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PRESENTATION COLOMBIA

The Colombian project is situated in Piedecuestawa with the population of 120,000 in the
state of Santander in Colombia. Piedecuesta idamniab town with a central square and park
bordered by the principal cathedral, the municipaldings and shops. The streets in the old part
of the city are quite narrow with houses bordengnarrow sidewalks. Recently the sidewalks
in the city centre have been widened and made whaelaccessible, which is a promising

indicator of awareness regarding disability issues.

ASODISPIE, or disabled people of Piedecuesta,d@ddbal manager of the project. ASODISPIE
is a disabled people’s organization that was fodnaled registered as a charity in 1997. The
organization was established in response to the lgwel of services and support for disabled
people in this area. ASODISPIE has approximatel @&&mbers and rents a building in the
older section of Piedecuesta.

Our project has four focus groups: spinal cordnjsCl), spina bifida (SB), Downs syndrome

(DS) and cerebral palsy (CP). The SCI group is cmsed mainly of adults, but parents and
children make up the majority of the remaining greuTypically, each group meets separately
once a month and with the other groups once a mdhdeting in separate groups helps the
participants to gain comfort with expressing thiioughts and sharing their experiences in a
peer group. Joint meetings between all the grogssitreate awareness about the diversity of
disabilities, to establish relationship with theod&ler community and to talk about issues

common to all.



Attendance in Year 1

In the first year we had 45 meetings with a totsdradance of 490 as demonstrated by the table

below:
Tablel.
February to December 2006
Month DS (9) SB (7) CP (22) SCI(12) Combined Total
(52) attendance

FEB 3 5 11 7
MARCH 5 5 21 12

6 5 16 10
APRIL 4 5 17 8 20
MAY 5 4 13 8 20
JUNE 7 6 13 8 20
JULY 7 - 14 8 31
AUG 4 2 14 5
SEPT 4 3 8 5 38
OCT
NOV 5 5 13 9
DEC 51
TOTAL 50 40 140 80 180 490

Attendance in Year 2

In the second year we had XX meetings with a @tt@indance of XX as shown in Table 2.

Table 2.
February to December 2007

Month DS (9) SB (7) CP (22) SCI(12) Combineq Total
Attendance

FEB 6 5 14 14
MAR 5 6 13 5 30
APR 6 12
MAY 2 3 6 6 23
JUNE 4 11
JULY 2 4 6 4 10

27
AUG 6 2 10 7 25
SEPT 6 4 10 6 29
OCT 6 3 4 Disability Day

Halloween

NOV 5 3 14 7 29
TOTAL 48 30 96 39 187 400




Identification of Needs

The emphasis in the first year was group formatind the development of a list of topics for
which the participants in each focus group wantgthér information and training (please see
Appendix 1). From this response, we developednérali strategy of topics to be covered for
each focus group, a time estimate to cover thgses@nd the resources available in Spanish.

We also developed a schedule to cover all of ttegsies within one year.

In mid 2007 it became apparent that the schedaewlas made in 2006 was not working and
that a new strategy for training with a slower pacel the repetition of topics needed to be
developed. The topics from the schedule were cosspreinto main action categories (please

see Table 3) each with its indicator by which talaate progress.

Table 3.
Strategic Action Categories
PRIMARY PREVENTION PREVENTION OF SECONDARY FAMILY & COMMUNITY
PROBLEMS
Adequate Stimulation Chronic Problems Community Rehabilitation
(Children)

Gross and fine motor abilities | Respiratory problems Work Orientation & formation
Sensory abilities Prevention and treatment of skirHuman rights
Cognitive abilities breakdown Inclusion
Social/lcommunication abilities| Urinary infections Disability group strengthening
Personal independence Constipation Integration of the family in CBR

« Conceptual abilities | Scoliosis Strengthening of family

o Social abilities Malnutrition networks

e Practical abilities Other Disability pensions

Other

Holistic Rehabilitation Social & Psychological Risk
Functional training Neurosis
Accompaniment PsychologicalSchizophrenia
& social Bipolar disorder

Difficulty in adaptation
Other
Healthy Nutritional
Habits

Food classification
Practice in preparing nutritious
food
Eating healthy food




Capacity Building sessions

Training topics in the first and second year wewenh from the list of needs as developed by the

focus groups. The project facilitators met with ghrefessionals before the sessions to provide

guidelines in regards to the topic and the teachmeghod desired. The sessions were given to

the individual focus groups in most cases; sometifoeus groups were combined as in the case

of SCI and SB for urinary tract infection (UTI) antessure sore, and all the groups were

combined for topics of interest to all such as @Gddan Health Law. The materials used were
“Disabled Village Children” by David Werner and reaal on the CAPD web site. A notebook

was provided to each participant to write notesriuthe session, to document home exercises

and to keep track of their own progress or journBgme have been faithful in using the

notebooks, but others have not perhaps due toofaekperience with keeping written notes.

