiotherapy and family-based rehabilitadon for children
with plrysical disabilitias. lbs weork has recafved incernational

Nepaf 1008

34
recogrition. [t is 2 ploneer in 2 range of surgical Interventions
including the trearment of scolkosis and reconstructlve surgery
to cortect congenltal and burn deformities that are rarely
sean in other parts of the world. There is alta a stemdy flow
of sxchange visits that have brought new techniques in the
treatment of Club Feec and improvements in the management
of Cersbral Palsy. Such innovations hawe materially improved
the quality of Ife for hundreds of children,

Percentage distribuckon of HRDC childran ! youth with disahilicy by impace of participation,

Irnpact of o

ncreased | Knowing people
seN-nztuam batter
Total _ 50 12

X7

Percantage distribution of contral childesn § youth with diaability by Impact of
organizational pardelpation, Napal 20048

i Impact of o garieational

el amwang HRDC cases

Incraacsd ‘ K.nowing peopie Knowing more @ Enhanced grganizadonal Don't know | Toal
i
selecteem | better abeoat EREATZatke capaciy | Respondencs
Total 50 i 3 0 20 30
Toblet _] Percentage distribytion of children ! youth with disabllity showing soclally lsolnted / withdrawn

behaviow, sccording to background characteriytics, Nopal 2008

Soclal Isotation f withdrawn bahaviowr

Background HRDC
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Percantage distribution of children / pouth with disabilicy by participaton
In 36 co-tultural wvents, according o background characteristic, Mepal 1008

The child's parcaption ;iplrﬂclpaﬂun in !nch;-l:ul.tur:l evanits

HRDC Control group

Sarrm as | Partkipate Mever Totl Same as Partic|pate Mever Toal

athar children | occasionally | particdpace : Respondents | other children oceaslonally | participate | Respondents
Totz) %3 n 7 kL F b { 33 1B 15
Tabie 36 ] Parcentage distribution of children ¢ youth with disabillty by pardelpation in soclal svents ¢
o B fextivals, according to background characteristics, Nepal 2008

! Tha parents’ perception of their child's pﬂ.l“l.‘ll:‘hlﬁnn in social evands f festivaks
Background ) o ’ ;
characterintirs

Tortal




'On his own two feet

¥4

How do you go to
school when there is no
maeorabla road and you
can’t walk! You crawl,

In his shore, aventful

life Hurnan Magar has
shown great courage and
getertningtion to skand on
his own owo feet

AT HDRC some 12 % of
the patients are disabled
due 1o fire accidents
inside the homa, Human
Magar {| [} is one of
them. Human was only six
manths &g when he fell in
the kitchan fireplace, an open, unprotecred place.

Hurnan never 2ot a chance to karn 1o walk Due to knee
contraciura he could no longer bend his tegs, Ultimataty the
wounds healed but Humans legs ware severaly deformed, For
several years the child was kept at horme. Due 1o jmorance and
fack of informatlon the parengs thought this was dhe best solugon.

When |t was Lime for him to [oin scheol Human was detarmined
to live & normal e, Travelling by bus was not an opricn, and
nelther was walking, and s0 Human crawed to school. Having
svercame the first abstacle Human declded ene day he would be
ahle o walk and be an aqual eo his peers at school.

Human's chances ssemed slinn. Growlng up In Palpa district, in
the wasrern hills of Mepal, in an impoverished and marginalised

family &f nine, Human seemed to wish upon a shooting sears, His
illiterate parents, living on subslstence farming for sl maonths a
year and searching for daily wage jobs the other hall of the yaar,
wete unabla 1o help.

Human's luck changed when HROC conduceed a mobile camp in
Palpa, Human managed 10 meet the team and was referred to the
Banepa hospital
for surgical
COTreston,

Cn 2 February
2007 Human
artived at HORC,
and underwent
recoOisruGtive
surgary o reledss
bath legs, After
series of surgerips 38
and differant
rmodalities of
physlotherapy
Hurman for tha
first tivie in ken
years way able b
stand an his feet
and walk with the
help of a walker.

Today Human is
Back in schoal,
studying in grade owe The days he had to crawl to classes ara aver,
Human can take care of himset and walks 1o school Independuntly.
His greatest wish, o ba able walk ke his peers, has been fulfilled,




6. Results 3nd Recommendations

Is study has analysed the sockal mpace of HRDC

treatment within the frameswork of Article 23 of the

CRC. |t sesles tor astablish whether children creaved ar the
HRDHZ enjoy a fuller level of social intagratian and functiening
than their peers who have either not received treatment or
who have sought treatment from other sources. Despite the fact
that Mepal has not yet radfed the United Mations Conventicn
on the Riphts of Persans with Chisabilites [CRPEY, the degres to
which children, youth and adulix living with disabifities In Nepal
enjory a full and decent fife should alte in future be measured
against the principal articles of the CRPD:

# Equatity before the law without discrimination (articke 5)

# Rligh to I, liberty and security of the person {articlkes [0 & 14)
# Equal reconition before the lw and legal capacity (article 12}
# Freedom from torture farticle |5}

# Freedom from exploitatien, viclence and abuse (article 18)

» Right & respect physical and mental integrity (article 17}

» Freedom of movement and nationality (article 18)

= Right ta |ive in the community (articke 19}

+ Framdom of axpression and aplblon (artele 21)

# Respect for privacy {ardele 227

# Raspact for hame and the family (ardcle 233

» Right to aducackon (articla 24)

# Right to health [article 253

+ Right to work {articla 17)

« Right to adequate standard of living {article 28)

» Right to participate In palitical and public life (artele 29)

« Right 1o participation In cultural [ife {article 309

The results of this study demoenstrate that the Friends of the
Disabled, the Hospital and Rehabilitation Cantrs for Dizabled
Children and its operadonal and funding parmars shauld

be encouraged by the positive social impact of the HRDCx
institutional and community-based treatment. If the surmmary
of rights presented above serves as a check-list and a firm
reminder of what needs to be achieved for persons with
disabilities in Nepal, the recommendations offered below will
hopehully contribute to sarengthening the contributdon of both
the Fel and the HRDC towards those goals so that children
with phwsical dizabilitles can indeed lead a full and decent life,

.1 Results
The Right to Special Care

HRDC treatment has lasting impact - The HRDC's
haspital-based services provide high quality, speclalised,

3

accessible and low cost treatment for children in a caring
atmeosphers, Improvements can be made in child and family
ceunselling and post-operative affectve care but this does not
detrace from the high levels of family satisfaction, appreciation
for, and undersanding of the treatment and rehabllitation
process. HRDC Inpatent sreatment makes 2 positive and
lasting impresslon on both children and familles. The sacial
axparience of inpatient treatmenc is a positive catalyst for the
growth and devalopment of children,

