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Samenvatting

Dit onderzoek richt zich op de factoren die gezdrgtiben voor het hoge niveau
van ouderpatrticipatie in Los Pipitos, een orgaresaan ouders voor kinderen met een
handicap in Nicaragua.

Het model van participatie van Shepard en Ros@5)1Bevat vier niveaus van
participatie: communicatie, verbeteren thuis sigjatrijwillige inzet en advocacyDit
model is gebruikt om de term ouderparticipatie teucsureren in dit onderzoek.
Interviews, observaties en focusgroepen werderewiigyd in acht projecten van Los
Pipitos van januari tot en met april, 2012. Tevemsrden de statuten en het
ontwikkelingsplan van de organisatie geanalyseerd.

Inbedding in de gemeenschap, beleid betreffendacipatie en de mate van
professionalisering beinvioedden ouderparticipategk. Inbedding in de gemeenschap
en beleid betreffende participatie hadden eenipusitinvioed op ouderpatrticipatie. Het
effect van de mate van professionalisering waseearnhbigu. Professionele therapeuten
die ouders ondersteunden in de therapie voor hulekeén verbeterden de participatie op
niveaus van basis communicatie en verbetering .thdét uitzondering van Ocotal en
Distrito VI, waar ouderparticipatie juist verminderdoor professionalisering op het viak
van therapie. Professionalisering op een niveauovganisatie en beleid verminderde de
ouderparticipatie in twee projecten, omdat profassls de rol van ouders overnamen. In
andere projecten probeerden professionals de otelayadersteunen in de organisatie
van het project. Deze ondersteuning zorgde er dabrparticipatie in deze projecten

toenam.

Abstract

This study focuses on factors which contributedttie high level of parent
participation in Los Pipitos, a parent organizatifmm children with a disability in
Nicaragua.

The participation model of Shepard and Rose (1@&6pmpasses four levels of
participation: basic communication, home improvetmeolunteering and advocacy. This
model was used in this study to structure the ganeEparent participation. Interviews,

observations and focus groups were conducted imt @igjects of Los Pipitos between



January and April 2012. Also the constitution amrdelopment plan of the organization
were analyzed.

Embedding in the community, participation policynda amount of
professionalization strongly influenced parent iggration. Embedding in the
community and participation policy had a positimduience on the parent participation
but the effect of the amount of professionalizaticas ambiguous. Professional therapists
supporting parents in therapy for their childrempioved the participation on the levels of
basic communication and home improvement. Exceptisare Ocotal and Distrito VI,
here participation of parents decreased becaugmabéssionalization in the therapy.
Professionalization on an advocacy level decredbed parent participation in two
projects, because professionals took over the obléhe parents. In other projects
professionals tried to support parents on the aatwotevel of the project. This support

increased parent participation in these projects.



Introduction

Nicaragua is one of the poorest countries in Gémimerica: 46,2 % of the
population lives under the national poverty line of\tbank, 2005). According to
Bradshaw and Linneker (2003), 44% of the peopldiareg on less than a dollar per day
and 75% on less than two dollars per day. In Nmaaathe prevalence of disabilities is
10,3 % (Mont, 2007). Dudzik, Elwan and Metts (2082te in their reviewhat the
major causes for disabilities in developing cowstrare malnutrition, communicable
diseases, low quality of perinatal care and ac¢glekccording to this review, poverty
also increases the risk on developing a disabilityNicaragua, the Revolution and the
Contra War as well have been causes of disabNiby.only accidents related to this war
caused disabilities. Other equally important causds disability were: severe
malnutrition, lack of medical services, preventiand bad sanitation (Montes and
Massiah, 2002).

In the recent past the Nicaraguan society did nogt children or adults with a
disability; ignorance and prejudice were common aamg this group. Services or
therapies were not available for children with sadhility (Los Pipitos, 2012a). Therefore,
a group of parents from children with a disabiliiganized themselves and founded the
organization Los Pipitos to provide services fasth children. The parent participation in
Los Pipitos is high; the parents run the major pérthe organization themselves (Los
Pipitos, 2003).

The participation in the organization Los Pipitas riot only formed through
parents. In addition to parents, members of theredd family also play an important
role in participation (Los Pipitos, 2003). Therefpiboth participation of parents and
family members other than parents will be invesddaand will be referred to as parent
participation in this study.

According to empirical work of Hartas (2008) pargatrticipation improves the
well-being of children; by being closely involvedargnts influence children’s
rehabilitation process and their social and emafiodevelopment. Hence, the
participation of parents is important for the pesitdevelopment of the child.

It would be useful for other similar organizatiotts know in which way this

participation of parents and other family membesrestablished and maintained in Los



Pipitos. Therefore, the aim of this study is tontfy the current level of participation
and factors which influence parent participatioheTesearch question of this study is:
‘Which form does parent participation take in Lodpibs and how do local

circumstances and participation policy influencestharticipation?’.

Project description of Los Pipitos

Los Pipitos is an organization of parents, famileasl friends of children and
youngsters with a disability who provide help fbese children, youngsters and their
families. In 1987, 21 parents of children with aatiility invited families of children with
disability to organize themselves voluntarily (L&pitos, 2012a).

The mission of the organization is to make familéshildren with a disability
work to create a community with better conditiomsl &qual opportunities for children
with a disability. Families, the community, civieganizations and the state are sensitized
according the rights of children with a disabilifjhe goal is to implement and legalize
policy, programs en specialized services. Thedes tae a shared responsibility of family
members and professionals. Parents and their ehildtho become member of Los
Pipitos receive privileges in care and support. étheless, for parents and children who
are not a member some services are available aglwslPipitos, 2012b).

As of now there are 86 active projects of Los Bmitn whole Nicaragua. A
project is called a capitulo when at least 50 fe®ibre organized together to provide
help for their children with a disability. A capitu has a board (Junta Directiva
Municipal) which is responsible for the organizatiof the project. 50 members have to
participate in the election of the board. The mest of this board is a parent of a child
with a disability and the treasurer someone fronside the organization. A project
which does not have 50 parents, but does offer sharapies or activities is called a pre-
capitulo. Instead of a board, pre-capitulos hagarant commission. In this study both a
capitulo and a pre-capitulo of Los Pipitos willdaled a project (Los Pipitos, 2003).

Four programs are present to accomplish the missfidios Pipitos (Los Pipitos,
2012c).

