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SUMMARY

INCLUDE - Socio-economic empowerment of women with disabilities in the Gaza Strip is a joint
project of two Italian NGOs - EducAid and AIFO, and is co-funded by the European Commission
(DCI-Gender/2012/301-155). The project includes a component of “Emancipatory Disability
Research” (EDR) that uses community research conducted by the women with disabilities
involved in the INCLUDE project, as a pathway to promote empowerment.

INCLUDE project operates in three regions of Gaza Strip and is in collaboration with two Palestinian
partners S.D.F. and Al Amal. A total of 30 women with disabilities were identified by the partners
from the 3 regions of Gaza Strip as the researchers/rapporteurs of EDR.

Dr. Sunil Deepak from AIFO was identified as the person with expertise in EDR for facilitating
this component. Under the guidance of Dr Deepak, a comprehensive training programme was
organized on conducting EDR for the identified women, in the following way:

(1) Preliminary training on understanding and identifying barriers in daily life

(2) Understanding the role of the International Convention on the Rights of Persons with
Disabilities (CRPD)

(3) Planning of formal training with partners and women selected as rapporteurs for EDR
(4) A 5 day training course on basic concepts and skills necessary for conducting EDR

(5) A 2 day training course in each of the 3 regions to finalize the priority themes for EDR and
methodology of research implementation

This report presents an overview of the training process for the EDR researchers and
rapporteurs. During the training programme, the participants identified the following three
themes for conducting research under EDR initiative:

¢ Understanding the influence of relationships in families which have a child with disability for
promoting inclusive and child supporting behaviours

* Promoting income generation and livelihood opportunities for persons with disabilities by
learning from experiences of persons who have successful self-employment and by creating
a directory of organisations and programmes that support self-employment initiatives.

e Barriers to accessing health services for persons with movement, vision, hearing and
speech disabilities.

Draft protocols for conducting research on these three
themes were also prepared during the expert visit, based on
the ideas and suggestions of the training participants. These
protocols are expected to be finalized after inputs from the :
Scientific Advisory Group (SAG), researchers and rapporteurs. | US€s the terms “persons with

EDR initiative researches will be carried out during second half | disabilities” or “women with
of 2014. disabilities”. At the same time,

in line with social model of
disability that focuses on the
disabling role played by the
society, occasionally the terms
“disabled person” or “disabled
wornan” are used.

Note: in line with CRPD, to put
emphasis on the persons and
not the disabilities, this report

Research means taking a systematic look at an issue from
different angles and from different point of views, to understand
and document a situation, for building knowledge and for
finding solutions to problems.
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EMANCIPATORY DISABILITY
RESEARCH IN GAZA STRIP

INTRODUCTION

Emancipatory Disability Research (EDR) approach is a part of the “Participatory Research
Approaches” such as Participatory Rural Action (PRA) and Participatory Action Research (PAR).
Inspired by pioneering ideas of Brazilian educationist Paulo Freire, participatory research
approaches have been implemented by countless development practitioners in different fields of
life. The basic ideas of participatory research include:

¢ Valuing the knowledge and experiences of people who are the subjects of the research by
giving them active and decision-making role in the research.

e Using research in such ways that allows people to understand their realities and their
contexts and to take charge of changes they wish to bring to their lives, by promoting
empowerment.

Participatory research is about understanding, collecting and analysing the ideas, opinions and
knowledge of people, individually and more importantly, collectively. It deals mainly with people
who normally do not have voices, who are usually marginalized, excluded and oppressed.

EDR takes the basic ideas and principles of participatory research and adapts them for
understanding, collecting and analysing the ideas, opinions and knowledge of persons with
disabilities, and promotes their empowerment. EDRis located in the social model of disability and
thus focuses on the disabling barriers created by the society around persons with impairments.

OBJECTIVES OF EDR IN THE GAZA STRIP

EDR in the INCLUDE project to be implemented in the Gaza Strip is a structured pathway of
different research initiatives to be carried out in a gradual manner during second half of 2014.
Each individual research initiative that will be part of EDR will be complete in itself and at the
same time, it will be part of an overall process for promoting empowerment of women with
disabilities involved in the research as researchers and rapporteurs.

The overarching objective of EDR is to promote emancipation and empowerment of women
with disabilities in understanding the different barriers that surround their socio-economic
autonomy and participation, in identifying practical ways and taking collective action to
overcome those barriers.

The specific objectives of the EDR are the objectives of individual research initiatives identified
jointly by the researchers and rapporteurs during the training course that will be carried out
during 2014. The process of EDR training was planned to stimulate the participants to look at
and reflect about the following areas:

e Understanding social and cultural barriers in the families and communities that limit socio-
economic participation of women with disabilities

¢ Understanding physical barriers that limit socio-economic participation of women with
disabilities

e Understanding institutional and legal barriers that limit socio-economic participation of
women with disabilities

e Sharing stories about overcoming barriers to socio-economic autonomy and analysing
those stories to identify strategies

Through this training process, participants were expected to jointly identify three or more
themes for conducting participatory community research.

Emancipatory Disability Research EDR in Gaza Strip



RESEARCH IMPLEMENTERS

The researchers: INCLUDE project is organized in 3 areas of Gaza strip and it is implemented
in collaboration with two Palestinian NGO partners - Social Development Forum (SDF) and Al
Alam. From each of the 3 areas a total of 8 potential researchers were identified by the partners.

The partners were told that the researchers will be women with disabilities who have the
possibility of being part of the research process for whole of 2014. They were advised to
identify persons with different disabilities, such as women with visual disabilities, hearing
and speech disabilities, physical disabilities, intellectual disabilities, psychosocial disabilities,
intellectual disabilities and multiple disabilities to be part of this group. It was also important
to identify women belonging to different educational backgrounds and social classes. Other
criteria for selecting the researchers were - capacity for listening to others with empathy and
understanding, actively participating in discussions, willingness to participate in monthly
meetings and leadership skills.

Eachresearcher will be expected take part in the initial training activities and then in implementing
at least one or two specific research initiatives during the second half of 2014.

Rapporteurs: The partners were also asked to identify two persons from each of the 3 project
areas as rapporteurs. The following criteria were provided to the partners for the selection of
rapporteurs - they should be ideally women with disabilities with university level education and
skills in writing documents and reports. The rapporteurs will be expected to participate in the
training course along with the researchers. Groups of 2 rapporteurs will be given responsibility
for documenting individual research initiatives and to play an active leadership role in EDR.

Field coordinators: Each of the 3 project areas have a field coordinator working for SDF/
Al Alam. They will be asked to oversee the whole research process in each area, ensuring
support to researchers and rapporteurs, identification of persons in individual research
initiatives, coordination with the scientific support group and coordination with EducAid staff
responsible for INCLUDE project. They will also be expected to organise and coordinate the
field implementation of individual researches, ensuring data collection and data analysis with
support from rapporteurs.