Provision of Assistance Frae of Charge

Financial constraints remaln - The HRDC provides
free or means-tested contributions te treatment for
children from poor families. Direct and Indirect financial
contributions give recognitien te familing as sarvies users
and as stakeholders in the reatment affered to their
children, Although almost all families face financlal and
economic constraints, they alse recagnisa that HRDC
treatment is either free or comparativaly Inexpensiva and
see this as a key factor in terms of accessing treatment.
HRDC management is aware of the financial difficulties
faced by families and ensures that the parent ar guardian
accompanying the child stays with the child during
|npathent treatment. The HRDC cannot subsidizse travel
or externz| accommedation costs and untl such time as
states partles, multilateral and bilateral donors make a
strahger commitment to funding social and health prevision,
the poorest children and families will struggle to access
sarylcas,

Promotion of Salf-Rellance In the Child: Functlonal
Status & Self Care

Improved levals of self-rellance - The physical “starting
paint” from which soclal impact 15 constructed |s the child's
capaclty ta undertake normal activicles of daily llving. 92

— 95% of HRD'C treated children have achieved funcelonal
indapandencs, and anly 2% remain completely dapendent

on othars for core activites of dally lving. Coantred geoup
children’s indepandence ranges from 76% down v 59%. In
terms of functional capacity to fulfil normal activickes of dally
living, children treated at the HRDC have a 20 - 30% higher
level of functional indepandence than their contral group
peers. The study results also indicate that for children trested
at the HRDC, the diffarant modalities of communiry-based
fallow-up (COR workar + mabile camp, mokile camp +
partner organisation, mobile camp only] shew no significant
difference in the capacity of childran’s activitias of daily living.
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Access ta and Receipt of Healthcars and
Rehabilitation Services

Communlity based rehablllitation nesds expansion

- There is consistent awaraness of tha nesd for decentralised
and spechilised services and on the need for the HRDC
increass the number of CBR, workers. hald more frequent
mobile camps, create service centres in the five development
regions and extend CBR worker necworking with disabled
peoples’ arganisations. There is sufficient evidence of
Community awareness and confidence in the quallty of

HRDC service prowvision to suggest chat with invesiment of
decentralised aurreach and CRR. service resources, many more
children would benefit from sarky intervention and community
based rehabiliration.

A ecess to and Recelpt of Educatlon

Great progress In atcess to aducation - Respandencs
place a high value an educadon and wraining a3 2 meany of
fuffilling individual petential and developing sef-confldence.
Schogl attendance rates for HRDC oeated children are on a
par with the national average of 84% This represents a rmassive
achlevement in tarms of social impact, given that tha HRDC
targers children from poor familles and that disability Agured as
the primary reason fer non-attendance in bath HRDC rreated
and cancral greup children. A number of HRDC respondents
from In-depth intervimws akio made strang statements n
favour of more speciallsed educational facilkhes such as small
group teaching for children widh dizabliiies, especially for
those with Intellectual or tensory impairmants. Incerestingly.
neithar distance nor physlcal acoess figurad as significant
barriers © school attandance, 50% of HRDC treated children
and 73% af zentrol group children stated that they would halp
others In acoessing sshool or completing thelt education, This
confirms tha high value children place on dhe sodal expenience
of schoaling and learring, an aspect which Is facticated by
HRDC intervanticn and iamily-based rehabilitation,

Actess to and Recelpe of Trainlng and Preparation for
Employmant

Prepare persons with disabillty for employment

- The HRDC camrwunity-based setvice makes ha routine
artampt to offar scholarships or any other farm of vocational
trajning support o sponsorship although many respondents
fele that the Folt and HROWC should forge a leadership role

in advocating training and educadoen for disabled children

as wel as extending its remit on disability preventlon and
pollcy development Despite soma positive indications an
the averall sustsinability of HRCHS family incomes, there js

ne observable diffarence betwsan #mployment opportunities
for HRD'C & contred group family children.The status of
working and earning capacity among both HRDC treated
vouth and control graup Rmily youth remains low in arms
of formal employmant opportunities and percentage levels

of coneylbution ta the family incoma. Only 1% of HRDC

Ei_&p

ard conurnl group youth contribute te the famity bcm.}niy
through regular employment indicating that few youth living
with digabilicy achieve the dignity and status thac comes from
formal, recognised ampleyment,

Promation of Dignity and Disabiticy Righes

Advocate for change - General awareness on the Rights

of Persons with Disabilitles |5 widespread. Many respondents
acknowhedge that chifdren with disabilides have & right to

lead a life on 2 par widh their able-bodied pasrs and require
special services and support r athieve dheir porent/a Thers
Is an equally strong belief thar advocacy is nesded to promota
uhdersanding of disabiltty and to develop services for childran
and adults with special neads. There is alse sufficent evidznce
of communtty awareness and canfldence in the qualicy of
HRDC service provision to baleve dhat FolYHRDC czn
bevome such an advocate for persans with disabilicles ac the
leval of national poflcy development and service proviskon,
Belief among adules is widespread that children with disabilides
are $0f| stigmatized. Children thamselves did net velce such
strohgly negative sentiments and a more positha plcture

of community awareness seems to be emerging regarding
disabllity rights and accep@nee of persons with disabllities,
However, there iz lazs ynderstanding as to how thase righcs
might e Ananced znd realtsed in practice,

Promotion of Self-reliance as a Youth and Young Adult
Improved secialisation - Respondants are sanguine

about sockl attitudes towards disabllity acknowledging that
raditional practices, baliefs and actitudes prevail but are
diminishing as access to edutadon improves. HRDC sarvices
contribute 1o a wider and mare informed public awareness
and understanding of dizability complemented aisc by the
growth of CBR and Disabled Peaple’s organisations and
networks. It 15 more difficulr to draw any conclusions about
the social impact of treatrent oh manial status althaugh
HRDC treated youth exprassad 3 higher parcantage intention
re marry than thebr control group peers. Raal numbers of
famities of children with a disabllity oeated ar che HRD'C are
I 2 more favourable situation than their Control froup peers
when analysing levels of family stress, childhood growth and
developmant. and the quality of family life. Cantred famity
chikdren are twice a5 likely to sxperience difficulzies b working
and four times more likely not to pardcipate in any hausehold
chores.