1. Sensitization and promotion of the human rights
This program is aimed at the change in Nicaragoaret/ concerning the human



rights of people with a disability and influencipglicy and legislation. First of all, the
organization tries to unite parents of childrenhvatdisability to inform each other about
these human rights. Parents who do not make thidren integrate in society and/or are
not stimulating the development of their childrea motivated by other parents. Second,
the organization provides lectures and advertisémetie entire country to promote the
rights of children with a disability.

2. Learning programs for families

Prevention and rehabilitation are important partthe organization and they are
based on two ground rules. First of all, the pgréton and dedication of parents is
essential in the rehabilitation of the child. Setotihe support needs to come from the
community to make this process succeed. Therefine, program contains several
elements.

Los Pipitos has centers for early education antbnad) centers for rehabilitation
and early education. In these centers rehabilitaservices are offered. The regional
centers provide additional medical and diagnosssistance for children and here
volunteers are trained. Furthermore, a medical gaglaal institute in Managua is
present, which provides diagnostic and rehabititatservices for people in entire
Nicaragua. To reach the more rural parts of thentgu_os Pipitos has a mobile brigade.

Almost each project arranges learning groups faems. Trained volunteers
manage these groups, where parents exchange exgaiand gain new knowledge
about the disability of their child. The developrhehthe children at home is stimulated
through these groups.

3. Programs for social integration and communithamcement

Los Pipitos not only provides medical and rehadiiMe care for children with a
disability, they also try to promote their integoatin Nicaraguan society. The integration
of children with a disability in education and irosking life are parts of this project. In
addition, activities related to sports or culture arganized to stimulate the integration of
these children. Once a year, a cultural or spassiial is held to make the Nicaraguan
society aware of Los Pipitos and her activitiesieRes and children from almost every
project participate.

4. Program for development of associative skills



To assure leadership capacities of board membeaglership trainings are
organized. This is arranged by national staff mesbeho visit a project to provide
trainings. In these trainings a participative metti®used, participants have to participate

in role plays and evaluate their own activitiegexthange with other parents.

Theoretical framework
Definition and importance of participation

Zimmerman and Rappaport (1988, p. 726) describiécymation as “involvement
in any organized activity in which unpaid individsigarticipate in order to achieve a
common goal’. When it comes to the participatiorpafents, these terms are divided in
parental involvement and parental participationcéxding to Fan and Chen (2001) and
the theory of Ho Sui-Chu and Willms (1996) parentalolvement contains the basic
obligation of parents and the involvement of padntdaily routines of the institution
and at home. Bray (2001) and Suzuki (2002) refgra@ntal participation when there is
an influence of parents on organizational and ydivel of the organization. Since in
this thesis the two explanations are used togetherterm parent participation will be
used to cover both definitions.

Empirical studies (Coyne & Cowley, 2007; Epstei0Q2; Hartas, 2008; Ketelaar,
Vermeer, Helders & ‘t Halm, 1998; Poirier & Simar@006) show that parent
participation in different institutions like schoomedical care or daily treatment,
contribute to more effective care for children. @alt, Woltman and Hocher (1990)
explain in their review the important role of faypnimembers in providing care and
treatment for those children who require extensive frequent exercise and/or treatment
at home. Although some of this literature is rete@ from studies in educational settings,

the information might also be applicable in otheftings, such as daily treatment.

Empowerment and its influence on parent participati

According to Van 't Rood (2012) empowerment i“dbility of people to direct
and control their own lives, but with the self amgation to construct a caring,
responsible and safe environment”. To come to cocste changes in their environment

this ability has to be adjusted to the existingesysand structures of power (Inglis, 1997;



Ansell, 2005; Hur, 2006). Berger and Neuhaus (1%&&cribe empowerment as a term
which refers to the control people have regardiv@rtown life and their participation in
the processes inside their community (Ansell, 20Q0&tz, 1984; Rappaport, Swift &
Hess, 1984;), which can be seen as a combinatitimedaivo first definitions. Both Judge
(1997) and Trivette, Dunst, Hamby, and LaPointe9@)efine a strong and significant
relationship between the empowerment of parentstlagid participation in help-giving
practices. These studies found out that more emalzgarents were participating more
in help-giving practices.

Shepard and Rose (1995) describe in their theatestudy how empowerment
and parent participation are related. The morentsrfeel empowered, the more they are
likely to participate. A higher amount of particijmn is achieved when parents acquire
the knowledge, skills and trust in others necesgargmpowered control over their own
life.

According to their theoretical model (Shepard & &0k995) parent participation
takes place in multiple levels: basic communicatibame improvement, volunteering
and advocacy. Basic communication contains thelrgébntact between parents and the
professional in the institute who offers care toe thild. In this phase parents accept the
responsibility they have monitoring their child’sogress and reporting this progress to
the professional. Parents also may have acceptedinformation gained by the
professional. The next level, home improvemenfipesised on improving parenting skills
and/or skills related to the child’s home-learneryironment. The parent must be more
committed in this stage and more involved in hisspeal development as well the one of
the child. Volunteering contains the activities alhgo beyond the home environment, as
parents are more involved in the institution its€lie abilities of the parent are important
and he or she has to be more confident of their s@h This is because contacts with
other parents and people in the institution becamee frequent. The level of advocacy
focuses on the involvement in local, district atstvide groups. The parent takes part in
influencing the policy and procedures or other iingbnal changes affecting the
community.

Shepard and Rose (1995) argue that the involvearehempowerment of parents

become more intensive when they follow these fdaps The empirical study from



Reicher, Bickman and Heflinger (2004) made cleat frarental beliefs or self-efficacy
are indeed reaching the highest level once thew lea assist and interact with other
people in a civic or health organization, like dnén or parents and/ or work with local
and statewide organizations. Bloom (1992) adds ¢tmdy when parents are actively
involved in groups or offices which affect chang®es a local, district or state level,

parents find themselves in the highest level of @vgyment.

Conditions for successful participation

Several studies (Hartas, 2008; Ketelaar, et 808} discover that organizations
and parents must act in certain ways to reach ssftdeparticipation in different levels.
Ketelaar et al. (1998) reviewed multiple studied &und that through participation of
parents the care for children with a handicap igemeffective, but only under certain
conditions. Several of these conditions are maelarch the model of Wolfendale (1985)
which is confirmed in a study of Swicks & Grave99%3B).