Scientific Advisory Group (SAG): A scientific advisory group has been created for EDR and is
composed of the following persons:

e Alfredo Camerini, Professor University of Bologna, representing ltalian Disability &
Development Network (RIDS), and chair-person of SAG.

e Sanaa Abu-Dagga - Professor of Education, Islamic University, Gaza.
e AwniMatar - General Union of persons with disabilities

e Mahmoud Zont — Palestinian Forum for Relief and Development: EducAid partner for the
project Include. Expert in media and social development.

e Saha Abu Sloom - El Amal Rehabilitation Society: EducAid partner for the project Include.
Expert in education for deaf children.

e Sharaf Fagawi - Handicap International.

e Adriano Lostia - project manager EducAid.

SAG will mainly provide advice to the researchers by going through the individual research
protocols and the research reports. If researchers and rapporteurs wish, 1-2 individual members
of SAG can be invited to participate in the monthly meetings of the researchers and in specific
research initiatives. SAG members are expected to play a facilitating and empowerment
promoting role towards the researchers and rapporteurs of EDR.
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International Support: Initial research protocol and training of the researchers will be carried
out with support from an external consultant ( Dr Sunil Deepak, AIFO). EDR implementation and
data analysis can also be supported by other external experts, identified by EducAid/ltaly.
Annex 1 provides the list of persons trained as researchers/rapporteurs under this initiative.

TRAINING ON BARRIERS IN DAILY LIFE & CRPD

EDR is based upon the Social Model of Disability. Thus understanding the concept of barriers
is fundamental for conducting EDR as the researchers must focus on different kinds of barriers
faced by persons with disabilities in their daily lives and finding ways to overcome those barriers.
The fight against the barriers must be seen in the context of human rights. Thus, a practical
understanding of different articles of CRPD and how these can be applied in terms of resisting
and overcoming of barriers, is equally important.

For these reasons, the training process was initiated with two exercises focusing on
understanding of barriers and a participatory discussion on CRPD. This training was carried
out over a 2 day period in April 2014.

Annex 2 provides a summary report about the training exercise on barriers faced by the
researchers and rapporteurs in their daily lives. Annex 3 provides a summary report of the
training exercise on CRPD.

PRELIMINARY PLANNING OF EDR TRAINING

EDR supports persons coming from very different backgrounds, without any previous
experience in academic research, to become researchers about their own lives. It helps them
to discover their own strengths and skills in identifying problems and the different factors that
influence them, and then to focus on their underlying causes for promoting collective action.
This is a participatory and community-based process that is controlled entirely by persons with
disabilities themselves.

The training process for EDR must necessarily be participatory and interactive to support
the participants in identifying and leading their own learning process. At the same time, it is
equally important to identify some persons with experience and leadership skills to facilitate
and support the EDR process in such a way that promotes empowerment.

For this reason, a 2 day long preliminary planning meeting was organised with representatives
of the partner organisations and 6 women with disabilities from the three regions identified as
rapporteurs, with the objective of planning the whole training programme. At the same time, it
was an opportunity to provide additional EDR skills to these persons, who were also supposed
to play a supporting role in the training.

Annex 4 provides a summary report of the preliminary planning meeting.

JOINT TRAINING COURSE FOR RESEARCHERS AND RAPPORTEURS

A five day long training course was organised at a hotel in Gaza city, in which all the 30 women with
disabilities (24 researchers and 6 rapporteurs) identified from the three regions took part, along
with staff members from the partner organisations. The training course looked at the following
aspects of EDR:

¢ Basic concepts of disability and the different kinds of functioning difficulties

e Basic concepts of conducting research and how to prioritize different research issues
according to relevance, urgency, feasibility and political acceptability

¢ Constructing problem-tree for identifying different factors influencing issues, defining
research questions, and deciding stakeholders to be involved.

* Basics of qualitative and quantitative methodologies including promoting participation and
empowerment through research.

e Ethics, confidentiality of information, and informed consent in research.

* Basics of analysing information collected during a research, preparing report and using the
research results to promote a change.
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During the joint training of researchers and rapporteurs from the three regions, the participants
identified 26 possible themes for the research. From these 26 themes, through participatory
process focusing on aspects related to prioritization, feasibility, political and ethical acceptability
and applicability, the following 3 themes were finalized for conducting field research in the
INCLUDE project during 2014:

¢ Understanding the influence of relationships in families which have a child with disability for
promoting inclusive and child supporting behaviours

e Promoting income generation and livelihood opportunities for persons with disabilities by
learning from experiences of persons who have successful self-employment and by creating
a directory of organisations and programmes that support self-employment initiatives.

e Barriers to accessing health services for persons with movement, vision, hearing and
speech disabilities.

Annex 5 provides a summary report of this training course.

ADDITIONAL TRAINING IN THE THREE REGIONS ON IMPLEMENTING EDR

Following the joint training, a two day long decentralised training was organised in each of
the three regions for the researchers and rapporteurs of that region. The training included
discussions on planning the conduction of the three research studies in that region, clarifying
any doubts regarding the issues discussed during the joint training, and reinforcing specific
aspects of research skills.

Atthe same time, this regional training was used for discussing the possible ways of implementing
the three researches and collecting feedback from participants about the research methodology
to be used.

Annex 6 provides a summary report of these three regional training courses.

FUTURE PLANS & CONCLUSIONS

Second SAG meeting: After the completion of the joint training course and identification of the
three research themes for EDR, a meeting of the Scientific Advisory Group (SAG) was organised
in Gaza city, to inform the SAG members about the training and to discuss the role of SAG in
EDR. Annex 7 provides a report of this meeting.

Preparation Of Research Protocols And Research Implementation Plan: After the
completion of the regional training courses, on the basis of the feedback and ideas provided
by the researchers and rapporteurs, Dr Deepak prepared a draft EDR implementation plan
and the draft research protocols on the three identified themes. Annex 8 presents these four
documents.

The draft research protocols will be discussed with SAG and updated. The updated protocols
will be translated into Arabic and discussed with the researchers and rapporteurs for finalizing
the protocols and EDR implementation plan. Each of the three researches will be implemented
consecutively in each of the three regions. Each research implementation will be followed by
a joint meeting of all the researchers and rapporteurs to share the learnings from the research
implementation and to discuss the use of the research results. Ideally this process should be
completed by the end of 2014.

Challenges for the EDR training: The original plans for training had envisaged eight hours of
training per day, for a total of eight days for each researcher and rapporteur.

However, there were logistical difficulties of transportation of women with disabilities from
different parts of Gaza Strip, some of whom required accessible transport. For some women,
their disabilities created difficulties for following very long training sessions. In addition, for
some of the women with limited formal education, sitting in a classroom for eight hours was
too difficult. Thus, the training time and duration had to be negotiated with the participants and
finally four hours of training per day for a total of seven days was agreed. The seven days were
divided into five days of joint training in one large group and two days of regional trainings in
smaller groups.