It 5 avident that HRDC interventcn has had 2 considerable,
positive impatt on the socialisation of children within cheir
famllies and a range of responzes sugpest dhat bevels of child
proetection, SUppatt, care and intagration are consistently
higher among HRDC famities. Attitydes cowards disabliity are
evolving towards a move Informed undersanding of asdalogy
and a more proactive and socially open approach towards
intarvention. Thera is an emerging picture of the HRDC chiid's



Ereater integraticn inta the fabric and activitles of fanily and
social ife, reflected in optimlsm about manital prospects, which
is more pronouhced amangst HRDHT familles. Akhough secle-
economlc hardships and a physieally demanding tarraln await
children as thay advance into aduithood chere is sufficien
indication to suggest that HRODC mreatment enables children
and families to find thelr way towards adulthood more
positively and with greater confidence than their Control
EToup peers,

Active Participation in the Community and
Preparation for Recreation Opportunities

Improved particlpation in society - The social context of
the peried under ravlew when there was steadily increasing
ard widaspread disruption of ¢ivil soclety dus 1o armad
canflict was not explored with respondents ar their familles. It
seems reascnable to assume that with greater social seabilly,
the social lnvalvement of young peaple with disabliities

may well have been higher than reported here. In-depth
intervlewens share a broad range of pereeptions regarding
the partcipadon of children and youth with disabllities in
camrmunity and recraadonal acthaties, with many woicing
abservatdonrs of social exclusion rather than inclusion,

The ratio of membership of arganisations thows similar
patterns for bath HRDC and Centrol famlly youth. 91%

of HRDC youth and 71% of contrad graup family youth

felt that they had exercized eithar a great o modarace
influence on the crganisations to which they belonged, 86X
HRDC and 70% of control ceses falt that maimbership had
greatly or maderately influenced thelr persenal and secial
development in such areas a5 knowledge about disablllty rights,
erganitational Mahagenent, gaining paid employ ment atd
exterding their social nrerworking. Chitdren and young people’s
perceptians of their particpation in socio-cultyral svents and
festivals covnpares favourably with the views sxpressad by
thelr parents and It is significane that HRDAZ children report

a far higher level of participatian on a par with their able-
bodied paars than Control family childeen. ¥vhile the number
of children who are active in arganizations, sodal and cutyral
avents codld be higher, the achlevermeants of children, youth and
farmilies noted here in both HRDE and control family greups
represents a positiva zecomplishment. There 5 ng strong
evldence from the vaices of children thar they fasl unduly
rrarginalised In their local commurides and societhes,

6.2 Recomimendatlons

Access to Treatment anhd Sarvices

s Improve access to treatrrient - HROC showd
strangthen IInks with other orthopaedic and CBR services
to provide mere accurare and detailed inforrmation about

HOWY and VWHERE to arcess traatment, skills tr.'llnhg'ﬁ"md

other specialised services for children with disabilities

¢ Devalop community support systems - Thought
should ke givan to tw comparatively high bevels of family
strast reporced when réviewing the range and faoys of
warking prioritles for the HRDC's CBR programime. A
mezie hiclistic 2approach 5 required wo develop and promors
ComMUNTty support systems for fBamilies and children fiving
with disability

Communication, Knowledge and Information abont

BeFyiCes

« Deploy ambaszadors - Information and publicity about
the HRDC service must be improved, and famihez and
children should be told in sknple and clear terms hew much
time is needed for surgery. pose-oparative care and family-
based rahabilitation. In addition to improving Inpadent
counseling and understanding of the cost recovery system
for families with some degras of wealth or income, greater
cammunity ciypreach ahd infartmation desemination could
be achieved through CBR worker mobilisation of former
HRDC patients. They could act as “ambassadors” for people
with disabilives and provide information on the range of
sarvices avallable. To achieve this, working links could be
axplered to link up such ambasmdors to the MoH systam
of one community health volunweer in sach¥DC.

Educatlon and Training

s Offer play and education to patients - The HRDC
shauld |dendfy how to strengthen the contribution of
ix Inpatient sarvices to children and families in the areas
of educadon, literacy, recreatian and play, all of which
contribiste to the rehabilicition of the child and the averall
health and wellbeing of the famify. Such a development
would enable the HRD'C = reinforce jis sockl impact on
thildren and familles and broaden the marketing potential of
Its hespital-based intervantion,

+ Promote orcess to education - The role of CBR

workers musc ba sxpanded beyond the provision of family-
hased care to individual children and fumilies. They shauld
become more actively involved in promoting educationa
and vocational training opporturides for children, CER
workers must become involved In promoting access and
accessibility for children with disabifides, by forging even
strofger Iinks with schools and teachers so thar schools,
classrooms, and public spaces are open to children with
dizabilities of all sorts,

s Create linkages with educational and vocational
services - Through s networking capacity, the FoDf
HRDC should conslder creating strongar linkages with
competent DPOs to develop partherships with Districe
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Assessment Centres.® By piloting such initiatlves. the
HRDC's CBR programime codld encer a new area of project
wizrk which would gerumely extand dw positive social irmgact
that treatment has achisved For ite clients By selecnng bocations
whers the HREC has a remonal centre or 3n active fieldworker,
such mitiatves eould mobilise former HRDC patients, persons
with disabilides, parents and trairad personrel to examine

b speiecial edueation, acthviies of dajly Rving and vexadonal
traning oppotriunities could be manytreamsd or ar least ade
more dvallable to alder children and youth with disabiliges.

Such Witiathves wolld begin to respord to ohe of the songesdt,
wpressed needs of chikieen and families inoetviewed In this $tudy,
k & an ares in which Tdh esuld assier by capitalising on experience
grined through its urban nutrition project where hundreds of
women have been mohifised through the creation of 7 core
growps. This madel of community work could be replicated in
CBR worker comerwunities and is worthy of serous corsideration.

Health

v Create access to primary health care - HRDIC and
its CBR programme should create seronger linkages with
primary health care and integrated health services for
children including CBR, support in itt working districts to
irmprove childhood itnmynisation and vaccinatien campaign
coverage, Thiz is an important area of activicy for early
idendflcation of congenital diseases and would also facilitate
early interventlon and management of untreated physical
trauma such 2% burns and bone fracoures,

« Strenghten rehabilitation impact - CBR worker
lInks with wemen community health valunteers must be
developed in order to strengthen the impace of HRDC
family-based rehabilitation regimes for children and open
the possibility of greater local finkages between families and
thildren and access to the full range of health Services.

s Inclyde youth organisations — HADC should be open to
extending the CBR netwarking ahd information-sharing role
with teachers / schools and communities, with DFOs and
organisations such as the Junior Red Cross Society of Mepal,
and with other youth organisations. The cancept of local
HROC “ambassaders” could play an important role in such
a developrment

Advocacy
» Advacate for disabled children - FoDVHROC must
susgaih its role as a navgnal leader focusing not juse en
treactnent but also o prevenbgn, tralning, education and
advoracy Ax least one disabled persen should be identifed
as an HRDC "ambassadarfzetivist” in every ¥DC,

Sustainability and Markcting H

+ Highlight HRDC services within society - The
FolWHROC has been successful in creating 2 natignal service
that offerz surgety, assistive devices, iRowalive inteMvention
wechniques and eommunity-based rehabllitation to respond
to a wide range of childhoad physical disabilicy It is 3 service
that has established unchallenged credibillty with its clientele,
nationally.and gained internationa recogrition for its surgical
and rehabilitation achiewements. It |s the respensibllity of
key institutiona| danors and supparters to ensune that its
achievements are broyght to the notice of a wider audience.