In the first year, most of the training sessionseagiven by the project facilitators and covered

topics such as:

Needs and necessities

Empowerment

Characteristics of SB, DS, CP and SCI
Characteristics of leadership

Disability awareness and attitudes prevalent inespc
Specific needs, information sources, self caréaitives
Plan of action

Disability law

Satisfaction survey

The majority of the workshops in the second yearewgiven by professionals. Topics were

drawn from the following categories in Table 3: Adate Stimulation (Children); Holistic

Rehabilitation; Healthy Nutritional Habits and Chio Problems. Topics remaining to be

covered fall under the categories Social & Psyadficld Risk and Rehabilitation based in the
Community (CBR).



Special emphasis was placed on:
» Information on specific disabilities
» Urinary tract infection (UTI)
» Stimulation of gross motor & fine motor skills
* Communication
* Nutrition
» Epilepsy
* Functional training

e Colombian health law

Instead of rushing through the sessions in an attéoncover everything, the facilitators chose to
repeat some sessions. It was felt that new habgelbcare could be formed through practice. It
was not anticipated, however, that the participardsld require several practice sessions on the
same topic. It appeared that because some of theae procedures being taught were a
deviation from what the participants were practicin the home, it took one session to create
awareness and another one or two sessions foratftieipants to overcome their resistance to

implementing new procedures at home. The proceastoéving compliance is still underway.

Specific topics that remain to be covered for ryeer are found in Table 4.
Table4

FOCUS GROUP CATEGORY TOPIC
SCI Prevention of secondary problems| « Treatment of pressure sores
SB « Constipation
» Posture
»  Stretching
Family & Community * Rights re labour & education

»  Sexuality
*  Family relationships
» Selfimage

SB Prevention of secondary problems| « Respiratory problems

SB Family & Community * Independence

» Social development

* Physiological & emotiona
issues

CP Prevention of secondary problems| « Postural control

CcP Family & Community » Independence in ADL *




Behavioural conduct
Social development
Sexuality

Down Prevention of secondary problems Hygiene

Behavioural conduct
Learning

Sexuality
Independence in ADL
Rights

Down Family & Community

* ADL = Activities of Daily Living

FOCUS GROUPS

Leadership

Leadership within the groups developed over timieth® four focus groups the SCI group has
provided the most leadership within the project aamhe individuals have been willing to share
their knowledge and experience with others. Ledder&ithin the other three groups has been
slower to develop because they were largely contpbosdamily members who were not well
integrated into the Association. Participation le fproject has been helpful in this regard and
many participants have developed a sense of belgngnd acceptance within ASODISPIE.
Leaders in all the groups have now been ident&ied some training sessions have been given
although more work needs to be done in terms adrdening their specific role and providing
the necessary training for them to develop thdsskéiquired. The aim is to develop leaders who
motivate attendance at meetings and carry-throngtelf care. To date, the leaders have gained
confidence in speaking with the professional tresrend have encouraged other group members

to do the same. They have also generated morevtithst the group.

Participation
There has been a gradual shift in the participadbgroup members. Whereas they previously

kept their thoughts private, they now express tloganly within their groups. It took time to
develop open expression because they were nottaowed to talking candidly about their issues

with non-family members.

The groups vary in their sense of confidence takpe or to participate in activities such as
role playing. The SCI and SB groups have been carsdid and talk openly about their attitudes

towards self care and their habits in the home.yThee gained the confidence to engage in



functional retraining activities in front of otherShe CP and DS groups are also participating
better as demonstrated by their willingness to der@ses with their children and to express

their emotions, doubts and fears.

Communication with Professionals

Gaining experience in self expression with theierpein the first year helped them gain the
confidence needed to relate to the professionalsthen second year. Participation and
communication with professional trainers was alsbamced by practice within the sessions.
Practice provided a venue to ask questions andatdycissues as well as to voice doubts and
fears.