6]
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The reduction in the total training time resulted in limited time for doing simulations of doing
field research, and thus practical skills for conducting the research were not uniformly acquired
among the participants. The three research protocols were simplified to keep account of this
limitation. During the training, plenary discussions rather than small-group discussions, were
used to save time.

The training focused on participatory methdologies, stimulating all the researchers and
rapporteurs to an active role in the process. The final evaluation of the training at the end of
the joint training provided a very high score, showing excellent degree of satisfaction from the
training course.

Staff of the partner organisations and certain persons with leadership qualities from among the
women with disabilities will need to play a more active role in EDR implementation. Fortunately,
the group of persons identified for this initiative include different disabled women with significant
training experiences, high motivation and leadership skills.

Analysis of research exercise on “Barriers in daily life”: Understanding the barriers surrounding
the women with disabilities was the first exercise used for the EDR training. Information
collected during this exercise was analysed and used for preparing an article for a German
journal, “Disability and Development Cooperation”.

The draft version of this article is provided in Annex 9.

Final conclusions: EDR can be a comprehensive strategy for women with disabilities to engage
actively in identifying, understanding and overcoming some of the barriers that surround
them and that block their equal participation in different life activities including the livelihood
opportunities.

The training of 30 women with disabilities from the three regions of Gaza strip was the first
step in EDR implementation. As part of the research, EDR is expected to promote two kind of
knowledge building:

* An informal and practical knowledge building among the women with disabilities as they
engage in research implementation, understand barriers and identify individual and joint
actionsto address some of those barriers and to initiate action on the identified opportunities.
This kind of social transformation, because it is gradual and local, is more difficult to follow
and to report.

* A more formal process of data collection, analysis and reporting on the three research
themes that should lead to institutional knowledge building and discussions for initiating
policy change and action programmes.

Gaza Strip is not an easy site for implementation of EDR because apart from the physical,
social, cultural and economic barriers faced by persons with disabilities, it is linked with lack of
infrastructures and services, and at the same time with a difficult socio-political situation. For
these same reasons, EDR in Gaza provides a unique opportunity to see its feasibility in such
difficult conditions.

Acknowledgements: Dr Deepak would like to express his gratitude to the support received
from all the persons involved in this initiative, especially from the women with disabilities from
different parts of Gaza, the two partner organisations based in Gaza Strip, Social Development
Forum and El Amal, and their staff, in particular Walaa Nemer Mdoukh , Mohammed Akram
Alaaraj, Heba Al Madhoun, Dooa Haarb, Mohammed Al Najar and Alaa Abedrabo. Special thanks
are due to the sign language interpreters, Israa Ghazal, Eyad Saada, Mahamoud Abu Shaqoura
and Mohammed Farhat. This training would not have been possible without the support of the
INCLUDE project assistant, Abdelrahman Abu Hassanain and the project manager Mr. Adriano
Lostia.

The different reports presented in the annexes of this report are based on original reports
prepared by the staff of SDF and Al Alam. Parts of these reports have been removed or
summarized here for brevity. However, complete reports of each training exercise are available
from EducAid office in Gaza.
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ANNEX 1

EDR Training participants Gaza-Palestine

# Name Age Disability Type Researcher/
Rapporteurs
© | Kholoud Awn Muheisin 23 Visual Researcher
5:; Ola Nemer Mdoukh 23 Visual Researcher
< Ameera Al Ejel 33 Visual Researcher
Nariman Al Taiyeb 37 Mobility Rapporteur
Aliaa Hassan Abu Rabi’ 24 Mobility Researcher
Rawiya Salim Ayyad 37 Mobility Researcher
Fatima Ayesh Al Halouli 34 Mobility Researcher
Reema Subhi Mheisin 24 Mobility Researcher
Sohair Daloul 24 Hearing Rapporteur
Kawther Fayez Abu Ouda 22 Hearing Researcher
Islam Wael Al Reifi 19 Hearing Researcher
g Muna Al Ashger 24 Mobility Researcher
% Kholoud Al Rafati 31 Multi- disability | Rapporteur
§ Kholoud Al Seisi 24 Mobility Researcher
Shahrazad Al Masri 28 Hearing Researcher
Kholoud Muhammed Al Kilani 26 Hearing Researcher
Ameera Jamil Shabat 23 Hearing Researcher
Ne’ma Ahmed Othman 24 Mobility Researcher
Latifa Al Ja'bari 31 Mobility Researcher
Naheel Nafez Hussein Alsharfi 26 Multi- disability | Researcher
Dina Shbeir 25 Mobility Rapporteur
Hanaa Abu Al Jadyan 20 Mobility Researcher
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Samia Ahmad Khaleel Hussein 42 Mobility Researcher
Rema Tareq Ahmad Al-Belbeesi 22 Mobility Researcher
Sonia Kamel Ahmad Seyam 29 Hearing Researcher
Yasmeen Azmi lbrahim A’abed 25 Mobility Rapporteur
Falasteen Fuaad Jadou’ Al-Kurd 27 Mobility Researcher
A'ysha Abdelhadi Yousuf Salha 26 Mobility Researcher
Jawaher Talab Nafee Shaat 24 Mobility Researcher
Kareema Marwan Yousuf Al- |27 Mobility Researcher
Majaida

Isra’a Juma’a Ahmad Abu Lehya | 25 Mobility Rapporteur
Samia Hasan Mousa Zou’rob 33 Hearing Researcher

Emancipatory Disability Research EDR in Gaza Strip
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ANNEX &

Summary report of the training exercise on barriers

Day one: The first training session was conducted on Wednesday 9/4/2014 at Al Mathaf Hotel
in Gaza city. The training was coordinated by Mr. Abdul Rahman Abu Hasanein from EducAid
office.

Training: The training started with an introduction and ice-breaking session.

The trainer briefly explained the participatory nature of the emancipatory research. He also
mentioned that this kind of research linked to persons with disabilities, is going to be carried
out for the first time in Palestine.

The schedule of the training and its objectives were presented. INCLUDE project team members
introduced themselves. Then the theme of barriers was introduced.

Hence, the trainer asked the participants to answer the following questions: What kind of barriers
do we face in our daily lives? Are they physical, attitudinal, social, cultural or economic barriers?
How many barriers are inside ourselves? How can we overcome or change the barriers?

The trainer also discussed couple of examples explaining the internal and external barriers to
enable them to differentiate the two kinds. The participants were divided into three groups to
discuss the concept of barriers and the most common barriers faced by women with disabilities
(WwDs) in their daily lives.

Group Discussions and results: The three groups came up with following examples of most
common barriers experienced by the WwDs in their daily lives:

Internal barriers:

Repression and psychological pressure

Fear

Introversion

Lack of self-confidence

Feeling of stigma

Fear of the future

Giving attention to the view of the community towards PwDs
Hesitation in decision-making

Introversion and isolation

External barriers:

Negative perspective of the society towards persons with disability
Inaccessibility of public places

Exclusion by the society.

Lacking of job opportunities.