First of all, according to the model of Wolfenda[#985), parents have to
contribute to services as well as to receive thether studies (Hartas, 2008; Ketelaar et
al., 1998) explain that parents develop self-canfae and responsibility by contributing
to services, which makes them more empowered. Thenoe that parents feel
empowered to participate increases by receivin@fpeopriate services for the problems
of their children (Judge, 1997; Trivette et a9).

Second, the model of Wolfendale (1985) statesphegnts need to be active and
need to have a central position in decision-maland implementation of the services.
Reiger, Bickman and Helflinger (2004) point outtttiee extent of collaboration between
parents and professionals is related to parentgeped self-efficacy. Therefore, it is
beneficial to approach parents as equal partneémpgoove their self-efficacy. According
to Delgado-Gaitan (1991) this increase in empowatragain leads to better cooperation
between professionals and parents. When parentsoaiie an equal position, they may
feel not taken seriously and their participation cecrease (Kellagan et al., 1993). The
review of Ketelaar et al. (1998) adds the resudt ttollaboration in setting goals may
prevent unrealistic expectations and frustratioihgasents and professionals. This study

(Ketelaar et al., 1998) also emphasizes the impoetaf parents being involved closely
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in the daily care of the child. Professionals he/geach parents how to establish the care
and exercises at home.

Third, according to Wolfendale (1985) parents h&weébe seen as people who
carry the same amount of expertise as professiolmalg/hen professionals acknowledge
this expertise, parent participation increasesr{@o& Simard, 2006). Nevertheless, the
idea of equality of expertise changed in later istsidDale (2006), confirms the value of
an equal relationship between professionals andnpmrbut clarifies that this does not
mean parents and professionals having the samerarabexpertise. Parents have a lot
of knowledge and insight regarding the needs angeldpment of their own child
(Swicks & Graves, 1993), therefore, they can makeeaningful contribution. According
to Dale (2006) this makes them equal to professsona

Fourth, the model (Wolfendale, 1985) states thatnia share responsibility with
professionals; they are mutually accountable. Thadepsional and the parent are not
separately enhancing the development of the dbiltishould take responsibility together
(Coyne & Cowly, 2007).

Civic organizations and social capital

Los Pipitos, the subject of this study, is a ciaiganization. The following
theories explain how civic organizations are cargeéd and make it possible to
understand the definition of civic organizations

According to Weinberger (2000), a civic organizatis built by social capital.
Social capital or a community has been defined iy & Ashman (1997, p. 1470) in
terms of “relationships that are grounded in stritet of voluntary associations, norms of
reciprocity and cooperation and attitudes of socigdt and respect”. A community is as
well defined in other terms. Gusfield (1975) uses major terms in his theoretical study.
The first is the territorial and geographical idéaommunity: the neighborhood, town or
city. The second is “relational”: it does not emglaa the territorial space, but “the
quality of the character of human relationship haiit reference to a location”. Gusfield
(1975) notes that these two terms cannot be separately, but Durkheim (1964)
observes that society develops community arouretests and skills more than around

locality. The relational definition of community Mvibe used as the definition of
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community in this study, since it corresponds wité definition of social capital.

According to several studies (Brune & Bossert, 208fstein, 2001; Liu &
Besser, 2003; Weinberger & Jitting, 2001), socaglital plays an important role in the
participation in civic organizations. In Nicaragus,high amount of social capital in
organizations improved the level of participatiarcivic organizations (Brune & Bossert,
2009). Additionally, empirical work from Moser (18Pdemonstrates thaarticularly on
poor people, social capital has a positive infl@enc

This positive influence is explained as follows. Amportant indicator of social
capital is the existence of a local developmenugrdeing a member of a network on a
local level (Weinberger, 2000). When people aréadhin local development groups they
feel less vulnerable (Moser, 1998) and they aretlmir way to becoming more
empowered. Case studies (Lam, 1996; Ostrom, 1986tbEcke, 1993; Uphoff, 1993)
show that membership in groups facilitates infororaexchange and helps building trust
and social cohesion. This relation is also mentioty Moritsugu (2010); shared
problems between individuals can result in relaiops which contain mutual emotional
support. In addition, professionals’ involvementthin the families increases as well
(Epstein, 2001). This form of bonding inside antitnion makes it easier for people to
participate and/or to maintain their participatiqivoritsugu, 2001; Perkins &
Zimmerman, 1995).

Weinberger (2000) adds another concept; in her meapistudy the costs and
benefits of participating on an environmental aedspnal level are summarized. On an
environmental level these are the communicationtegys time, budget and the
institutional structure which surround a person. ®personal level these contain the
interesting and searching behavior, attitude towgdlitical and social behavior and
perception of power relations. The costs and benefiparticipating are explained in the
study of Weinberger and Jutting (2001). When a grfor example, is on a tight budget
and taking the child to therapy means there ishessey to feed the family, the costs of
participating in an organization are higher thaa bienefits. When costs of participating
are higher than the benefits, there is none or pesscipation. When the benefits are
higher than the costs, it is more likely that peopérticipate. It is especially difficult to

make poor people participate, because most ofitestheir costs are higher than the
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benefits. Therefore, organizations and donors nnedtice the costs or increase the
benefits, to reach this part of society.

The empirical work of Weinberger and Juttinger (BOthakes clear that being a
member of a social network can be a benefit forpfee@and therefore, is an important

determinant for participation.

Current study

The aim of this study is to identify the form ofrpat participation in Los Pipitos
and how local circumstances and participation poiitfluence the level of parent
participation. The literature mentioned above mak@®ssible to structure the methods
and results of this study in order to identify thebfferent elements. The following two
sub questions are formulated:

- What is the amount and form of parent participatin the investigated projects of Los
Pipitos based on the levels basic communicatiomeéhamprovement, volunteering and
advocacy?

The theoretical model of Shepard and Rose (1995b)ésl to structure the sub
guestion about the form of parent participationeldasn the four levels of the model.
Additionally, the model is used to see if parentsovare present in the various levels
show different levels of empowerment.

- What is the influence on parent participation of

a. community embedding,

b. participation policy and

c. amount of professionalization?