Changes in Self Care

Each group has its own characteristics in termprefexisting knowledge, acceptance of new
information and motivation to change self care tsabh the past, for example, members of the
SCI group had developed habits of urinary care dasehome remedies and when they had an
infection, they would wait until it was very sermbefore seeking medical assistance. They did
not like to do catheterization or to go the healihic because of bad experiences in the past.
Thus they were fairly resistant to the trainingss&ss on urinary care given by the nurse. By the
end of the third session on the topic, resistanad reduced and they began to practice
intermittent catheterization although not with tlhequency suggested. These individuals are
reporting an improved level of health due to reduggection rate. By way of contrast, the

mothers in the SB group were much more open tadhehing on urinary care practices and

implemented it with less resistance.

The participants in the CP and DS groups havetasao deal with pre-existing attitudes before
making changes in self care. In the past, manynpsieelieved that their role was to make sure
that their disabled child was clothed, fed and lsgfe from danger — but no more. They didn’t
believe that their child had potential to learntioat they could be instrumental in stimulating
his/her development. Parents of children with Esgere disability have found it easier to make
the adjustment in thinking but interest in learnedgput disability has also been noted in the

parents of children with severe CP.



Change in Self Care Behavior

Although not all of the training sessions have bg®en to date, it is evident that skills are being
developed in self care. In the past, self caremsething that neither the disabled participants nor
the professionals thought much about. At the enthefsecond year awareness regarding self

care has developed in most and the participant®dsimate a desire to learn more.

A participatory evaluation held in November 2000rid that participants experienced some
change as a result of the project. They highlightleadnges in the physical, physiological and
social spheres. These comments were placed acgdaithese categories in Table 5.

TABLES
SELF CARE
PHYSICAL IMPROVEMENTS
Improved « | have fewer infections
Health e | am going to the doctor less frequently
¢ | have had fewer hospitalizations
¢ My health has completely changed
Professional e The therapy has helped my child improve
assistance ¢ | have confidence in them
within the « | have received a lot of help from them
Project * The professionals have helped me learn about dityabi

e They try to give us simple explanations

PSYCHOLOGICAL IMPROVEMENTS

Strategies e My child’s behavior has improved
« | am putting the training sessions into practice ary child is learning to put objects in order
¢ | do exercises to control drooling

¢« My son now listens when | tell him to do something

« | am practicing the stimulation exercises in thenko

¢ | am more aware of my pressure points and reliegegure more frequently
e | have improved my nutritional habits

e The Project has helped me not to over protect nigl ch

Knowledge * We have learned to manage fever without runnirthecdoctor

Awar eness ¢ | have more knowledge about disability

¢ Now | know how to identify the behaviour of the Ichen

« | have learned how to take care of my body andat@tbetter quality of life
«  The workshops have taught me how to take care dfody

¢ | learned how to do catheterization

« | have more knowledge about urinary tract infectiand catheterization

* The training sessions have helped me increase ifity &b function

Commitment ¢ | have more commitment to learn in the meetings

« Through strength of will | have improved the sitaatfor my disabled children
e | feel very committed

« My family now knows more about disability and heipe a lot




Acceptance ¢ | have learned to like myself and to not feel alone

* | now love my child the way he is. | see many bi#aluthings in him and am happy to have
him in our home.

« As aresult of sharing with others, | can acceptdisgbility

¢ | have more liberty

* Now | am happy and live better

SOCIAL
Sharing * There has been collaboration and union with peoptside of the family
Experiences e There has been union and understanding in regamisability

e My life changed when | got to know ASODISPIE

« | learned to know other people with disability amalv | see things differently

« We get along better with the other members of thgosiation

« | like to participate in the meetings and in ASOBIB

« | have progressed with my daughter because therether children with the same disability

in ASODISPIE
Independence « We have permitted our child to be more independent
and ¢ Now we treat her like a normal child
achievements «  Now he eats normally and independently
of children * Now he is going to school

* Now he walks

* Now he knows many things

* Now he recognizes his surroundings

« Sheis a little more obedient; knows how to recesiviall requests

Specific reports of improvement

A mother in the CP group demonstrated her improability to perform the home
program in successive sessions. She states thasonmeis able to sit better and his
relationship with his siblings has improved assute

At the beginning of the project children in the B®up avoided social interaction by
hiding their faces. Now, two of these children smeconfident in social environments that
they perform dances during celebrations in ASODESFome of the other children will
also dance, but with their backs to the audieraregtample.