Inability to get married.

Unrespectable attitude from the society towards their opinions and concerns.
Ignoring their rights and needs by decision makers.

Decision-makers ignore the basic needs and rights of people with disability
Family based problems caused by parents who ignore their needs and hinder their access
to work or study so they are marginalized within the Family

¢ Societal discrimination based on gender.

¢ Obstacles related to the travelling and medical treatment.

12
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The three groups came up with the following suggestions about overcoming of barriers:

» Strong will and self-confidence and facing the bad attitude of the society towards them.

¢ Conducting workshops for persons with disability in order raise the awareness of PwDs
rights.

¢ Raising awareness of PwDs rights via Media tools and associations that serve this segment
of society.

¢ Identifying representative for each kind of disability to be in charge of them and convey their
voice for all local and international NGOs.

* Emphasizing on the need to implement the Convention on Rights of People with Disability.

¢ Raising awareness of people with disability and the community about the provisions of the
U. N. Convention.

¢ Funding small projects for people with disability in order to support them economically and
socially

¢ Rehabilitation of places for the use of PwDs as a right and not as a need of their own.

¢ Lobbying and advocacy in order to claim the rights and put pressure on decision-makers in
order to consider the demands of PwDs and facilitate their needs.

¢ Implementing workshops and training courses for the awareness on the rights and needs
of PwDs.

¢ Promoting self-confidence through exercises and workshops that offer psychological and
social support for people with disability.

¢ Conducting courses for both people with disabilities and without disability to make them
aware of the rights of people with disability in order to achieve respect and faith.

¢ Providing health and social care for people with a disability through the creation of
specialized centers.

Home exercise: At the end of session, participants were explained about the exercise they had
to carry out at their homes over the next 3 days - according to their convenience, at different
times during the day they had to reflect on the different barriers they had faced in that time,
write down in a diary about the kind and nature of barrier, and the feelings it created in them.
They were told to bring those diaries with them for the next meeting and give them to the staff
for an analysis.

The aim of this exercise was to create awareness about the barriers among the participants for
creating understanding about the social model of disability.

Second Training Session: The second training session was conducted at the same venue
on Sunday 13 April 2014. The objective of this training session to get the feedback about the
barriers exercise they had taken at home over the previous three days.

Training: After welcome, practical information was provided about EDR organisation and
implementation.

Participants shared their feelings about noting down barriers in their diaries. Some participants

felt optimistic after finishing to write about the barriers in their diaries. Others felt a mixture of

negative feelings. Some opinions expressed by the participants during this discussion were as

the following:

¢ A participant with visual impairment said that when she decided to write the exercise at
home by bringing a pen and notebook, she chose a place in front of TV where she feel
comfortable. Then, she started to remember a difficult occasions she had in the past and
how she suffered from the negative effects of disability.

¢ Another participant with hearing impairment felt so angry and sad during writing the barriers
about bad circumstances. Eventually, after she finished writing she felt a kind of relaxed.

¢ Another participants with mobility disability mentioned that she is suffering from because
of her disability. Whether because of internal barriers (depression and betrayal) or external
barriers (inaccessibility of roads and negative perception of community towards persons
with disability) she felt internal revolution and very disturbed feelings of sadness and sorrow
on herself and angriness on society.

e A participants with hearing impairment shared her feelings by stressing on her suffering

Emancipatory Disability Research EDR in Gaza Strip



inside home and outside. She mentioned that her father treats her very badly and he doesn’t
love her in addition to the negative perception of community towards her. When she started
to write about the barriers, she asked her cousin to help her in writing. At the beginning
she found it’s strange to write and wonder what the reason to write these barriers is. Is this
exercise executed to remind me of the suffering that | live? Until this moment she feels so
weird towards this exercise. What | really understand that | could share what | really suffer
from with the others!

¢ A participant with mobility disability mentioned some barriers she has faced during the last
three days as all of them were external barriers focusing on environmental rehabilitation and
negative perspective of the society towards PwDs. She added that the experience of writing
these barriers has brought her a feeling of severe depression.

e A participant with Visual disability praised on the exercise and claimed that the training
activities raise her feeling of optimism.

After the plenary discussions about the impact of the exercise, the participants were divided
into three groups, to rethink about the most common barriers they faced in their daily lives and
how these could be overcome.

Purpose of EDR: In the plenary session after the group discussions, a participant asked about
the reasons of conducting ED. The opinions of participants regarding the purpose of EDR were
as following:

¢ To Exchange thoughts.

e ATrial to change reality.

e To know the barriers and obstacles.

¢ To think about solutions.

¢ To know shared barriers.

¢ How to do advocacy.

e To feel others.

¢ To reduce the psychological pressure.

e To adapt with surrounding environment.

¢ To break fair of barriers.

¢ The role of society towards PWDS.

e To develop capacity to work together in teams

In the group discussions, there were more specific issues such as the impact of frequent electric
blackouts in Gaza and how it has a disproportionate impact on lives of persons with disabilities.

Participants expressed different opinions about how to promote changes for overcoming the
barriers:

* The change can be made internally by the person.

e Starting from family change can be achieved.

¢ Community play major role to make the change.
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ANNEX 3

Summary Report of Training on CRPD

Rights of Persons with Disabilities (CRPD) was organized on the same two days as the exercise
on barriers. Thus, part 1 of this training was carried out on 9 April 2014 and the second part was
carried out on 13 April 2014.

Training: CRPD has 50 articles but for this exercise the participants were asked to limit
themselves to the first 30 articles of CRPD. They were asked to divided themselves into three
groups and discuss some specific articles by focusing on - the situation of that article in their
lives, and how can that article be implemented in Palestine?

The participants observation on the subject of the rights of persons with disability: The
participants agreed that most of the articles and the materials included in the document of
rights of PwDs are not applicable in Palestine in general and specifically in the Gaza Strip and
that the document itself was signed but not activated.

Article 29: Participation in political and public life: The participant confirmed the idea on the
lack of environmental rehabilitation outdoors which limits their participation in political events
and they urged the necessity of providing all documents in Braille and providing sign language
interpreter.

Article 21: Freedom of expression and opinion, and access to information: Certainly can be
applied in Palestine by sensitizing families by methods of education.

Article 25 and 26: Health and rehabilitation: Doubly can be applied in Palestine through
awareness campaigns, seminars and workshops.

Article 28: Adequate standard of living and social protection: To achieve and ensure the safety
of persons with disability that can’t be exploited by others, this can be applied too through
awareness campaigns.

Article 23: Respect for home and the family: The participants agreed on the possibility of
applying this article through awareness campaigns for the society in general and families in
particular.

Article 5: Equality and non-discrimination: Not applicable in Palestine and can be applied by
ensuring the rights of persons with disability by the judiciary and the Ministry of Justice.

Article 11: Situations of risk and emergencies: Can be applied by placing a warning sirens and
light signals and to meet the special needs of each disability separately.