» |dentify international armbassadorsfundraisers
- Consideration should be given to identifying recognised
intermationat Agures who weould function as ambassadors
and at potential fund-raisers. Such figures axist in the world
of international sport e.g. the foundarions establishad by
Roger Federer and Andre Agassi in the world of tennis,
designed to suppeort work with disadvantaged children.

= Establish international erust - Consideration sheuld
be given to the establishment of an international trust
fund that could manage investments and provide 3 basis of
Financial securicy thar would exist J ongside donar support
far the Fal¥HRDLC,

* Sustain advocacy and policy making effores
— Mationally. the FaDyHREDC should suseain its current
efforts 1o remain a key player in terms of advoeacy and
paflcy development on behalf of children with disabilicies.
Initlatives ta sustain national CBR and DPO neoworks
deserve suppert if human resourees permit Such 2 role
should be taken up by seniar FolWHRLCAC personne and
wiotld kecome wiable if the middle leve| management
system of the HREC demonstrates commitment and
capacity to guarantee the smooth running of day o day
services in line with the Misslon of the HROC programme.

h conclusion, chis study has given voice to the experiences

aof children and families and to their asplrafons and hopes.
The recammendations outlined above are offered as a means
of strengehening the demonstrable social impact of HREC
treatrient and intarvention 0 areas of community support and
rcbilisation. based on the credibillty, skill and commitment
which the HADC service has brought te o many children

and their famnilies, In the words of 2 teacher from Kanchanpur
responding to cne of the enymerators:

“f thank yoo and the whole HRDC famfly. You gove me
an apportunicy 2o taik and understond about HRDC

and disghled people in ganeral; many thanks to you for
providing me this opportucity.” - Teacher from Kanchanpur

# Thrs orppinated 21 & programme of the Minisry of Educatesn wath financiaf suppare and techrical Inputs fram Danaa, with the wem of creating
teaching skills and speclal resources to protnote the edweagan o children with a range of learning Qifficllties and disabiles.

[, ol b g —
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Annexe 1

FoD/HRDC VISION, MISSION and STRATEGY STATEMEN

4 ™
FoD/HADC Stracegic Plan

STRATECGIES
Hewpital Pregram

WISHIR:
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Incihrithaiy maprei By hikiren
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wpdgbi| i pion A istagrackan ta chidean
with el feabaitag

Fiskd Program  Aesearch & Eduration

Prepared In 2000 and Introduced formally (n 2001
A vy

HRDLC SYSTEMS
To achisve the mizsion of FoD/HRDC mentaned above, we

have a triprongsd 3pproach represanted by programmes
which consist of sevaral micho-systems callad departmants.

HOSPITAL PROGRAMME

As we are l#ading the medical rehablliarl ¢n of the chikiran
with musculo-skaletal problems in the couhiry, we ger refarral
from ail over the country, There is always 2 long list of the
PDICs waidng for reconstructive suigeryThis shows patients’
confidence on us. ¥e ara commitiad 1o addressing the need
and create functional moblity in PDCs. The micro-systems thac
wovk togedvar for this are as mendoned below:

a} Medical Services

e Medkal Support Services:The se-vces include running
¢linle both at the Centre and at diferent places In the
tountry and handiing diagnostic tests to ascartain the
nature of probhem . The Assessment Team invcived in
the wvahnation process create short term and long
term Intervention goals with the dlena. Accordingly
Incerventlon is carried oUL Splne intervention (especially
Scoliosis) has basn added as nc organisadon i deing it
extanshvely A total of 600 — 700 new and ol padants
coma o the cinlcs every mondhs,

s In-Pathents Services; (Surgical Services and Yards/ursing
Care)

b} Rehabilitation Services
= Physiotherapy
*  Prosthetes Orchotics

FIELD PROGRAMME

CER Crepartment. The service was initliated In 198% as a follow
up and educition to cllents when a loe of defaulters bum
tontracturs, ecc.) were recelved within a few years of surgical
[ntervention. Mow the Departmant has grown, Ic handles
teaching 2nd training in tha field, runs sirrsach services,
candusts heme vislt programme and develops collaboration
with the grass—root level organisations, erc. Since the Influx of
new cases is much higher than dve completion of rehabilitation,
the volume of our work Is cantinuously intreasing, Therefare,
HRDC has acceptnd the reality that smpewermant of
partners/organisations in the grass-root level, interasted to
woHc with us doas not have alternative to cop® with this
prograssive growth In the volume of work, Serategically,
identifying the partners In che local level to share knowiedge
and skill for eventual transfer of rezponsitlities 1o the local
community has got more focus.

RESEARCH and EDUCATION PROGRAMME
Training and aducation
HRDC has been conducting basic training on primary
rehabllitation dherapy.Also HRDC Is one of the two Training
Centres of Kathmandu Univarsity for Masters Programma in
Cirthopaedic Surgery which |5 a 3 year eng course.We are
also continuous sharing sur expertise with other parters
in the fabrication of orthopaedic assistive devices, ¥ are
focusing oursehves mora an dinkcal based innavation and falc
the need for mera Investment in the aspect. Major the ozinlog
and educgtion zctivites are givan balow:
a  Primary Retabilitagon Tharapy for Cemmuntty Based
Refabilitation WorkarsFachiators.
« Masters Diégrae Programme in Crthopaedic Surgery
& In-House Trainng Progiammes
= Training <f Trainers
= Communication Skil
= Mid-leval Man agers
s C-golng Teaching Learning Activitles:
~ Wankly Education Sassion (Every Thursday and Friday)
- Pravendve Education sesslon (on Chnle Days: 3 days na
wank)
- Education o Newcomers - Every YWeeken
— Vacatlonal Training to admitted childrer - linked to
stimiation and vocarkonal skil's
~ Awarenaze activities both at tha Hospital and In the
Commrl Ly,
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Map showing HRDC Community Based
Rehabilitation Coverage

HRLC CBA ! Frald Covwrags Disrrics @ CBR Districrs 1 25

Ciarbes ¥With Parters ;3
M Regional Office East, [tharl, Mid West, Nepalgun|
B Sarelice centar, Baghung

B Districts Impas; Stody @11

B HRDC Complex
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Once AR Chaudhari's legs
were corved inside 5o badhy
his knees touched Today he
walks [ike ahy orher teenager
and has become a confident
meitber of hls comtrunity.

5 HALHC. 2007

Rickers is a palnful disabilicy
mosuy caused by a lack

of nurrition during childhood. AR Chaudhari grew up in a
poot: landless family in Sunzari Discrice AR, hiad no majer
health problems unel he studied 1n class 5, His knees started
throbhing with pain and a feeling of coldness. After two years
his once healthy legs started to curve inside. lt hecame clear
te his family that AR suffered rickets and that his bones were
slowdy But surely becoming defermed.

After AR father passed away, his mother starred to save
meney for her sons treatment. She met with representarives
framAR’s schoal, the Yillage developrient committee as well
as g lecal charity, and collected anough money o starT AR's
treatment The boy was taken ta regular hospitals as well as o
traditional healers. However, no Improvement was observed,
The villzgers were now convinesd that AR would never
recover.