The theory of Weinberger (2000) emphasizes the itapoe of social capital in
civic organizations and the four elements of thelei@f Wolfendale (1985) point out the
key role of professionals in parent participatiés. a result, this information forms the
first and the last of point of this sub questionldiionally, these elements of the model
of Weinberger (2000) and Wolfendale (1985) will iied in this study to identify the

form of the different projects in this study.
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Methods

This study employed document analysis, semi-stradtinterviews, focus groups
and observations. As table 1 shows, eight of thepBfjects of Los Pipitos were
investigated, at least one project in every regyrihe country. Besides selection by
location, projects were selected because of thewolg circumstances; located in urban
or rural area, an own or a rented building, higt knw levels of facilities offered by the
project, high and low levels of parent participat@and the recognition as a capitulo or
not. The differences between the projects madessiple to compare the results and to

see whether or not these factors had an influengegent participation.

President Parents Board Key-
Interviewed members informants
Nueva Yes 2 2 3
Guinea (interviews)
Ocotal Yes 18 2 2
El Sauce Yes 9 3 1
Potosi Yes - 1 1 (national
(commission staff
member) member)
Ledn Yes 8 4 1
Distrito VI Yes 5 2 1

(commission (paid
members)  employee)

San Rafael Yes 10 2 2

del Norte

Bluefields  Yes - 2 -
(commission
members)

Table 1. Overview of investigated projects

Procedure

Two policy documents of Los Pipitos were investghin the document analysis.
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The first document concerned the ‘Estatutos’ (Lgstés, 2003), an explanation of the
work procedure of Los Pipitos along with the rigltsd obligations of members. The
second document was the ‘Plan estratégico 2008-2@la@s Pipitos, 2008) which
contained future objectives of the organization trelmanner in which these were to be
reached. The information retrieved from this analysas used to form topics for the
interviews and focus groups. Besides that, the rgépelicy was part of the data since it
had an influence on parent participation.

The interviews with board members of the projectduded the following topics:
conditions of the municipality, form of the projesgarding services and recreational
activities, the process of rehabilitation, the azhay part of the project, the levels of
parent participation and the use of organizatiolicpan the project (Appendix 1). The
interviews with professionals on rehabilitationdécontained the same topics except the
topics about advocacy (Appendix 2). In the focusugs these topics were the same, but
guestions were adjusted and topics about feelipgetms of the parents were added
(Appendix 3). Next to these interviews, researclasieed key informants on a national
level about the differences between the projeddditional factors which influenced the
participation of parents were asked too. Sometithese informants mentioned new
perspectives which the researchers were not awaiderefore, these topics were added
to the topic list.

The national staff of Los Pipitos informed the difnt projects about the visits of
the researchers and local staff was asked to amgdhe focus groups. The researchers
asked for participants with different charactecstias a result the participating people
varied in age, time/experience in the organizaitieslf and level of participation. Most of
the parents were mothers, because they participated than fathers in the projects.
Sometimes other family members were present as Wed selection of participants for
the interviews happened during the visit. Reseascbelected additional key-informants
at the project, based on observations and conv@msatParticipants were selected
because they had a lot of current knowledge of, arderience with the project.
Furthermore, a board member and someone from euthiel board were interviewed
because these persons had different viewpointstath@u project organization. Paid

therapists, when available, were included in therinew as well, because they had a
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more objective view on the project.

As table 1 shows the focus groups varied in siamffive to eighteen parents and
30 interviews were conducted. The big differencesnimbers of participants in the
projects can be explained by practical factorsmae timits, lack of key-informants other
than board members and the number of parents vibalgcwere invited and showed up
during the focus groups.

One interview is partly used because the recorthefinterview got lost before
the transcription was finished and as a resultas wot complete. The interviews were
taken individually most of the time, although inng® cases because of time limits of
participants, interviews contained two or thredipgrants.

The focus groups and interviews were semi stredtand conducted with a topic
list. At all times the interviews were flexible andcasionally the topic list did not suit
the situation of the location. At these times, &swot used completely. The focus groups
and interviews took place in the centers of LoSt®§ Some exceptions came up: one
interview was conducted at the workplace, and twdha house of the participant
Observations were free, which meant that the rebees observed therapies and

activities in the center and made notes, to deschb situation.

Reliability and validity

Some parents might have given socially desiralniswars during the focus
groups. This was notable since parents waited oapgnoval of other participants and
therefore answered slowly or let somebody else ansihere were several reasons why
parents might have given socially desirable answrst of all, the presence of a board
member might have influenced the answers of thenpsy since some parents not dared
to be honest. Nevertheless, presence of board menees not avoided. The board
members made the participants feel more comfortatléimes they helped explaining
guestions and gave some extra information. Thearekers talked with two presidents in
advance when they attended the focus groups taiexfsiem not to give answers, but
help explaining the questions.

Another influence on the given answers in the inésvs/focus groups was the

cultural difference between the researchers anitants. The participants did not want
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to be negative about their own project to peoplemfroutside. Besides that, the
participants knew that the researchers visitedRip#os for the Liliane Foundation. This
might have increased the social desirability ofahewers, because of the gratitude these
respondents wanted to show to secure more heleifuture. This problem is solved by
telling the participants that the researchers wetgrom the Liliane Foundation but only
did a research for this organization. Thereby tasearchers created a comfortable
atmosphere during the interviews and focus groupgsy did so by introducing
themselves, starting with easy questions, such aass fabout the project and the
researchers made clear that there were no goodomigvanswers. Still, objective answers
by the participants cannot be guaranteed, but reisers checked the given answers with
their own observations and as a result reliabilias protected.

All the interviews were conducted in Spanish, Négara’s official language. This
was not the researchers first language. The rdsmaraeceived training and could
express themselves and understand others cleatyao some help by native speakers
with setting up the topic list. One interview istnsed because of language differences
and misunderstanding between the researchers andodhicipant. This made the
interview not reliable enough.

The interview-topics determined the form of theemtew. Therefore, factors
which had an influence on the level and form ofeparparticipation could have been
missed because the researchers simply did notaskdm. This threat is diminished by
stating some extra open questions about factorshninfluenced the participation in a
positive or negative way according to the partinisgAppendix 1,2 & 3).

During the study the researchers kept in touch wétional staff members, who
were important key-informants. Conversations witbrh were held every now and then
to discuss the results so far. During these coatierss new topics came up which were
added to the current list.

The use of several methods made comparison obtisevers possible. At the
moment results within a project were inconsistémt tesearchers tried to check which
result was correct. If this was not clear, thossults were not used. For example, the
results regarding numbers of parent participati@neanot included in the analysis, since

the answers concerning the amount of participatianproject varied highlpetween the
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participants.