Article 12: Equal before the law - Article 13: Access to justice: The trainees confirmed that it is
not implemented in Palestine as a result of the lack of interpreters of sign language in places
which prevents the judiciary from understanding what happened with the person with hearing
disability. According to one of the trainees personal experience with when she resorted to law ,
but she did not get her right fully because there was no interpreter for sign language to be able
to deliver her problem to the judges.

Article 24: Education - All persons with disability must have the right in education and must
perform their rights without discrimination on basis of disability. One of the participants said that
there is no integration in schools for people with disabilities with people without disabilities, but
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there are special schools for the PWDS! And she explained that people with visual impairment
suffer because the courses are not available in Braille . The participants stressed the importance
of the inclusion of sign language within the curriculum as a basic material like other languages.

Health -Article 25 and 26: Health and rehabilitation: The trainees said they need to be
provided with free health care and without discrimination. The necessity of rehabilitation of
the places, transportation, utilities and entertainment venues and the necessity to apply this
law in Palestine through projects must be applied more on all public and private places as
well as governmental institutions. The trainee said they also need to rehabilitate the means of
technology and websites. The trainer mentioned “ Abwab” as an example on a website that
helps people with disabilities to get the information available and it is good for all categories of
persons with disabilities.

Article 32: International cooperation: The participants were on agreement that this article
cannot be applied in Palestine because the Palestinian Authority did not sign on the activation
of CRPD. This requires a lot of networking and cooperation between the local and international
NGOs to apply CRPD. A lot of issues related to PWDS will be applied in Palestine such as
rehabilitation of roads.

Article 30: Participation in cultural life, recreation, leisure and sport - The article can be applied
through advocacy and putting pressure on decision makers by teaching sign language in public
schools.

Article 20: Personal mobility - The participants emphasized on applying this article in Palestine.
At the current time this article is not applied or activated in Palestine but it’'s possible to do
so through Advocacy, putting more pressure on decision makers, awareness workshops and
media.

Article 28: Adequate standard of living and social protection - Through the provision of suitable
living standards and the equality between Persons with disability and persons without disability.
This article can be applied in Palestine in particular in Gaza strip by creating a unified database
to DPOs working with disability. Unifying the efforts and coordination between institutions will
serve to provide a good living standard, needs and requirements of PWDS.

Conclusions: The participants concluded that CRPD is not activated in Palestine and particularly
in the Gaza Strip due to the social , political , cultural and economic reasons.

At the same time, the participants felt that the societal change can be achieved in the long term
according to the articles of CRPD.

Feedback from participants about the training erxercises on barriers and CRPD:

The training was successful and added a lot of experience and knowledge to the participants.
The topics and exercises discussed in the training were exciting.

The training duration was too long.

The training is reliable and simulate the reality.

Interesting variation in training styles between presentation, discussions and work groups.
The chairs in the training place were not suitable for some participants.
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ANNEX 4

Report, preliminary planning meeting

Introduction: The planning meeting was held at the SDF office over a period of 2 days (14 to
15 April 2014). The meeting brought together the external expert, Dr Sunil Deepak along with
6 staff members of the two partner organisations and 6 rapporteurs from the three regions of
Gaza involved in EDR.

The objectives of this meeting were:

+ Todojoint planning of the emancipatory research process including the training programme

+ Team building- knowing each other, learning about each other’s skills, strong and weak
points, role preferences

* Understanding an overview of emancipatory research process,
» Achieving an understanding of the main steps must be taken to do as research.
« Promoting understanding of the best way to collect data and how to analyze it properly

» Achieving recognition of the basic information needed about the targeted people for a
research and how to get good answers for what we need.

+ Planning the training course using the strong points of each person.

Meeting report Day 1: After introductions, the participants came out with the following
expectations from EDR initiative:

e To get the ability to conduct a significant research.

* To promote participations.

e To promote the skills of listening, summarizing, report writing and coordinating.
¢ To set up a center for WwDs.

e To understand the usefulness of the research.

¢ To help women with disability.

Past experience in research: Two participants (one staff member and one woman with
disability) informed that they had some experience of academic research. On the other hand,
majority of them had skills about writing reports.

Different roles in groups: EDR is about group work, where we need to be aware of personalities
of different group members, their strengths and weaknesses. The participants looked at different
roles needed in a group work and reflected on their own preferences for some of those roles.
This exercise provided the following results:

Chair persons or leaders: (3 out of 12 participants preferred to be chairs)
Moderators: (6 out of 12 participants preferred to be moderators)

Coordinators: (2 out of 12 participants preferred to be coordinators)

Speakers or active participants: (5 out of 12 participants preferred to be speakers)
Observers: (7 out of 12 participants preferred to be observers)

Peacemakers when there is conflict or disagreement: (6 out of 12 participants preferred to
be peacemaker)

Animators: (3 out of 12 participants preferred to be animators)
Time keepers: (3 out of 12 participants preferred to be time keepers)
Making friends and interacting socially: (3 out of 12 participants preferred to be friends)
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The significance of different roles and ensuring valuing the skills of individuals were discussed
in the context of EDR.

The group discussed the meaning of research - looking at issues or problems in a systematic
way. All of us conduct some “research” in our daily life activities; for example, if we want to buy
new clothes, we can have specific criteria by which we can decide how, when, where and what
to buy. The participants agreed that the research is a systematic look at an issue from different
angles and from different point of views, to understand and document a situation, for building
knowledge and for finding solutions to problems.

Expectations from EDR: No research can offer magic solutions. It can help in understanding
issues but then, from that information we can make plans and carry out activities to find
solutions. Thus, EDR is not going to set up a center for WwDs but, it can only say that such a
centre is needed and explain how it can be useful.

Different kinds of researches: Such as theoretical, operational and action researches. EDR
represents an operational research that leads to actions during the research process.

Research can also be quantitive and qualitive. Partcipants discussed examples of two kinds
of researches. EDR is mainly a qualitive research which seeks information about feelings,
emotions, and relationships and about what, how and why things happened. However, some
quantitative information can also be collected during EDR.

Different objectives for conducting research:

¢ To understand a situation: for example - how many WwDs are coming to the meetings,
which kinds of disabilities do they have, how many are young and how many are old, etc.

* To find answers to questions: for example, the researchers may ask why do WwDs who
attended voational training courses, do not find work? This will require talking and listening
to women who have attended a training and are not working, to understand the reasons.
Another way to look at it can be to talk to women who did find work after the training, and
such research can provide another kind of information.

* To resolve problems: the research can try to implement different strategies for resolving
problems to see which strategies work better. However, since EDR in Gaza strip is a short-
term process that has to be completed in about 6 months, this kind of research will be
difficult since it usually requires much longer periods.

The participants defined EDR in Gaza as a research by, with and for the WwDss in such a way
that promotes their empowerment. WwDs themselves will control the research as they are the
experts in their own lives. Thus the researchers and rapporteurs will control EDR with support
from the Scientific Advisory Group (SAG) and INCLUDE staff.