Baspite his disabilicy AR did not give up hope, One day he
heard thar a camp was being organlsed for pecple with

disabifiies at another schoal in his districe AR, travelled to
the camp, got 5 check up and was glven an appointiment at th
HRDC hospital.

AR's mother regained hope and collected money far her son
to trave| to Barepa At HRDIC the medical team re-evalyated
AR condition, set rehabilitation goals and intervened
accordingly. Thanks to correctlve surgery. intensive wound car
and physiotherapye AR Improved and regained contrel over his

legs.

MR s Regional Office,
with the help of 3 funding
partner, facitaced in
getting educational suppert
far AR_The boy continued
his studies and in due

time passed the |Oth class
Schogl Leaving Certificate
Examinaticn.

AR now studies in grade 11, He ives with his mather, alder
brether and one sister. His newly acquired independence

haz renewed AR's confidence, He recently joined a lacal
arganizatinh for people with disabllities, AR's maother has high
expectatians for her son.
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Diyprict Explanation of Children and Families that could not be [daneifled 4k
Migration | Expirad | Wrong | Incoimplete Mot Mot | Repetated | Lost [Tokal
India | MNepal address address | visited | Intarested case | case
Tanshun : bl 2 [ 20 4 T ]
vy | parasi 3 & i i f 3 37
Bara & I& 1] 4F 4 3 | 2 e
Jhapa 1 % T Il L 2 9
Kanchanput f 2 1 ! f [
Lalicpur 2 T 1& 4 14 5 48
Barke 4 k) i 1 I 12
Dhading | [, 15 Ea 4 18 3 9 105
Surkhet 4 7 6 | 8 2| 7
Dolakha T 5 13 3 T3 i 2l sz
Sankuwasabha 1 | | 2 L3
"3 L1 75 (E] | T 114 b 24 1| 52
Annhexe 4
List of Enumerators pu
SN| Name [ Qualfication WorkingArea! Horma base
1 Karuna Pulami l"‘i#. in Rural Compuoar Diglara / Enumerator / Pop. Gender &
Mamr Drrvalopment Doy £ Achvancad Haalth Sysoam Ressarch Methedology | |hapa & Pyaul 5,
Field Supsrvisar f Data Colleetar / Teaching [ Sankhuwasibha | Bhojpur
2 Hiran Mepal BEd 7 M Sonlolagy Journalsm f Bads Health Analyyis 7 Laadarship /
Canflict Transformacon f Teaching / Office Secrwtary { Jhapa & Sankhwwasabha
Fledd Survey f Aield Survey Supervisar Sankhuwasabha
3 | Mangal Bdr Shrescha ) Bachelor Doy Collection and Field Exparience / Computer Jhapa Kathrnandu
4 Mancj Adhiac Pius 2 Mamagament Traindng Diploma [n Compauter App|kahons / Jhapa Jhapa
Wotdnd 23 Enumanitar of MHRC Research
5 Kaushila Larna Aupcillary Myrse Midwifa Field Experignce a3 3 Sochl Mobilser and Dolikha Kavre
{ Intermediate Arts Dty Coliactar
& | Kumar Bhandar Mastars In Management | Cemputer Knovdedpe and Dacs Collestion while Drolakha Bara
preparing Thesiy
7 | Mandirg MNeupane | BEd /MEd Basic Cofvputer § TOT for Bara Makwangur
Research Secrutary fAdvanced Health Sysosm
Aasearzh Secreary / Field Coordinator Meaching
& [ Roshan Karna 8. Public Health Training on PRA, { PLA& Action Tools | Bara Dhanusha,
Fiald Research on Gender Diffwrences in Immunizadon f Jnakpur
Comprahunzive [Hstrice Heaith Managamant
Frald Practcs | Data Collection & Anahls




i R | [ _H_F__'—_H—___—r___'l_
| Sujan Khadka Masters In Managemant Camputar Knowhdge and Dan Lakrpur Lol rpar
! | Collaction whil & preparing Thesis ]
10 | Shallash Dhakat |Amdl'im-y fNurse Midwife l Intensive Mogular C empuuarized Acconting / ] Lalipur Morang
l Adminlstrative Arsisan I
1| GiaDavi Shatma ‘ﬂu::i]ilry Murse Midwite /| Dam CoNecton / Worked a1 3 Murse 3yrs ] Drhading l Dhading
| BA srudy l Fiald Survey Expwrience / Commumity Yorker |
12 | Saraswat Ceuj Auxlllary Murse Midwife ! | Compurer Skils / Community Health & Wornen's | Dhading | Sindhupakche
BA study Haalth Worker / Teathing | |
13 | Bina Sunar \ BA study Basic Computsr l Dhading Kivre
14 | Tara Saphia BA study | Bask Computer | Chading Kinre
15 l Klran Bhattarai CHploma |n Mechandzal Agee CAD  Industrial Criantatjon &
Engineesing Attachment / Automobils Workshop / \
‘ | Touritm Promothonal Event / Health Camnp Tanaht & Tanahy
| Organizer / Duts Colectar of WarYictims Mawalparasi
1 | DHpa Sharma Mastary In Managermnt Basic Computer Dama Codlectiah Exparienca Tarahu &
Mawalparani \ Garkha
17 | Favan Adhikari IB.M Intermwcdiate (nAre Fleld Researcher for the Study on Haalth Serdee Supphy, ] Surkhet l Dang
| Environmental, Matsimal and Mecratal Healthars
18 | Krishna Poudel lﬂ. Business Sapdius Comgurat / woiking wepatiance as NGO Fluld Supervikar } Surkh et ‘ Surkhet
' | & Officar |
19 | famuna Kafle Auxiliary Nurse Midwife ¢ | Basic Computer £ National Level BCD Kanchanpur & Bhakzapur
Profichency Cargificste Lavel | Risk Factar Surwry, Yacdnadon Fleld & Camp 7 Bande |
\ \ Post Service KPC Survey
i} | Durga KC Auxlllary Nurse Midwie / | PRA, f Ful System Logistics / CBJMC) Kanchanptr & Solukhumbu
] Profichancy Certificate Lavel | Health Yorker { TOT on Kabusr Datection f Banke
Fisdd Azsis ang (NFHP) f Fleld Assiseant (Emvron.
‘ | Heakh Projsct f Aleld Assistanc (CECT) _IL
HRDC Suparvisory Db raf Sha rmsa Luleed,
Miera Bahadir Deupa
Logisth support Jrapa & Sankhiswasabha Hari Tamang
Bara, Tenahy & Mawalpa ras Laxman Thaps
Dcdakha, Lalitpue [ Mabia ra| Simkinads
Drhading \ Keshav Raj Bastakot

Karichanpur, Surkhet and Banks

Hira KC
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Annexe 5
In-Depth [nterview Feedback