Because of these procedures, such as eliminataoganstent results and creating
a comfortable atmosphere during the interviews faeds groups, the reliability of the
study is secured.

Results
General information about the projects
Capitulo

Table 2 shows Potosi, Distrito VI and Bluefieldst being a capitulo at the time
of the study. These projects did not have enougkieamembers or a board. All the other
projects were rated as a capitulo. Ledn was thesblchpitulo and has been a capitulo for
24 years now.

Capitulo Urban or Level of poverty  Transport
Rural in municipality *
Nueva Guinea Yes rural severe -
Ocotal Yes urban low -
El Sauce Yes rural intermediate -
Potosi No rural low -
Leodn Yes urban low -
Distrito VI No urban low -
San Rafael del Norte  Yes Rural high -
Bluefields No urban severe -

Table 2. general information about the projects

Urban or rural
The information given in table 2 combines inforioatgiven by the participants
and observations of the researchers. Managua veasntst urban area, followed by

Ledn. The other towns were smaller, but Bluefieldd Ocotal were also rated as urban

1. Mapa de pobreza extrema municipal por el métiedoecesidades basicas insatisfechas, Instituto
Nacional de Informacion de Desarrollo, 2005
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because they fulfilled a more regional function.

Poverty

Some households lived beneath the international lef extreme poverty in the
municipalities where poverty was rated as low. Pgveeirned out to be a problem in all
the visited municipalities. The level of povertytire municipalities was highly related to
the location of the municipality in the country.uBfields and Nueva Guinea both were
extremely poor and located in the east of the ggumthich was the poorest area of
Nicaragua. Ocotal and San Rafael del Norte werh lomated in the north, but Ocotal
was less poor because employment was higher. Tiee otunicipalities were located in

the west; here poverty was lower.

Transport

Transport turned out to be a problem for everyjgato In urban areas public
transportation was too expensive, or not acces$iblehildren with a disability. In the
rural areas there was not sufficient public tramspad parents had trouble reaching the
projects.

Amount and form of parent participation in the gcis with regard to basic

communication, home improvement, volunteering ahwbeacy

Basic Home Volunteering  Advocacy

Communicatio  improvement

n

Nueva Guinea - +- ++ ¥
Ocotal + + +- +-

El Sauce + + + +
Potosi - - - -
Ledn ar + ++ ++

Distrito VI +- +- - N

San Rafael del Norte + + . +
Bluefields +- +- - -
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Table 3. overview of parent participation in th@jects

Amount of parent participation

Table 3 shows information about the amount of mangarticipation in the
projects. In Potosi, Distrito VI and Bluefields pat participation was extremely low;
only a few parents were active. Bluefields and V1 did offer some kind of therapy
and several activities. In Potosi the project arffgred a few activities for adolescents.

In Nueva Guinea and Ledn parent participation wigh,hthe majority of the
members was active at the levels volunteering ameaty. Respondents in Nueva
Guinea even mentioned that all the active membeanicpated at the levels volunteering
and advocacy. On the other hand, observations ghoseene parents who came
occasionally to the center but practiced with tlekildren at home, these parents were
situated in the level home improvement.

In El Sauce and San Rafael del Norte parent [@ation was intermediate.
Members who lived close to the project participatedthe levels of volunteering and
advocacy. Parents who lived in remote areas welngvito participate, but through
difficulties with project access they participatieds. In Ocotal, participation on basic
communication and home improvement was high, bly eome participation in the

levels volunteering and advocacy was present.

Form of parent participation

In the different projects, parents had an active
role in the therapy of their children. Professienalr
trained parents instructed the parents in which way
work with their children and parents were supporited
this process. Distrito VI and Ocotal had profesalsn
: who sometimes took over the task of the parentsllin
locations, except Potosi, parents participated anemt

learning groups to learn more about the disabiiby

how to work with their child at home.

Figure 1. An example of parental
involvement; mothers doing

physiotherapy with their children 20



Some parents, especially in Ocotal, did not jracht home; at times they were
not even active during the therapy. Furthermortat af parents in Ocotal forgot their
appointments or did not came to their appointmentsme.

Activities on a voluntary level mainly concernduketorganization of activities,
helping with activities in the different projectdeaning the building and helping with the
administration. In Nueva Guinea the project alsovjgted free meals, and a group of
parents prepared these meals every day. Mosegdatents who participated on the level
of advocacy were part of the local board or helihesl board. For example, they visited
other parents to stimulate them to become a mewotbens Pipitos, or talked at schools
about the integration of children with a disabilityregular education.

What is the influence of a. embedding in the contyjwbnparticipation policy and c.

amount of professionalization?

Embedding in Participation Amount of
Community policy professionalization
Basic + + +or-
communication
Home + + +or-
improvement
Volunteering + + -
Advocacy + + =

Table 4. overview of influence of embedding inctimunity, participation policy and

amount of professionalization.

Community embedding

As table 4 shows, embedding in the community im@doparent participation on
all four the levels. It is notable that projectsigvhreceived a lot of help from the
community and/or did more to involve the community had a bigkevel of parent
participation and more patrticipation in the levels/olunteering and advocacy. In Nueva
Guinea, San Rafael del Norte and Ledn this wasta lfa San Rafael del N@r people of

the community helped with transport to get membersnportant activities or meetings.
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The participants mentioned that because of thig patents were able to participate. In
Ledn, where community embedding was very high,apists and professionals worked
voluntary in the center. Practical help made papamticipation possible and improved
the services offered by the project. Observatidosys groups and interviews showed
that parents within the projects felt supported mvheceiving help from the community.

Consequently, they were tented to participate.

The positive effect of community embedding was motable in Potosi. In this
project the community was willing to help, but Hgrény parents or children were
present; the project wasn'’t active. This illustsatieat help offered by the community was
not enough to increase parent participation. Olagems showed that to create

community embedding, the project and community Haweork together.

Participation policy

Table 4 demonstrates that participation policyueficed parent participation in a
positive direction. As stated in the project dgseon, the general policy of Los Pipitos,
used by every project, contains factors to enhgrarent participation. But only when
there was an active implementation of the policyhia form of activities in the projects
the parent participation increased. Some boardsnargd meetings and working groups
for the parents about their duties and rights asember of the organization. In the
projects where they did this on a regular basismarturned out to be aware of their role
and responsibility. The parents in the focus grokpsw the regulations and explained
that they were important for the sustainability tbé projects. As some participants
mentioned: “This board will go away one day andntlegher parents have to take it
over”.