A mother from the SB group, who had experience @rfggming intermittent
catheterization (IC) with her child, counseled &eotmother in the group who was
fearful to catheterize her daughter at home. Tloerst mother gained the confidence to
perform the procedure a constant basis. Her daughgenot had urinary tract infections
since implementing IC and the number of diapersrahaires has reduced.

A man with SCI has more confidence in managingligability, improved independence
and mobility and is very motivated to learn abcelf sare. His comment was that being
part of ASODISPIE and patrticipating in the projaas helped him accept his disability.



Issues raised by the evaluation

The participants, group leaders, facilitators anel professional group were concerned about
poor attendance. The participants have been incoenveed by cancellation of some sessions
because only one or two people attended. The wiofess are also frustrated by participants
who fail to attend sessions and thus lag behindothers in learning about self care. Equally
frustrating is the tendency of people to show up 80 minutes late for the sessions. Suggestions
to build more commitment to the project were:

» Development of projects that would build commitmerthin ASODISPIE

* Financial assistance for transportation

» Provision of a schedule of topics beforehand

» Sessions that are more dynamic, with more gameseaneation

* More emphasis on prevention

* More involvement of extended family members suchwags and uncles

* More involvement of group leaders to motivate peopl their groups to attend and to

practice self care

Impact of the project on ASODISPIE
The project has had several beneficial effectshenarganization. It has helped build leadershigisski

unite association members, build a spirit of call@tion between association members and collabgrati
professionals, and build a sense of confidenceimwittembers. Improved self esteem was evident in the
two celebratory events held by the Association oioDer 2007 - Day of the Disabled and Halloween.
This year members of the association provided fathe entertainment. They danced, read poems they
had composed, sang songs and displayed their haridiwhey painted backdrops for skits and made
costumes that were out-of-this-world. These evewtse demonstrations of ability, cooperation and
integration. Their eagerness to perform beforerstia definite change from the past where thergwe

reluctant to become involved in activities.

Gender relations and conflict

Gender relations and conflict have not been siggifi issues within the groups. However, as

they are issues in society in general, trainingises have been given on conflict resolution and



communication. Skits have been valuable in termieahing about societal tendencies such as

“macho” behavior.

The Professional Group

Two physical therapists, an occupational therapisppeech language therapist, a nurse, a doctor,
a nutritionist and two lawyers have given trainiggssions in 2007. The four therapists are
employed by the Association and the remainder eséegsionals who have a personal contact
within the Association and have agreed to contablihe majority of the training has been given
by the therapists employed by ASODISPIE, which litates follow-through with the
participants and planning of training sessions witle project facilitators. The therapists
participated in the development of the strategys@méed in Table 3 and were sensitive to the
facilitators’ request to engage in more practicerduthe sessions. Practice plus theory was a
shift in the customary training method of givingk&a The shift to include practice has increased
participation and encouraged group members to moatihe activities at home. The practice
component has also benefited the professionalsubeca has helped them to increase their
understanding of the participant’'s needs, to redhe& use of medical terminology and has
provided an opportunity to follow progress in thartgipants. Future plans include for the
therapists to evaluate each participant and toldpve Home Program with them. The program
will be recorded in the participant’'s notebook &rve as reference for both participant and
professional to determine progress. They also paimcorporate more group therapy into the

therapy program for the participants.

The four therapists participated in the evaluatom reported that the project has motivated
them to work in a different way. In the past, a hestbrought her child for therapy and waited
while the therapist worked. Now the mother (or otfamily member) is part of the therapy
team. Therapy is also done on a group basis. Aswdtrithey have seeing the following changes:

* Improvement in the participants practicing selfecactivities in the home

* Involvement of family members other than the mather

» Families are sharing their experiences with eahbrot

» There is more team work between the professionals

» The professionals have increased job satisfaction



» The professionals have become more creative andneeful in their work

Areas to remain under medical supervision

The nurse was instrumental in providing guidangareing the areas that should stay under the
care of health care professionals. She advisegdnicipants that medication should remain
under the supervision of the doctor and that theyukl not self medicate. Both the type of
medication and the dosage should be prescribedbyrdydoctor. She also taught the participants
how to read a basic urinalysis and suggested hiegthave all the pertinent analysis performed
before going to the doctor for diagnosis and treatmIn this way, they could speed up the
process.

Recoqgnition of Expertise

The professionals recognize that people with diggliave acquired skills to improve their self
care and are impressed with the gains they havee nadiate. They do not yet see them,
however, as potential teachers of others and havewited disabled people with experience to
share their knowledge with other people with dikts.