Feadback from  Sanbdiuwwasabb f Dolskhe ! Dhading § Bars f Tanahon § MBawslparas] { Swrichet § Banke ! phapa, { Kanchan-

pur und Lalltpur Diistricts
Dlstrict HROE Family Repanted  Control Family
Izsuss rating | laua
Enumeratcrs’
Mawdrgr 01.10.08
¥ Aosmreness of trastment posyibilfies I X DISAPPOINTHMENT --"¥vhar ks
»  Treatmant works 1 thit ta do whh ust”

N “Many prople come and ask us
questons, but they do not offer any wreatrant or any curs”

¢ Treatmant Is frea f inaxpentive | X Pradominance of carsbral paksy aifected children {Banks)
v Coat Recovery sysiem should continue | | ¥ MNouable number of burn cases ware ssan
+  hprovad mobliey 2 A Famiiies axpact craomant t be immadiate and
CURATIVE
v Fonowledge about disabiliy 1 X Limitadans in ADL e.g colledng
+  Encouraganant o others wo condnue f | 2 ¢ Mobila with a tricythe
+  Growth of 1elf confidence and z * Diffcuities with paths, roads, pararal acomis o 1 3
confiuica in ona's swn abilides public spaces, schools, health facllies |
*  Hopsfulness 2

X Lack of long-term follow-up (hapa)
impacts children nagadvaly AMD Al SC
DFC suppart £ infblatves ) 3




Feedback frorn Sankhuwasabha ! Dolakha f Dhading ! Bars ! Tanahun { Mawalparasl § Surkhet f Bandoe / fhapa, { Kanchan-

pur and Lalitpur Districts

43 positve

15 positive

2| Pashive

14 poalthve

17 posidve

Sh=
IT pasiclve

16 poadtiva

Interviewees of HRDC familles

< Capad Awarenass and LIndersanding of both
the services provided by HRDC and the impact
of those servicas on the e and potental of 2
child e.g unde rsmnding that rahabiicon is
long-rerm procass in some creumitances
+ Satdsfaction with HRDHC service

+ Give priority to Dlisabled over able-bodied
I providing ACCESS to Health Education,
Emplcyrment &g, some crganisations haove
grven schobrships eg, transport *Haospil|

i w Cregoe servions cantres in the 5 davalopmant
regions [HROC) { increase CBR workers and
mobie camps and networking

X M-B develcpment of surgical Gamps since 2006
via O'r Binod Thapa In Mepalgunj (Banke} & Dr
Bistha in Bleatnagar (Morang) — or futurs links
with gesarmmant st couras, will traumy take
priority cver rehabibatiwe | reconsrucd surgery?

+ No specific knowhedge <f Disability Rlghts but
understands the prindple of 3 chikd leading a =
on a par with able-bodied parsons
is Fttampting to securs the Rights of disabled

v Some concrats knowledge of dsablkey rights

. ¢ Advocacy needed bo promote undarstanding /
services for persons with dzabilites

v improse aceis for the MORe MEMCNE Sommamtes

+ Tradidonal practices, beleft and actiodes re
disabllity freferral to jankaris and gurubas)
prevall but are diminishing 3 accass o sducathon
Improves and healers abio recommend
Medical Treatrare

+ Work of HRDC fiddworkst has had 2 poyrve

itnpact on change in attitudes and knawisdge

o

Interviewsss of Conbrol famillas

Claft Palate, Halr Lip, other physical disabilicw
succeyfully treated

Knowladge of reatment of cluft palace and hale Kp
awareness of the HRDC and other services wia
knowlkdge of ather digabled children and adyhs

Give priority to Dissbled cvar able-bodied in previding AZ

CESS to Healeh Education, Emphoyment 4.4, 50me orgnisa
tons have given scholarships .2 transport *Haspioal

Decennralise spedalised servicas - overly cancentated in
Kachmandy { [ncrease fraquancy of community conct wa
CBR workars and moblle camps and netwerklng

Eg HRDC should create a Bnk with
DPQs in &5 of the 75 districts of Napal

o gpecific knowkdgs of Disabiicy Rights bt
wnderstands the princlple of 3 child Isacking & Ife o6 a par
wth able-bedied persans wg belief dat Gove

pecple &g gowt scholardip

ADNOC ALY for developtnent of disabiliey sarvioes is vimal

Treatmant iz frea | inexpensive / subsickine
Trearment is expansive (WRs 4000 — 5,000)

Tradidonal pracyces, belinfs and artinides ra disabilicy
prevall — sing of past Ife / karma, taking daughter

1o faith healer for BNndrass = athitudes and practice
charging with sducaton and knowledge




r Ath=
16 reflect

poaithvaly on
for HRDXC
> actend

15 positive

1% poshthve

Bthm
1% positve

14 poaktive

13 posithva”

10 positive

I 1h
10 positiye

9 posidve
1 3ch
& postdve

& poaidva

15th =
& posicve

% HRDC { Fal polcy should change — NOT JUST
TREATMENT BUT ALSCY PREVENTION f
TRAINING /! EDLICATION | POLICY the need
DEVELOPMENT FARVOCACY

+ Walua of Educadion, Tralning & recogniton nf
portenthl, growth of ielf canfidence
v Educathonal Schahrship

-« Sochl nchusen resuldng from treatment
Chidrun are hagpy, can stody, marry, work,
greater aooapance from pears
Membarship of organisadons

+ knpartance of curative treatment

IF Ongoing CBR. / Rahablliation folfow.up is

imporant e g, one CER worksr pec dismicr

v Partepiion thar disabied requine
different schonls / faclfdes

« [DHFar { pwareness pabment raises
HOPE ker child and famity

v mporance of prosteses wid orthosas kr ADL
+ changing pariodically s o child grows.

» Continuity of service |3 vial ng Gllure NS
- Sehionl and teach ers a3 3 supportiv Bctor for
the support £ promation / integraton of children

with divabiicies

v Access public bulldings, schools, sean as
rascnabla for dsabled peopls

v Fainily supgort a3 2 by factor in ADL

v Make 3 District-wide census | immntory of

disabhed peophs - KNOWAECHSE NEEDED

ﬁ' Eg. sppoint one staksholder in sach DT,

+  Tralning and education |s highly vahued
fou people with desabilitay
+ FoD f HADAC shoukd Becoma a leadat in
nadatal policy development for pacple with disablites

+«  Walue of Education, Training & recopnhtdon
of potwmtial, growth of sulf canfldance

»  Socal Indusion resutdng from wesament
Children are happy, tan study, marry, work. greater
acceprance from peers

¥ Tmberthip of organimgons

¢ Imperance of curathve treatmant
x  Awareness of need for angoing CBA sarvices and
aie £.g NMNSYWA, assistance with orthopaedic aids, whes chalrs

NGO at Tavkhal, Laltepur; Maitrl Nepal {MNawalparasi)