Besides this, Nueva Guinea and San Rafael del Nextended the parent
participation policy by offering free meals andergansport. Results showed that this

policy was successful, parent participation inceeas

Amount of professionalization
The amount of professionalization, as showed inetah was influencing

participation in both a positive and negative dim@t The influence was mainly positive

22



for the participation in the therapies, since ia thajority of the projects the professional
therapists motivated the parents to participatethEamore, parents in the focus groups
mentioned that the professional therapists werengiko listen to the parents and took
the wishes of the parents into account when settmthe therapy plan. The parents felt
taken seriously by the professional therapists theg were aware of the fact that they
played an important role in the therapy of theilldrien. In the majority of the projects

therapists recognized and understood the impomtdiliience of parents in the therapy
and that parents therefore should be involved. Aes ghysiotherapist mentioned: “I am
working one hour with the child, but the parenatshome with the child the other 23
hours and is therefore more important”.

In Ocotal and Distrito VI parents were passive wgrithe therapy of their
children, only the professionals worked with théddren. Observations showed that the
mentality of the professionals was different inseprojects; professionals were not
trying to involve the parents during the therapy.

Professionalization on an organizational level édgrrout to be negative for the
parent participation in Ocotal and Distrito VI. timese projects, paid professionals were
responsible for the coordination and organizatibthe project. The parents in Distrito
VI said: “She can organize activities and do adl Work here, because she gets paid for
it”. This showed that parents at these locatididsnot feel a responsibility for the project.
In Bluefields and Potosi professionals on a natidesel helped parents on an
organizational level; they visited the projectsagionally. Observations showed that this
support improved the skills of the participatinggras. The professionals made clear that
they were only supporting these parents, whichaveisnportant difference.

The amount of professionalization influenced thiatren between parents and
professionals. At the majority of the projects thelation between parents and
professionals was informal and confidential; theréipy and advocacy part of the project
were organized together. The approach of profealsamade parents feel valuable as a
member. For example in El Sauce, here a mother Sakel help because we know they
take us in account”. The equal relation was imprgvihe feelings of self-efficacy and
participation. In some projects like Ocotal andtbis VI, parents came by appointments.

In combination with the formal atmosphere in thejg@cts and the professionals who not
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explicitly tried to activate the parents, the relatwas not equal. Parents lacked the idea
that they were important for the project, what mddelings of self-efficacy and

participation decrease.

Conclusion

This study focused on factors which contributedthie high level of parent
participation in Los Pipitos, a parent organizatifmm children with a disability in
Nicaragua. The participation model of Shepard angdeR1995) states that there are four
levels of participation, which are related to teedl of empowerment of the parent: basic
communication, home improvement, volunteering agiebaacy. This model was used in
this study to structure the concept of parent padtion. Interviews, observations and
focus groups were conducted in eight projects of Pgitos between January and April
2012. The constitution and developmental plan efdtganization were analyzed to set
up these interviews. The results are structurethriee themes; community embedding,
participation policy and the role of professionals.

The amount and form of parent participation in LPitos varied between
different projects. The locations Nueva Guinea b@oh had a high level of participation,
Ocotal, El Sauce and San Rafael del Norte an irgdiate level. The amount of parent
participation was extremely low in Potosi, Distritb and Bluefields. In every project,
except Potosi, parents participated on the levdlscammunication and home
improvement. Mainly in the projects with an intediae or high level of participation
parents participated in volunteering or advocacy.

Different factors inside the organization contrgmitto the level of parent
participation. First of all, projects which were leedded in the community had more
parent participation on the higher levels. Secdine policy of the organization contained
factors which contributed to parent participatidirojects that adhered to this policy
organized learning groups and recreational aatwitvhich stimulated the participation.
Third, the role of professionals was ambiguouslotations where professionals took
over the role of the parent in therapy and orgdimmathe participation of parents
diminished. Whereas in projects where professiorsipported the parents, parent

participation increased. This was seen in projettsre professional therapists supported
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the parents during the therapy of their child, @ndvided the parents with skills and
exercises. In addition, national staff members etegd parents of some projects with
organizational skills and leadership trainings.

The reliability of the results may have been a#ddby socially desirable answers
of the respondents. Socially desirable answers roamgiubecause of several problems.
First, because participants knew that the reseesohsited Los Pipitos for the Liliane
Foundation, second, the cultural difference betwhenresearchers and participants and
misunderstanding because of language difficultees &n influence. Finally, the answers
can be affected by board members who were preseimigathe focus groups.

The first problem was solved by explaining that thgearchers were not from the
Liliane foundation but only did a research for thrganization. To overcome the cultural
difference the researchers introduced themselvet etplained their background.
Additionally, they emphasized that there were n@dmr wrong answers and the
interview started with easy questions. The reseasctwere still improving their
knowledge of the Spanish language at time of thdysfTherefore, some native speakers
helped with the development of the topic list ame fprocess of transcribing the
interviews and focus groups. One interview wasus®d because of misunderstandings
through language differences. The presence of edbuamber during the focus groups
could have influenced the answers of the pareetsause some parents did not dare to be
honest in presence of these persons. Since boarmbens also made parents feel
comfortable, and sometimes the board members helpdexplaining questions and
gave some extra information, this was not avoided.

When social desirable answers were detected, th@fudifferent methods made
comparison of the results possible. Overall, thewans did not differ much, but when
results were inconsistent the researchers triechéck which result was correct. If this
was not clear, those results were not used. Fangbea the information about the exact
amount of parent participation in each project wasused because the information was
not consistent. All these solutions improved tHabdity of this study.
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Discussion

As seen in this study the participation of parentdos Pipitos is enhanced by
community embedding and participation policy, bl tinfluence of professionals is
ambiguous. This influence of professionals cany@agned by the participation model
of Wolfendale (1985), which shows that parents prafessionals share responsibility
and are mutually accountable. In the projects wipeogessionals took over the role of
the parents, there is no mutual accountability betwthe parents and professionals and
this explains why parent participation decreased.