Some principles of EDR:

¢ Based on the social model of disability - in the medical model: the main barrier or the
problem is the disability itself; in the Social model, the main barrier and problem is in the
society - society creates the barriers that do not allow PwDs to express their full potential
and have equal opportunities.

¢ Must have some practical impact on the lives of WwDs involved in the EDR

Examples of Other EDR experiences: two experiences of EDR from Mandya and Bidar in India
were presented.

Identifying problems or themes for EDR: The themes on which research will be carried out
during EDR must have some characteristics:
¢ Must represent a real problem: we need to identify a clear and specific question.

¢ An answer is not clear : if the reasons for a problem are already known then doing more
research will probably not provide any new answers.

18
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There can be more than one answer to the problem and we want to understand which one
is a better answer.

Participants were asked to think of some research questions for EDR. The following were
suggested -

the difficulties faced by trained WwDs to find a job

Why there is no impact on barriers in the society inspite of so much work?
How many buildings are accessible for the use of PwDs?

Relevance of EducAid projects for WwDs in Gaza?

Why there is no awareness of CRPD in the community and among WwDs?

Why WwDs face difficulty in getting married?

Criteria for judging the usefulness of a research:

Relevance: it it relevant? is it important to be done?
Not duplicating: has this research been done before?
Urgent: is this research more important than any other researches? Is it critical?

Political Acceptance: is it not against the law and the government? Is it proper to the culture
of the society, community and families?

Feasibility: to what extent the research can be carried out considering the local situation,
resources needed, difficulties in implementation, etc.?

Applicability: can the results from the research be applied in your local context?

Ethical Acceptance: does it respect the dignity of the people, or does it have any negative
reflection on people, is it against the values and morals of the society?

After explaining each criterion, the trainer asked the trainees to apply those criteria on each
question by giving each criteria a grade from 0-3 and put the suitable grade to the questions
one by one. This exercise promoted reflections about the suitability of the questions they have
posed for conducting research in the EDR.

The research reports: The participants were asked to look at the report of the exercise
about barriers and think critically about the different information needed in a research report.
According to the participants, a research report must include the following information:

More details(location- duration- numbers ... )
No names should be mentioned

Informed Consent

Methodology

Results

Analyses

Definitions

Authors

References

Emancipatory Disability Research EDR in Gaza Strip
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Steps in conducting any research: A research is a systematic approach to the understanding
of issues. Some of its key steps can be:

WRITE A PROPOSAL FOR A RESEARCH

STEP 1

DO THE RESEARCH
STEP 2 COLLECT INFORMATION

ANALIZE THE DATA AND INFORMATION
STEP 3

HOW TO USE RESEARCH RESULTS
STEP 4

Participatory exercises were carried out to identify basic information about the persons involved
in the research, that must be collected. The following came out: Age, Sex, Education, Region,
Economic situation, Social status, Job, Kind and degree of disability. As advised in the WHO’s
CBR manual by Helander et al (1989), the different kinds of disabilities can be: Vision — hearing/
speech — movement — convulsions — mental/psychological — intellectual — other

The participants also discussed collection and analysis of qualitative information such as life
stories.
Feedback about the Training:

» The trainees were given the opportunity to participate by showing opinions on the report
prepared by the staff in addition to introducing comments and questions.

» The participants were interested and showed active participation in individual and group
work and exercises.

» The trainer played a major role in motivating the trainees to participate in training activities
through welcoming them and giving them the opportunity to comment and ask questions.

» Project team was part of the training and worked side by side with the rapporteurs in the
activities done during the training.

« One trainee couldn’t attend the second day of meeting due to unexpected circumstance.

20
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5 day joint training course for researchers & rapporteurs

Around 30 WwDs and 8 staff members of partner orgaisations took part in the five day training
course held from 16 to 21 April (rest day on Friday 18 April). The WwDs included 24 researchers
and 6 rapporteurs.

Training objectives
¢ Promoting mutual understanding and team-buildingamong the researchers and rapporteurs.
* Promoting an understanding of barriers and the social model of disability.

e Stimulating reflections about how to overcome barriers as a mean of promoting
empowerment.

¢ Strengthening team building among the researchers and rapporteurs.

e Stimulating reflection about how international instruments like CRPD can be used as
instruments for improving lives of PwDs.

The course started with welcome, introductions and a brief overview of EDR. This was followed
by discussions for reaching a definition of “Research” - understanding an issue or a problem
by looking at it systematically from different angels and different point of views and finding
solutions. Most marginalized segment of PWDS in terms of receiving services - who face
more barriers? According to the participants, the most marginalized groups can be - children
with disability, Elders with disability, illiterate persons, poor persons, persons with intellectual
disabilities or mental illnesses.

Defining disability: Participants were asked to define disability. Some participants defined
the disability as a barrier due to the following reasons - unacceptance of WwDs of herself; the
support provided by DPOs is limited to material aids but not psychological; the perception of
society towards the PwDs is a key issue as it generates repression and isolation.

Other participants defined disability as a chronic problem including physical, psychological and
mental disabilities. Persons brought the issue of discrimination and barriers amont the PwDs
themselves. Finally there was some discussion on use of assistive devices in limiting the impact
of a disability.

Disability may depend upon the context. In a dark restaurant without any lights, where all the
staff is blind, sighted persons feel more disabled while blind persons can assist them. If there
are 500 women with hearing impairment in a hall, the few non hearing disabled persons can feel
disabled because they can not follow the discussions in sign language.

Disability comes from the attitudes and surrounding environment. Disability may be dynamic. A
person with an amputated finger trying to use flute can be considered as a significant disability,
but in other situations, persons may not be disabled in any way.

Models of disability: Medical model, means looking at the indivudal and focusing on the
functioning difficulty, for example, when the doctor decide to provide assistive device or medical
intervention. In the social model, the environment generates the barriers.

Identifying questions for EDR: The participants were asked to think of the 5 specific life-domains
mentioned in the CBR guidelines (health, education, livelihood, social and empowerment) and
to identify possible research questions for each domain. The following questions were identified
The trainer presented subjects to be considers as important to define questions in the research.
The subjects were categorized as the following:

Health:

¢ Availability of the assistive devices for the PwDs in Gaza?
* Why do DPOs mostly provide services only to PwDs under 20 years old?
* Why sign language interpreters are not available in medical clinics?
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Why there is no coordination between the DPOs in providing assistive devices for PwDs?

Why there are no specific clinics only for PwDs?

Education:

Why the teachers in schools are not patients in dealing with CwDs?

Why PwDs do not have the chance to choose their favorite specialization in higher education
without discrimination?

Why there is no guideline booklet for PwDs to identify the specialization that suites their
disability?

Why there is no universities for persons with hearing impairment?

Livelihoods

Why the law of employing PwDs is not being activated in Palestine?

Why do DPOs not approving on employment, especially for PwDs, holding high education
and not having any previous experience?

Why there is no sustainable programs for employment in organizations?