+ Governtrant should prarantes the Rights
of parsons wich disxabiktins

¢ Offer [ awarenass reutnt raia
HDFE'For:NHmdhnihr

v Importance of provision of prosdwees and orthoses
and devices for ADL

* Conttwbkty of sarvice s vial e.g success of NMSWA

v Importnce of spacialsed schools f orainkng f faciite:
&2 biind school {11 of 12 studunty studying)

< Acenry public bulkdngs, schoo b, ween a8

reasomaide for diabled people

+ Non-reated child reeds halp with ADL
o.x. toileting + Family support at a key Bactor InADL




+ Early Interventlon is esyental for treamant, child
devmlopmint and mobRiy

* Disabilley can be overcons ref marrkgs

3% DhizabiNry 1z 2 probhsn for arranging martigs,
espacially if the perion needs assisncs with
waszhing, toileting, defecacing fmore difficuk for

WOmen than Msn)

v Successhal trextmane means that disabilfoy i3
Nt a curse o God

5 =1

«  Planning fer marriage of a 22 year old waman after
she hay completad sewing and tllarng araining |
diffi ool x fou easein Laligpor

X Marriage is difficesdt

< hadtdogy of disabity ol subject ta much confsion
J_F Ighorance

| Interviewsss of HADC famllles

x Access { wheelchair mobilicy
even ordinary mebity is problemads,
need better “road s

¥ Economie { fnanclal consoraints (imit potental 1o
overcome disability or sesk: et dwerefors
chasp or free 38vices in essental =

x PMhin lsgye 3 travel and accommodat/on cost

X wmuu@mzmqm
dixabiesd parsons on tha kocal =ohool o communicy
Torestry commitoss: a.g sdverss bahaviour &
diszriminadon by peery / mighbours

X Gavt doas not provide services { incentives

X Sgrmat=ation § concaaiment of dicabied
children and adult

o Disabilicy |5 a problem for arranging martage,
wapecially if the person hesdy aasistace with
washing, tolleting, defacating invera
diftcuk: for wornan than )

¥ Disabilicy can be cvarcome ref marriage

¥ Accass { wheslchalr mobilizy sven ordinary
mebilicy is preblemats, nead bets “roady”

13 | % Econamic ! fingnclal constraines mit poantial to overcome
disability or sk treuiment 4.4 Coxt of Tl ON-ACCRpNCR
of Indian currency: thersfore keep tratment chiap or fres
X Mabn issun i travel and accomntedation costs

12 | x Sochl Inchisicn is limhed due to lack of sdusition in th
commmumity, €.z, District Assassment Centre bocaoed in
interviewsa's schoo] but Commltes is gpmballe rather
than functicral / ¥ctve. E g sonv axamplas of

stigmadiation from peer-group friends and teachees
A Soda) Indution requires kool leadership

& | x Govi does not pay disability allowancs § provide
adequats sarvces

& |Flanning kor marrizge of a 23 year old woman after
she has comphetad sewing and waloring wraming
dificult for case in Lalkpur

Marrizze is dificute

1




b nagatve
rof intome

{ porverty

6 naach
i acanomk
asssance

{ land

3 nagativa

3 nugacive

3 ragathm
h=

1 nagucive

x O rganivations do not produce @ngicle

programmas [ results [ services

In penaral, disabbed children / people are forced to
llve in poverty bocause thay are rauly sducsted |
aesinted towards making 2 sack-economic
contrtbudon to the amily economy

Mo spacial provision made o provide kid,

' heusing, other facies it might promate greater

autonomy and Indepandance for the deabled
partznis) { aduly

Family doat not support ADL / affeceivaly
{1 respandent in Lalitpur talad strongly of the

WEGLECT of childrun laft ling in their cwn
excrament and urine et

Improvad communicatton especally from nunsing
1 plyyaio / Qirvhe techniclans |s il

Improve Indbvidinlisfectve post-op cuw

improve post-op kdging fucilities

T

X Artempcs oo raits funds from COO, LDO, private

seceey and others krpaly Rlled

Along witch the abservaton (wft raference poverty In
which dixabled persons live), thers are fraquent
references to a seron of INFERICRITY amongst
obiwryars of nop-treaced children and youdh.
Relabiiation fot a parson with dissblimy should be done
chrough a iore holistic approach induding pinakcal,
econamical, sockl and paychological support f inpucs

Mo ipacial provision nade o provide land, bousing,
other fycilldes such as taining in agricukurs that
might promate greater autonomy and | dependence
for the dissbled parsands) f adules

Famity does not support ADL [ alfectively




Communication,
F-norededge and
Inkermaticn

Educacion

CEBR & Other
Drganisations

CER. and
HRDC Rake

MORE SERVICES NEEDED

£

# Improve [nfo & publicicy re HADC sarvcs

# Promaste not only socess but accesyibility far
disabled children: schooly, dassrooms, public
spaces 4.2 snadl group teaching (special ad)
IMPORTANT FOR INTELLECTUAL &ML !
CR SENSORY IMPAIRMENT

® Ante-natal Screening needed

& Convder Abortlon i child is kiown w ba
handicappad

& Improve Immunlsadon coverags

# Mo kihown DPC organisation In Kanchanpur
apart from NNSYWA: one acohve organisaton
mentioned in Lallepur, NAMS (Neapal Apanga Mahila
Samvaf), Actian Ald in Sankhuwasabia £ [haps

& HRDC should link up with other orthopsedic
and CBR aervicey (o previde more ACCURATE
and RIFORMATTIYVE DETAIL abeat HOW ¢
access pawdistric and adult services, HOW
MUCH they peat, HOWY MUCH TIME might

be needed [ devored totheatment and
podt-oparative rehabilitation

¢

plus RM|
abaarvation

* Improve infa & publicicy re HRDC service + other

sarvicas for those wich disabifcles €2 via radio and
talevision

# HROC should ink up with other orthopaedic and CBR,

servicoms to provide mors ACOURATE and

DETAIL aboue HOWYY 1o scomes pasdiatric and aduke
INFORMATIVE servicas, HOWY FILCH they com, HOWY
MUCH TIME might be neadad | davoted o osaiment,
and post-opaative rehabilitation




) §"+
Numbar of casey usad In the analyshs, according to background chuscrwctarist] cs, Mepal 200§
Mumiber of caxes ubed in thie anatysiy
Convtrol

Dikstrier
Banka 40
Rara 91 53
Dhading 152 3
Colakcha 86 7
jhapa 63 3%
Kanchangur 34 3%
Lafpur &l 34
Mawalparad B& 1k
Sanidragesbic 12 1%
Surkhet - 11 44
Twrahun 4% 8
Tomal * FLL 35!
Rreghon
Cenmal 190 |47
Esxstarn BS 13
Farwastern 34 15
vt 104 a3
Wit 132 30
Total FL L] 35!
Ecologial zone
Hill 124 124
Mouncain 1 4
Toral 113 175
Toad Fas 15l
Currsint apn
I-5 _ 1 58
&0 8 -]
114 e #2
154 kB2 |08
Toal T4 347
Agw 3t Imtervengion
[ 43
610 179
Hi-)4 X7
15+ 1l