According to other studies, (Hartas, 2008; Keteketaal., 1998; Trivette et al.,
1996; Judge, 1997) parents’ feelings of empowerniectease when they not only
receive services but also have to contribute tsdhservices. In this manner a sense of
responsibility for a project or organization is dmped. To make this possible the
relationship between parents and professionaléchbs equal. Professionals should take
account of the experiences of the parent and camthiese with their knowledge to
create a therapy plan in cooperation with the garen

Civic organizations must, therefore, be aware efritle of professionals in their
organization. These organizations can develop aaleglationship between parents and
professionals by, besides having professionalspitiga parents to volunteer in the
organization. These trained parents share the laugel and experience with parents
without a training. Furthermore, they should makeepts aware of their responsibility
and tasks. Trained parents have an important roklis, again because they have the
same experiences as the parents and know howntolate them. Moreover, to foster the
equal role and responsibility of parents, they $hdae taken in account in the decision-
making of the organization. Voting for leaders amtiual assemblies help in this process.

Los Pipitos as an organization is founded with ittea of shared responsibility
and this is the strength of the majority of the jpcts. In those projects where
professionals are fully active, responsibility hias be divided between parents and
professionals. Parents should be empowered tacjpatie. Thus, workshops and learning
groups for parents should be continued and expaadddempowering aspects in these
workshops developed. Especially those workshopsadership are essential to improve

the participation of parents in higher levels. Iddiéion, the general information
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distribution about the role of parents in the oigation should be improved, in a way

that members and non-members alike are aware ohigsgon of Los Pipitos.
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Appendix 1
Témas entrevista investigacion participacion de pads Los Pipitos-2012

U"i‘"’““"i‘U“ct?hs.....mgp §

Informacion

Numero de participante:

Nombre:

Edad:

Sexo:

Desde cuando active en Los Pipitos:
Lugar:

Proyecto:

Hijo en Los Pipitos:

Introducion de entrevista
- Objetivo de investigacion

- Duracion deentrevista

- Discutirtemas

- Uso de informacion de esta entrevista
- Explicar porque grabamos la entrevista

- (Encendergrabadora)

- Explicar porque estamos juntos
- Garantizaranénimo
- Preguntas?

- (Controlar grabadora?)
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- Que es su funcion en Los Pipitos?

Municipio
- Este capitulo esta situado en un lugar urbamo € campo?
- Cuales son los condiciones de este municipio?
- Cuales son los condiciones de este municipia pigios con discapacidad?
- Cuales son los factores en este municipio giigygn positivamente el funcionamiento
del
capitulo?
- Cuales son los factores en este municipio geetai negativamente el funcionamiento
del
capitulo?
Informacion general capitulo/CET/CRRET
- Este capitulo tiene un CET o un CRRET? Si, desdado?
- Si haya un CET o CRRET, este capitulo CET/CRR&& eompartiendo un local o
estan locales separados?
- Cuales servicios ofrece este capitulo?
- terapias
- educacion temprana
- proyectos para jovenes, deporte, cultura
- Cuales actividades para padres ofrece este itu
- comisiones de trabajo (cual, quien, que)
- grupos de apendizaje (GAF)? Cuales? Que pasa aqu
Rehabilitativo
- cuantas y cuales tecnicas trabajan aqui?
- hay otras personas que reciben un salario aqui?
- de que manera padres participan durante la tedgpsus hijos?
- de que manera padres tienen una influencia deitaérapia de sus hijos? (proceso)
- de que manera la terapeuta toma en cuenta Iésslde los padres? (plan)
- Cual es la punto de vista de Los Pipitos sobdzgsa Padres pueden ayudar en Los
Pipitos con su propias experiencias o necesitaandpr la experiencia hasta que puedan
ayudar?
(which is the vision on parents Los Pipitos has2i®ta as persons with their own
possibilities and qualities, which you are goingmprove. Or parents as persons who
don’t know a thing and should be teached).
Asociativo
- Cuéantos miembros de la JDM trabajan activamentd eapitulo?
- Cuantos reuniones tienela Junta Directiva Munipipaimes?
- Cuando fueron los ultimos elecciones, cuantos gake
- Cuantos afiliados tienen este capitulo?
- Cuales actividades realizan en su capitulo dondensen en cuenta a las
familias?
- Hay comisiones de trabajo aqui? Cuales? Que hatemrca@misiones?

34



- Quien empieza un commission de trabajo, y quierddemales actividades una
commission va a organizer?

- Cuantas asambleasmunicipales realizan en el afio?

- Cuantos padres estuvieron en el ultima assamble&ipal?

- Hay Redes de Amigos en este capitulo?

0 Que hace un Red de Amigos?

- De que otras maneras hay en este capitulo pardvenl@ comunidad en este

capitulo?

Preguntas mas especificas sobre participaciondtepa
-Cuantos padres estan participando aqui? Mas osfieno
Hay diferentes niveles de participacion, comuni@agrincipio, hacer terdpia en la casa,
trabajo de voluntario, participacion en un nivel@ativo. En cuales niveles estan padres
participando aqui?
- Cuales actividades realizan las padres aquiipeth

- Padres tienen una influencia en un nivel asociativo

>Si, de que manera?

- Padres aqui van a reuniones en cuanto a proyexipadades?
- Usted podria describir la relacion entre los padm este capitulo?
Policia de Los Pipitos
- Los Pipitos tiene algunos estatutos en cuantdiejpacion de padres:
- Usted conoce estos estatutos sobre participaeqradres?
- De que manera estos estatutos estan realizanekieenapitulo? (La diferencia entre
policia y la vivencia)
- Este capitulo hay nifios del proyecto ‘Liliane Bsf? De que manera este capitulo esta
trabajando conformelas reglas de ‘Liliane Fondbregarticipacion de padres?
- Usted podria decir algo sobre la influencia deréglas de Liliane Fonds al
participacion de padres?
Observaciones
- Vemos ... podria decir mas sobre eso?
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Appendix 2
Persona a un nivel de rehabilitacién/consejero
Témas entrevista investigacion participacion de pads Los Pipitos-2012

U"i‘"’““"i‘U“ct?hs.....mgp §

Informacion

Numero de participante:

Nombre:

Edad:

Sexo:

Desde cuando active en Los Pipitos:
Lugar:

Proyecto:

Hijo en Los Pipitos:

Introducion de entrevista
- Objetivo de investigacion

- Duracion deentrevista

- Discutirtemas

- Uso de informacion de esta entrevista
- Explicarporquegrabamos la entrevista

- (Encendergrabadora)

- Explicar porque estamos juntos
- Garantizaranénimo
- Preguntas?