Social

Why there is no sports clubs specialized for WwDs?
Why does the society prevent WwDs from getting married and make a family?

Does the family provide the needs of PWDS without discrimination with other family
members?

Why does the society negatively perceive WWDS and not giving the chance for WWDS to
express their opinions?

Why the donor organizations does not provide transportation means suitable for PWDS?

Empowerment

Why DPOs do not involve PWDS in decision making?
Why WWDS is not involved in parliament and legislative elections?

Why WWDS could not put pressure on government to economically empower new
graduates?

Why PWDS do not put pressure on decision makers to provide PWDS card?

Partcipants were asked to review all these questions in small groups, reflect about reliability,
relevance and acceptance of each question and identify 3 most important questions. This
exercise, helped in identifying priority questions for the research:

1.
2.
3.

W e N v~

Why there is no law to declare free university tuition to PDW? (Education)
Why do DPOs lack of networking and coordination to raise PWDS? (Empowerment)

How many WWDS have education, able to go out and make decisions inside the family?
(Social)

Why the law of PWDS is not applied? (Livelihood)

Why there is not any proposal to teach sign language in schools? (Education)

Is the empowerment of PWDS in childhood easier than in elder age? (Empowerment)
Why WWDS do not have the chance to make decision inside the family? (Social)
How to change the perception of society towards PWDS? (Social)

Why microenterprises are not sustainable? (Livelihood)

10. How can we establish a sports club for WWDS in Gaza strip? (Health)
11. Why do DPO prefer to employ women without disability instead of WWDS? (Livelihood)
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12. Why there is no organizations specialized to train the families about discrimination between
family members? (Social)

13. Why there is no sign language interpreters in the courts in Gaza strip? (Social)
14. Why WWDS do not have the right in marriage and raising children? (Social)

15. Why males with disability are getting to married and the females with disability do not?
(Social)

16. Can CBOs provide microenterprises to practically and vocationally employ WWDS?
(Livelihood)

17. Is it possible to provide service cads to PWDS?

18. Does awareness on health issues decrease the percentage of disability in Gaza? (Health)
19. Do doctors have knowledge of sign language? (Health)

20. How to increase self confidence in ourselves? (Empowerment)

21. Why specializations are not opened in universities to person with hearing impairment?
(Education)

22. Why we are not employed in places suitable for PWDS with our educational level? (Livelihood)
23. Why do schools lack of experts specialize in dealing with PWDS? (Education)

24. Why treatment is not provided to PWDS? (Health)

Thus, all the priority questions identified by participants were grouped according to the five
areas of CBR Matrix in the following way:

1) Empowerment

1. Is the empowerment of PWDS in childhood easier than in elder age?

2. Why do DPOs lack of networking and coordination to raise PWDS?

3. How to increase self confidence in ourselves?

2) Social life

1. How many WWDS have education, able to go out and make decisions inside the family?
2. Why WWDS do not have the chance to make decision inside the family?

3. How to change the perception of society towards PWDS?
4

Why there is ho organizations specialized to train the families about discrimination be-
tween family members?

Why there is no sign language interpreters in courts Gaza strip?
Why WWDS do not have the right in marriage and raising children?

7.  Why males with disability are getting to married and the females with disability do not?

3) Education

1. Why there is no law to declare free university tuition to PDW?

2. Why there is no any proposal to teach sign language in schools?

3. Why specializations are not opened in universities to person with hearing impairment?
4

Why do schools lack of experts specialize in dealing with PWDS?

4) Livelihood
1. Why the law of PWDS is not applied?
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2. Why microenterprises are not sustainable?

3. Why do DPO prefer to employ women without disability instead of WWDS?

4. Can CBOs provide microenterprises to practically and vocationally employ WWDS?
5

Why we are not employed in places suitable for PWDS with our educational level?

5) Health
Is it possible to establish a sports club to WWDS in Gaza strip?

Is it possible to provide service cads to PWDS?

1
2
3. Does awareness on health issues decrease the percentage of disability in Gaza?
4. Do doctors have knowledge of sign language?

5

Why treatment is not provided to PWDS?

Each participant was invited to give 3 votes to identify the research questions considered
important. Thus, the following questions were identified:

. Results
Theme Question (Votes)
Empowerment | Why DPOs lack networking and coordination? 18
I Why there are no organizations specialized to train the families
Social life S . 8
about discrimination between family members?
Education Why do schools lack experts specialized in dealing with CwDs? | 10
. How can CBOs provide microenterprises to practically and
Livelihood vocationally employ WWDS? 10
How passible to establish a sports club to WWDS in Gaza strip? | 10
Health Does awareness on health issues decrease the percentage of
disability in Gaza? 10

Some participants felt very strongly about some questions and were disappointed that the
majority did not vote for those questions.

Identifying the different factors influencing an issue: Each research question touches on
complex set of issues involving different stakeholders. For each research question, we have to
understand the main influencing issues and main stakeholders, so that we can decide how to
focus our research.

An example was discussed - “Suppose we have distributed wheel chairs but we find out that
PwDs are not using those wheel chairs, and we want to conduct a research to understand why
persons are not using the wheel chairs?”

Discussion on lack of use of wheel-chairs brought out the following ideas from the participants:
1. Lack of proper road.
2. Inaccessibility of toilets in public facilities for the use of PWDS.

3. Inaccessibility of roads in terms of providing visual signs in public places.
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PWDS unable to claim their rights.
Negative perception of society and lack of strategic planning.
Lack of attention to persons with disabilities.

Not applying laws and CRPD

® N e

No coordination between organizations lobbying for accessibility.

The above mentioned barriers can be grouped into three kinds of issues - related to strategic
management in the DPOs; ignorance of decision makers to the rights of PwDs along with lack
of services; inactive role of organizations toward the PWDS. How such an understanding about
the use of wheel chairs is incomplete - it does not look at lack of availability of suitable wheel
chairs, lack of repair facilities, difficulties in import of wheel chairs, etc.

Following the plenary exercise, the participants were divided into three groups - each group
was given a question to identify different influencing factors related to it. The following issues
were raised:

Group1 - Why the laws related to PwDs are not applied?

The blockade on Gaza strip by the Israeli occupation.

Incapacity of skills to deal with PWDS of different disabilities

PWDS are unaware to claim their rights.

Inefficient efforts of PWDS or self-groups to activate and apply the law.
The lack of fund

Unqualified persons working on execution of the law.

Not employing PWDS on organizations.

® N T w DD

Not continuous demand of PWDS on their rights.

Group2 - Why in spite of trainings, there is no employment for WwDs?
1. Not applying the law of 5% of employment for PWDS.
2. PWDS are not aware of their rights.

3. Decision makers is not aware of converting the PWDS from beggars to productive per-
sons.

4. The decisions makers refuse to employ PWDS arguing that due to inaccessibility and
shortage of fund.

5. The lack of strategic planning and converting microenterprises to sustainable projects to
guarantee long employment.

The donors are not obligating organizations to employ PWDS.