Total _ T40
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Annexe 7
{'I'lHI-ﬂ o J Membership of organizations sc
Percentage distribution of children | youth with disabiity by membarship of
organirwiions, according to backgrourt characteristics, Napal 2008
Chiddran | youth with disabiity by mambership of organizadons
Binckground charactaristics HRDC Contrgl
No Yeu Total Respondents Nao Yos | Terl Respondents
DAstrice
Banks &2 13 39 95 40
Bara 92 a b 92 5
Crhading 4k 12 151 28 12 3
Cralakha .13 14 B 6 4 17
Jhapa B4 1% (3] $7 3 3
Kanchanpur ax 14 34 8 Il 15
tLukpur BS 15 &l i 2l M
Nawalparas| B4 16 BE 9 12
Sankhuvwasabha ir ) 18 i1 L) 18
Surkhet 4 & 65 a4 1& H
Tanahim i 22 45 a% 11 a
"Total BS 14 741 w0 10 49
Regicn
Cantral B8 12 386 B9 I 145
Enstrm 24 1 85 5 4 56
Farwepern 8 I8 L ] I s
Midwestern 89 Fl 104 a7 I X
Yeztern 82 |18 130 90 10 30
Total -] |4 T4} 0 10 349
Ec o
Hill 87 13 31t 2] 1& 126
Mouraln - 85 |5 108 5 46
Teral Bh |4 L1 b 17T
Total -] |4 T4 0 10 149
Current xge
-5 1] 50 1 1] 9 58
&10 B4 15 £ k2 & 5
11-14 87 13 1 8% 11 21
[ S+ BA 14 Ly a7 13 107
Total f6 4 nr %0 i 345
Age at interventon
}-5 6 14 iyl
610 & 1z I7&
Hi-14 as I5 204
§5+ 86 14 e
Total a5 14 735




Annexe 7

Mambership of arganizaiions

Percentaga distribution of childran ! youth with disabliity by mamibearship of
orghhizationy, scording to hackground charactaristics, Napal HHIN

g

Childran | youth with disabllity by membership of organizations:

Background characteristics

Towl

&0
1=+

Texal

e 2 Intervantion

I-5
&-10
114
|5+
Toxal

Mo

s fBEpgRERsR

EE QR RRE2Y RB2HTER

rRLEPR

HRDC
Yes

Tatal Ratpondents

3%
EL
i51
&3

4
&l

HaHR

i

Er¥)

311
T4

kL
19
58
=7

243

Ho
Cil

Mo

il
v

B3RV IgLERS

T2 223822

2a98e:=

Cotrbrod

Yaz | Total Ruspondants

+)
5
EX |
7
36
35

145
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Tablu 44 Evaluation of the rype of prganizations te which HRDC-treated cases belong Sh
Percentage distribucion of children [ youch with disability by type of orgap|zacion, Mepal 1008

chltgrt;und characteristics | T}rpé of 3¢ help organlation | Total
Club | CHR oPro Educathanal institute : Other Respopdents
Drizerice i . i '
Banke Y o 19 6 i 29 7
Bara TR 70 o 14 7
Dhading i nooo — 22 | 34 | 19
Dalakha B | B i 6 . B & | 12
Jhags . m oo a0 | 1o ; 0 | o
Kanchanpur i 13 1] L1} [ 17 &
Lalicpur 13 ! 1] | 12 ¥} 34 | ]
Mawealparasi R 3 a0 | Q |4 14
Sankhuawisabha | 25 1 75 ] | Q A
Surkher 50 | o | 25 | 2 ¢ 4
Tanahurs | 19 an | 0 | Pl 1
Tenal ' 3 | 7 EL:] 7! 15 ! (14]]
Regien | i |
Central | Pl 2 £k I | 34 4f
Exscern 9 | i} H 7 14 14
Farwestern EX| Q | 50 a 17 | &
Midwestern | 36 Kl o 9 | 19 Ik
Wegtern |7 | 2l 45 g 17 14
Total i 23 7 I8 7 | 5 | |
Ecological $one | |
Hill . % 3 1% 1 | 7 1]
Mountain | 11 £ L ] | 7 16
Terai 20 | I 48 3 I8 “
Total n - 7 38 7 5 101
Current age | . |
|-5 1] | 1] q [ (L] 1
- 10 | ¥4 ¢} Ll 4] 33 &
1 1-14 ’ i3 q ir 7 | 13 15
5+ Lo | % 40 4 15 79
Tengal | 13 7 38 | 7 85 101
AgT At NLErvention | |
15 | BB | 37 ¢ i 35
By vy s . l LI 19 '.__ Tl
l1-14 Loom | 7 ‘51.'] v MW w
5+ ol 7, e .' o] ! 15
Tol | n 7 S A for




Table dda Evaluatdan of the type of organizations to which control cases helong

yE

Parcentige distribution of children § youth with disabllity by type of erganization, Nepal 2008

Background characteristicy

Cristrict
Banks
Bara
Crhading
Prelakha
Jhapa
K.anchanpur
Lalitpur
Mawalparasi
Sankhuwasabha
Surkhet
Tanahun
Tl
Fegion

© Central
Eastern
Farwestern
Midwastern
YWastern
Toral
Ecclogical zone
Hilt
Meuncin
Terai
Total
Current age
I-5
£-10
h-14
15+
Tearal
Age at intervantion
1.5
&0
I1-14
|5+

Total

Club

il

38

15

P

a
S0
|7
2l

10

n

15
H

Type af self belp arganization

| CBR  DPO |

Educational instibube

o
&)

a 5a ¢}

' aQ aQ Q
0 1w ]

25 | 50 a
19 42 Q
100 o |

o ton | 0

o 57 {

100 i} i}
P | 43 13
s 37 o

Q 100 o

25 50 - [

o 56 0

(1] a o
24 43 o

L 45 ¢}

i i S0 o
13 42 4]
24 43 o
Pl 4 ¢}

i} 0 o

H kI, [

Z1 43 ¢}
14 43 4

QOther

= — Y — N — D - R = 2 =]

=
R

o

el
12

[

Tatal

Respondents

R

|0
14
34
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Terre des hommes Foundation
Lausanne, Switzreriand

PO Bax 2430, Kathmandu, Nepal
Email: tdhnepal@wlink.com.np

Fhone: +977 | 5555 348

Web: www.tdhnepal-org

Hospital and
Rehabilitation Centre
for Disabled Children

&

& .Q.-
Fapng

IZBN 9937-2-1k81=

Hospital and Rehabilitation Centra
for Disabled Children/Friends of the Disabled
POBoe: 6757, Kathmandu, Mepal

Telephone: 00977-| | -64 | 666, 661 BES

Facslmibe: BOFFF-1 1- &1 777

Email; hrdci@wlink.com npladminbrdcinte.netnp

Wyebsive: hitphwaes hrdcnepal org 9789937211811