- (Controlar grabadora?)

- Que es su funcion en Los Pipitos?

Municipio

- Este capitulo esta situado en un lugar urbaso € campo?

- Cuales son los condiciones de este municipio?

- Cuales son los condiciones de este municipia p#ios con discapacidad?

- Cuales son los factores en este municipio gilgyen positivamente el funcionamiento
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del
capitulo?
- Cuales son los factores en este municipioqueaienegativamente el funcionamiento
del
capitulo?

Rehabilitativo
- Cuales servicios (activities) ofrece este captul

- terapias

- educacion temprana

- proyectos para jovenes, deporte, cultura
- Cuales actividades para padres ofrece este titu

- grupos de apendizaje (GAF)? Cuales? Que pasa aqu
- Cuantas y cuales tecnicas trabajan aqui?
-De que manera padres participan durante la tedspsas hijos?

- Es lo mismo para todos los padres, o lf@yehcias?
- Que hace la mayoria de padres durante una &rapi
- De que manera padres tienen una influenciaexdgita de sus hijos? (proceso)
- De que manera la terapeuta toma en cuenta léssleg los padres? (plan)
- Cuantos padres realizan la terapia en su casausohijos?
- Que usted cree que son los opiniones de padbes sos rol en la rehabilitacién de su
hijo?
- Cual es la punto de vista de Los Pipitos sobdegza Padres pueden ayudar Los Pipitos
con
Su propias experiencias 0 aun necesitan aprémégperiencia hasta que puedan

ayudar?

(which vision on parents has Los Pipitos? Paremhfseasons with their own possibilities
and qualities, which you are going to improve. @rgmts as persons who don’t know a
thing and should be teached).
Preguntas mas especificas sobre participaciondtepa
Hay diferentes niveles de participacion, comuni@agrincipio, hacer terapia en la casa,
trabajo de voluntario, participacion en un nivel@ativo. En cuales niveles estan padres
participando aqui?
- Cuales actividades realizan las padres aquiipeth
- Padres tienen una influencia en otras actividdéesfios aqui?

> Si, de que manera?
- Padres tienen una influencia en un nivel asaaati

> Si, de que manera?
- Que usted cree es la razon porque padres partieigui?(Even kijken naar
onafhankelijkheid).

Comparaciéon de policia de Los Pipitos v la vivencia
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- Los Pipitos tiene algunas estatutos en cuars ddrechos y deberes de affiliados:

- Usted tiene la idea que los padres conocen saslues y deberes?

- Cuantos padres estuvieron en la ultima ‘assant#esdfiliados’?
- Usted conoce los estatutos en cuanto a participae padres? De que manera estas
reglas estan realizando en este capitulo? (Laettitea entre policia y la vivencia)

Observaciones
- Vemos ... podria decir mas sobre eso?
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Appendix 3
Témas grupo focal investigacion participacion de pires Los Pipitos-2012

U"i‘"’““"i‘U“ct?hs.....mgp §

Informacién
Capitulo:

Fecha:
Numero de padres:

Distribucion hombres/mujeres:

Introducion de entrevista
- Objetivo de investigacion

- Duracion deentrevista

- Discutirtemas

- Uso de informacion de esta entrevista/anénimo
- Explicarporquegrabamos la entrevista

- (Encendergrabadora)

- Explicar porque estamos juntos
- Preguntas?

- (Controlar grabadora?)
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Introducion
- Nombre, edad, cuando fue el primera vez ustedaibos Pipitos? Cuales

actividades usted hace en Los Pipitos?
Municipio
- Este capitulo esta situado en un lugar urbanoal eampo?
- Cuales son los condiciones de este municipio?
- Cuales son los condiciones de este municipio péasrcon discapacidad?
- Cuales son los factores en este municipio queyiefippositivamente el
funcionamiento del capitulo?
- Cuales son los factores en este municipio queafewtgativamente el

funcionamiento del capitulo?

Informacion general Capitulo/CET/CRRET
- Cuales serviciosofrece este capitulo?
- terapias
- educacion temprana
- proyectos para jévenes, deporte, cultura
- Cuales actividades para padresofrece este t@ditu
- comisiones de trabajo (cual, quien, que)
- Grupos de Aprendizaje (GAF) Cuales?Que pasa aqui?

Rehabilitativo
- Cuales actividades hacen los padres en este agpitul

Pregunta mas sobre los profesionales que trabajan aqui
- De que manera padres participandurante la terapiexeijos?

Pregunta sobre la relacion entre padresy profesionales
- De que manera padres tienen una influencia emdpigede sus hijos? (proceso)

- De que manera la terapeuta toma en cuenta lossldedos padres? (plan)

Pausa

Asociativa

- Padres aqui van a reunionessobre proyectosjdades?

- Cuales padres recibes estatutosle Los Pipitos? (traer librito)

- Cuales padres conocenlos derechos y deberegidéasf de Los Pipitos?

- Usted asistié un reunién alguna vez, donde smitdia los estatutos de Los Pipitos?
- Que pasa aqui exactamente?
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- Que pasa en un asamblea de afiliadtesf?as son cosas en cuenta al capitulo)
- Padres tienen una influencia aqui en otras aades a parte de terapia de sus niios?
> Si, de que manera?

- Quenecesitan padres para participar en (GAF'si€idomde trabajo/JD)?

- Cual rol usted tiene en las decisiones en quensan en el nivel del capitulo?

- Cual es la punto de vista de Los Pipitos sobd¥gs:Padres pueden ayudar Los Pipitos

con su propias experiencias o aun necesitan aprineeperiencia hasta que puedan

ayudar?

(which is the vision on parents Los Pipitos has2i®a as persons with their own

possibilities and qualities, which you are goingnprove. Or parents as persons who

don’t know a thing and should be teached).

Sentimiento de padres

- Porque usted esta involucrado en Los Pipitos?

- De que manera usted se siente involucradoen La®$2p

- Cuales son los beneficios como afiliado de Lost&sgi

- Que usted cree es la razon para que padres pantieipeste capitulo?

- Podria contarme sobre situaciones logros del dapitilos que usted esta
especialmente orgulloso?

- Cuales considera son las principales amenazaspfanactionamiento de este
capitulo?

- Cuales considera son las principales fortaleces gldunctionamiento de este
capitulo?

Observaciones
- Vemos ... podria decir mas sobre eso?
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