The recognition of knowledge and experience amotigstfocus group varies. One man with
SCI, for example, readily acknowledges that therdgdation he received in the SCI group has
helped him to increase his knowledge of his coaditind to make improvements in self care

and independence. Interestinglye sessions have attracted people of other digebiind some have

attended sessions out of interest.

Historical Factors Affecting the Project and DisabPeople

In conclusion, | would like to offer some contextuaformation that may be useful in
interpreting the results. It is my opinion thatstiproject has been affected by pre-existing
cultural norms and attitudes regarding disabilagd these have affected disabled people, the

medical system of Santander and health care profesds.

The state of Santander does not have a rehaluitédcility or a solid rehabilitation program in a
general hospital. As a result, there is no cemésburce regarding disability. Although there are

specialists who offer service for particular comserthere is no capacity-building facility with



emphasis on rehabilitation for professionals orghblic. As a result, the majority of participants

in the project have received little orientatiorr@gards to their condition.

The disability law of Colombia was passed in 199d & has helped to bring awareness to
disability issues. But it takes time for attitudeschange. Societal attitudes prevalent today teach
that a person with disability will not amount to o that it is important to take care of them and
to protect them, but that is all. They are nottedawith any kind of normalcy and nothing is
expected of them.

The facilitators of the project encountered thigetyf attitude amongst the participants. It was a
revelation to parents of DS children that the dleitdcould learn something. Similarly in the

other groups, it was necessary to build awarerepsssibilities first before making advances in
teaching. The attitudes amongst members of ASOE3RVe changed sufficiently so that the

Day of the Disabled celebration featured the ‘&b8i of their members rather than asking an
outsider to perform the entertainment. This yeheirtmembers have been involved in shoe
making, painting classes and in dance, and thesatias have built a sense of confidence not

only in the disabled person but also in family mensb

Cultural attitudes toward disability also seem tén affected the health care system and the
formation of health professionals, in that disapitias been given low priority. Even now, health
insurance companies refuse to offer products andiaines as required by the health law,
forcing disabled people to take legal action. Téaching in medical schools re disability is
sparse and thus general practice doctors are Yaggedrant about the issues common to disabled
people. This ignorance accounts in part for theatieg experience disabled people have had
when visiting the clinic and thus their reluctarioeseek medical assistance for problems in a

timely manner.

The low priority given to disability by health capeofessionals may have been one factor in the
difficulty we experienced in forming a professiorgabup. The professional individuals who
committed to the project in 2006 did not attend timgs with regularity although some of them

reviewed the list of needs developed by the foaasigs before drifting away. In April 2007



ASODISPIE signed an agreement with the local habgitat a doctor, nurse and social worker
would participate in the project. But it turned dbat the people who were to fill the role of
trainer kept changing, thus reducing the consisterecessary to achieve the objectives of the
project. In the end, ASODISPIE found professiomaitside of the public system to hold training

sessions.

To conclude on a positive note, this project haanbextremely beneficial to ASODISPIE and to
its membership. It is beginning to fill a void tHads been felt by the Association membership
since its inception. The Board of ASODISPIE is véigppy with the results to date and is
looking forward to continuing the process of leagin 2008.
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Appendix

NEEDS AND NECESITIESIDENTIFIED BY THE FOCUS GROUPS
March 20, 2006

Categories Down Syndrome
Improving Needs that require the most attention:
medical care Orientation about raising the child with Down Syoithe

Knowledge about risksfactors

It appears that the parents are not aware of akyfactors

Most common complaints

Colds and eye irritation.

Treatment in the home

Don’t take medicine and don’t know how to manageaw&our

Treatment of complaints

One of the fathers demonstrated to his wife thair $on could go to the corner store to buy whawaeted.

Ways in which to

Ways to improve health care

reduce complaints

It is important to be consistent in therapy becdhseherapy helps the child become more functional

Deter mining when to visit the health centre

Rarely go to the health centre. Don't visit anyfpsesional with any regularity.

Family action regar ding disability

Some families over-protect the child. When thedthilisbehaves the family tends to give into thed;hdbing what he/she wants and this redy
the authority of the parents.

The sour ce of knowledge was empirical or from a professional

Recognize that they don’'t know how to treat thdiildren. They escape frequently, don’t control thedhincters, have aggressive behavi
towards their friends and don’t respond to commands

Areaswherethey need more clarification

The most severe problem is conduct. They haveveddittle information about Down Syndrome and aldoaw to educate their children so th
become more independent.

Waysin which to reduce complications

It is difficult to accept that they need to trela¢in as normal children. They recognize that thildm need a lot of stimulation in order to led
but they don’t know how to do it.

ces

pour

m,

Professional assistance to reduce complications

Orientation on how to give them more and bettengkation so they can gain more functionality. Redgdhe over-protection within the family.

Guidelines for raising children with Down Syndrome.

Experiencesin reducing complications




Depending on the severity of the disability, thddtcmay be delayed in learning to sit, eat, dress$ @ntrol the sphincters.

Waysin which to seek medical attention

It is important to receive psychological orientatim know how to behave when the child acts out.éxample, a girl was forced to sit on t
toilet and now she soils her panties because sifesigl of the toilet.

Services used frequently

Physiotherapy and speech

Ways to improve health services

When a baby is born the professionals should peowitentation about the Syndrome, teach parentstbatimulate their child, tell them whe
the child may be in danger and to visit the heakhtre. None of the parents were given this ortemtait was up to them to deal with th
difficulties on their own.

Waysin which to copewith disability

It is very complicated. We would be lying if we dave are managing well. Around us, people treatdisabled child as “poor little one”
sentiment expressing that the child is helplessimcapable) and this invalidates our actions.

he

Improvement
Quality of Life

in

Appropriate medical attention

One child didn'’t let the dentist examine her and sheded to be seen urgently so they went to andémtist and she let this dentist do everyth
necessary.

ing

Waysin which to improvethe condition of the person with disabilities.

The children with Down are in school but they ao¢ learning very much. Some parents say that telid takes orders from other people, but
from them. At the moment they think they havenised the child well and think twice before takirigither out because of poor behaviour. Sa

not
me

children are integrated with the family but doréte friends to play with.




Categories

Spina Bifida

Improving medical
care

Needs that requirethe most attention:

Prevention of scoliosis and kypho-scoliosis sodiédren to improve functionality. Control of sukhktion of the hip.

Knowledge about risksfactors

It is important to empty the bowels daily so infentdoes not pass to the urinary system or thencdd®s not become inflamed, or to prevent obesity.
Control of the sphincters is important to avoiceittfons which can put the person’s life at risk.

Most common complaints

Inflammation of the throat, respiratory allergiesfjux.

Treatment in the home

To avoid skin breakdown, some mothers put olivebpithe skin.
One child lost a kidney because the mother thosgghatknew how to treat the complaints of the child ehen they went to the health clinic it was {
late. On the other hand, mothers can't always stigethe child so carefully to know what is happenand when a condition is severe enough to
the health center.

00
visit

Treatment of complaints

It is important to understand the behaviors ofdhiéd so action can be taken when they behave fotlitecordinary due to a fever (for example). Sko
smell and observe the color of the urine.

Ways to improve health care

Take the child to the neurologist, urologist anthopedist and others on a regular basis althoughdifficult when the children become adolesce
because they become insular and aggressive.

nts

Deter mining when to visit the health centre

One child should visit the pediatrician regulargchuse of poor nutrition although this isn’t comnoghildren with Spina Bifida..

Family action regar ding disability

Leaving the child with a soiled diaper for a lomme increases the risk of infection and skin breakid Some families have negative attitudes and
limits the independence of the child.

this

Ways to reduce
complications

The sour ce of knowledge was empirical or from a professional

We recognize that we haven’'t made use of the psafeal orientation we were given and this has ntadgrocess more difficult.

Areaswherethey need more clarification

Why some children have a delayed development dmtohave a speedy development.

Ways in which to reduce complications

The professionals teach us to treat the complaintse children so that we aren’t going to the tieaéntre as frequently.

Professional assistance to reduce complications

Surgery for club foot, tight tendons etc and ttnopedist for braces.

Experiencesin reducing complications

Professionally they believe that they should datenlengthening operations when the child is olderthe surgery does not have to be repeated.

Improvement of
Quality of Life

Ways in which to seek medical attention




Services used frequently

It is important to clarify that these children dat mse primary medicine services, but see spetsalis

Ways to improve health services

To listen to the person with disability, to talleatly, to take more interest in knowing more alpmdple with disabilities and their needs.

Waysin which to copewith disability

It is important to seek psychological help for theslear family so they can learn to manage the simation. Faith is fundamental to the situation.

Appropriate medical attention

It is important to visit the gastroenterologist &ese some children eat very little.

Waysin which to improvethe condition of the person with disabilities.

It is important to give the child the opportunitydevelop, to strengthen their childhood developnt@ocially they should be helped because they fee
isolated due to their condition, to take them ia¢count during play.

Learn to control the tendency for sympathy becdahisedoes a lot of damage to the children as vestbaheir parents. Take them to the pool for
relaxation. Allow them to relate with other childre

Note: These

remarks came from 2 separate grouglsildfen and adults with CP. The responses areparate lines.

Categories

Cerebral Palsy

Needs that require the most attention:

Improving medical
care

Therapies
Some children lack love and have been neglected.

Knowledge about risksfactors

One boy didn’t develop his immune system and tresetto be very careful.
Some have heart problems. Urinary infections shbaldontrolled so the kidneys do not get infected.

Most common complaints

Convulsions. They don't get sick much.

Treatment in the home

Try to give them adequate medications, water foveeand try not to bother them so they don’t bexeinlent and have convulsions.
Some just try to find a comfortable position businot always the best posture.

Treatment of complaints

It is important that the mother receive orientatadvout the disability since the time of birth s@ dmows how to treat him/her. Orientation abput
rehabilitation or a person who can help the chidkwas was the case of one parent who was veryppyhaith the results of therapy because the child

did not make progress.

All the children with CP have mental retardatioc@®lary to epilepsy. In others, microcephalia caussere complications such as prematurity at 5

months, failure of one kidney to develop, convuissyndrome, intestinal problems, scoliosis duedor posture, psychomotor problems. Others h
ataxia, spasticity, learning disability. They dokriow how to manage these problems.

Ways to improve health care

One woman has 2 children with disabilities; onadgressive and violent with the family, damagesgsiin the house. One brother suggested that |

given a psychiatric drug but the point is that tldey’'t know how much to give the child. If they irase the dose when the child is in crisis, he
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becomes drowsy for about 5 days and cries a letvadird. Recommend that they visit the doctor bezaugo-medication has it consequences.
woman does not comprehend that the child has gugnand requires respect for personal space.

Deter mining when to visit the health centre

The adults with disabilities treat the common ccaimk in the home.
Others visit the health centre for health maintesan

Family action regar ding disability

The family treats the PWD as a child and not adogrtb his/her age. For this reason they havengh& him/her to be responsible and this has rast
in the child not complying. This is mainly the metls problem because she thinks of her child wity gnd over protects him/her. This attitude ofypé
cultural.

They have a passive attitude and don't stimulatett@ other hand they don’t permit them to do thitizat they think the child is incapable of doir
although some mothers have let loose a bit antiéethild do some things.

Ways to reduce
complications

The sour ce of knowledge was empirical or from a professional

Some say that they have received very little péeel orientation.
They feel they are passive in front of professisraald comply with their recommendations but dondlerstand the significance of the information.

Areaswherethey need more clarification

Don’t know how to stimulate their children to impeotheir condition.
They feel parents lack knowledge of how to helthmrehabilitation of their children.

Ways in which to reduce complications

Receive a good orientation about what to offehtdhildren
One mother blends all food for her child becaugsh®ecannot take solid food. Drug administratioavoid convulsions.

Professional assistance to reduce complications

Very few comments. See that the therapy is impartart don't feel involved in that.
The families feel they need orientation

Experiencesin reducing complications

It is fundamental to know the symptoms before cdgious, for example, so the child will not get husbme precursors are glassy eyes, stress
headache.
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Improvement of
Quality of Life

Waysin which to seek medical attention

Few visit the health centres

Services used frequently

Just control of convulsions
Neurology for convulsions, ear, nose and throatigfiet, respiratory medicine, physical medicinghopedist, optometrist.

Ways to improve health services

No response
Some mothers feel regular medical checkups are rianpoalthough they haven't had very good expegsnwith the professionals because sd
surgeries have increased the disability (convuisehke surgery and got worse).

me

Waysin which to copewith disability

Despite convulsions, one young person wanted todagohim/herself so ASODISPIE gave him/her the appoty to work in the park. The local schog
has opened their classrooms to children with diisigisi and take into account the child’s disal®tin terms of learning speed using a method called
CAFAN which is adult education. The child is ventleusiastic but doesn’t forget his/her medicatienduse his/her convulsions are very strong and




prolonged.

Appropriate medical attention

Don't visit professionals except for epilepsy, bot frequently.
Depending on the condition of the child, some dgo'to the health centre.

Waysin which to improvethe condition of the person with disabilities.

It is important to take these children into accofioit the school to stimulate them to study and thay provide the mediums necessary to improvi {
academic learning. One sister teaches the mothethh child can help around the house and thd éhihappy because he/she has a role in the fa
One mother called the family together after the taseting to tell them to call the child by namea arot by nickname. Most families have the probl
that they don’t teach their children to take resloility and fail to notice that they are adults.

The mothers realize that they over project theildeen and don’t allow them to help with the howb®eres, especially when they have difficult behess
that they don’t know how to control. What they dostold them, make them feel bad. They need thiyfamnget more involved in the process beca
sometimes the mothers feel very alone in this m®eédth their children.

Categories

Spinal Cord Injury

Improving medical
care

Needs that require the most attention:

Neglected pressure sores that reach to the bonkeaddo removal of the infected bone. A pressore that is the most difficult to heal is on thecyx.
When pressure sores don't heal, they are surroubgldéad tissue and when this happens, it shoutttbeded for it to close.

Knowledge about risksfactors

One participant uses laxatives frequently to evectize bowel which causes loss of intestinal fiatdch can lead to peritonitis and a vasectomy i

which they removed the colon.

Most common complaints
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Chronic pressure sores

Treatment in the home

Should take care of boney prominences but if tipegqsure sores) don't close well, surgical tapaishput on in the form of a butterfly. The familges
herbs to combat infections.

Treatment of complaints

To receive a good professional orientation andgetotg the lesion.

Ways to improve health care

It is important to manage constipation, to leareabd well, lots of fruit. Also it is important taidk lots of water to keep the kidneys functionimgll. In
addition it is important to know where the reaci@re coming from, for example when you have aanyiinfection you feel an itch in the lips or shisg
(individuals can experience very different sensegjo

1)

Deter mining when to visit the health centre

When a pressure sore with infected bone smelksjitportant to visit the health centre.

Family action regar ding disability

Ways to reduce
complications

The sour ce of knowledge was empirical or from a professional

Professional: A high level lesion affects all tirells. C affects the cervical spine and the lumiperthe hips; the numbers 1-4 is the most seve
it affects the respiration and you have to bredttomchially. Also, it depends how a person is #datt the accident site, if they try to stand thespn.




The T lesion affects the thorax up to the umbiliand from that point down, it is the lumber.

Areaswherethey need more clarification

Ways in which to reduce complications

PWD are not in the habit of visiting the healthtcereven though they know they should. It is imaotto avoid poor posture in order to reduce ssidiq

They say it is important to sit a person in goodtpee from the beginning because this helps to taairgood posture, even more so because the

sedentary position increases the belly.

In regards to scoliosis, the physiotherapists ml@wrientation but no don't prevent the problerke Marlene Wiens does with the workshops that help

to prevent scoliosis.

Professional assistance to reduce complications

They need psychological help to combat certainlpadinsations that, when they look for the causey tan't find one. Some feel heat in the legs,
when they are tested they can’t feel. They sayihiantom pain. How to control involuntary reflexesl tickles, etc.

but

Experiencesin reducing complications

It is important to know how the body behaves inesrid know when to urinate, to evacuate the boweltearn how to manage the chair. The worst i
feel sorry for yourself.

Improvement of
Quality of Life

Waysin which to seek medical attention

Services used frequently

Ways to improve health services

Ways in which to copewith disability

It is fundamental that the person blocks out ttet pad lives in the present. One of the thingsalffatts a person the most is the loss of sexumlithéty
— one doesn’t think of being resourceful, about howo things differently; because we think thativeee to walk, we don’t learn skills in managing th
chair. We lose time by crying and thinking, “why Pie Although it is very tough, it depends on tlitade one has; faith is important but we should
help ourselves; it is important to live the proc&d®e other thing that is difficult is the lack ggfhincter control because a person has two optfeak:
sorry or do whatever possible to go to the bathrdgdat only the person but also the family shoulkteiee psychological orientation.

Appropriate medical attention

It is important to receive advice from professienat from the self-help group because it is seribasperson fills with an inferiority complex whic
feeds the feeling of inability amongst others; whem go out you feel that you can't do it becausdear. Above all it is important to manag
complications, because a friend didn’t take cakdiad.

Orientation about the injury. The people in theugrdrave the following lesions: T8, C6, C7, T10,1T12

Ways in which to improve the condition of the person with disabilities.

It is important to form relationships with othersdanot to turn inward, to become involved in spdearn to be more independent, to work and to
psychologically leave the past behind, stop livimgmemories and crave sympathy because this isevhbitters a person.
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