Networking and databases.

Group 3 - can awareness on health issues decrease the percentage of disability in Gaza?
Lack of knowledge of doctors on the genetic side of disability.

Expensive medical procedures.

Clinics does not exist in marginalized areas.

Marriage of relatives.

Not performing medical tests before marriage.

AN A o o

Families are not aware of early detection of disability.
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7. Continuous begetting in families of PWDS.

8. Marriage of PWDS from each other’s.

9. Inexistence of rehabilitation centers

10. The tedious routine in provision of assistive devices for PWDS.

11. High prices and unavailability of assistive devices.

Understanding how does research provide answers: The results of exercise on barriers were

presented to the participants as a stimulation for understanding how information is collected

and analysed in a research.

For example, general information collected for the exercise on barriers showed that -

e 70% of participants have higher levels of education, their disability is mild or moderate,
and they use more assistive devices and appliances

o 30% of participants have lower levels of education, their disabilities are more severe and
they use less technical appliances.

Research results also indicated that 50% of the participants are member of DPOs and 25% of
the participants are members of SHGs (self-help-groups).

In research it is important to ensure that we use same words to mean same things. For example,
SHGs can mean different things to different persons. Partcipants were asked the meaning of
SHGs in their context.

For example, the SHG called “WwDS participation in Gaza strip” was established on October
2012 by Handicap International including 20 members. The main goal of the group is to defend
the rights of education and employment of WwDS. The group is looking forward to empowering
WwDS by performing and organizing awareness campaigns to claim the rights of WwDs. The
group is operating in different places and the EDR participants is invited to participate in the

group.

Another SHG called “Waking of the conscious” contains members are equal and operating
under administrative committee. The members help each other to promote themselves.
Another group is also called “Waking of the conscious” for women with hearing impairment. She
added that Handicap international conducted a survey and hold a lot of the information related
to the self-help-groups in Gaza strip. The groups are specialized for different disability types
and funded by Handicap International. The groups are not registered in the local authorities.

Different information can be discovered from different sources and we need to understand why
the information is different. For example, according to World Disability Report, in every country
15% of the population is composed of PwDs. However, reports from Gaza show very different
figures. Why do percentages of PwDs in a population vary from 1% to 20% ? The following
answers were suggested:

1. Persons with mild disabilities are not counted.
2. Isolated and marginalized areas are neglected.
3. The denial of families towards disability - some families hide this information.

4. PwDs die in earlier ages, so their number is less in poor countries.

However, the methods of collecting information will also influence. For example, families may
not give information to outsiders but if they feel that other persons can help them, they may be
happy to share the information about disabled persons in their families.

The participants were involved in differnt interactive simulation exercises, for example - on setting
up of SHGs and the different activities of SHGs, on the barriers inside DPOs, on democracy in
DPOs, on participation of WwDs in the DPOs, setting up of women only DPO.

For each exercise, the participants reasoned about the research questions, which stakeholders
to involve, how to colelct information for the research.

<0
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Developing the research plans: The process of identifying three priority research questions
for EDR proceeded. An overview of EDR was discussed repeatedly to clarify the actual
implementation of specific researches.

The research planning needs to be flexible because in the field, invariably there will be some
unexpected obstcles. For example, the researchers may face a range of difficulties or may find it
is easy so that work period can be short or a period longer than originally thought. At every step
of the work during the research, INCLUDE staff members will provide support and assistance
to the team of researchers.

The following six questions were identified as most important by the participants and now they
had to select three out of them:

1. What is the best way to understand the situation of DPOs and the activities they provide
for PWDS?

2. What is the situation of children with disability in all kinds’ of schools in Gaza? What type
of education they get and how they are treated?’

3. What type of knowledge and education are needed to teach WwDs self-health care
aspect?

4. What sport activities are provided for WwDs? And if not what can be done to provide
them?

5. What are the different and creative ways that enable WwDs to get income?

What training and education are needed and can be provided to families of children with
disability to treat them without discrimination?

Each question was discussed to clarify its meaning. Finally from the questions, the following
three were selected by the partcipants:

1. Knowledge among WWDS about self-care so that their disabilities do not become worse
and they increase their autonomy.

2. Understanding innovative, successful approaches to microenterprises in Gaza that can be
used by WWDS for increasing income.

3. What kind of support is needed for the parents of children with disabilities so that they
can learn to treat them without discriminations?

For each question, the participants had to identify the key issues they wish to touch upon in
the research, the kind of information that should be collected and some indications about the
methodology of the research. The participants choose the question number 3 (understanding
the family relationships where there is a child with disability) to initiate these discussions.

One participant suggested to gather the families and conduct workshops on how to deal with
children with disabilities. The trainer explained that workshops may not be effective as the most
of the persons do not feel comfortable in telling everything in front of others. People usually feel
shy to express their feelings and women may fair to talk on issues happening inside house. A lot
factor effect on the mechanisms and methods of collecting information.

Following these discussions, partcipants were divided into three groups to discuss how they
wished to conduct this research. The feedback from the three groups was collected to prepare
the draft research protocol on this theme.

The same methodology was followed for the second theme - understanding innovative,
successful approaches to microenterprises and once again, through group discussions, the
participants provded their feedback on how to conduct this research for the preparation of the
draft protocol.

Evaluation of the joint training course: Participants were asked to evaluate three different
aspects of the training (training venue and food; opportunity for social interaction; and quality
of training) by giving a vote from 0 to 5. The average scores for the three aspects were the
following:
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1.
2.
3.

Training place and hospitality. (4.6)
Friendship making and social relations. (4.3)

Quality of the training. (4.2)

Thus overall satisfaction of the participants about the training was very good.

Other Observations by the participants about the training course:

1.

2
3.
4

10.

11.

12.

Discussions about different issues were always open and sincere.
The participants showed a good participation in individual and group work.
A few participants were not aware of the goals of the research.

Some participants were not able to construct questions and their responses and
suggestions were limited to their own personal experiences.

The large number of participants limited the full participation of each.
The training place was accessible to the PwDs.

A participant showed objection about the project team to work in the project in general
and preferred that WwDs should replace them in this training.

Some participants took a lead in playing roles which improved their self-confidence.

The trainees were given the opportunity to participate by showing opinions on the report
prepared by the staff in addition to introducing comments and questions.

The participants were interested and showed active participation in individual and group
work and exercises.

The trainer played a major role in motivating the trainees to participate in training activities
through welcoming them and giving them the opportunity to comment and ask questions.

Project team was part of the training and worked side by side with the rapporteurs in the
activities done during the training.

Challenges of the training identified by the participants

1.
2.

English — Arabic translations consumed time from training.

Participants objected on the training mechanism used in second day (training mediated
directly by the staff) and preferred that Dr. Sunil to take the lead the training.

More animation activities were needed to stimulate the participants.

To Increase the training days to cover all subjects of the training.
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ANNEX 6

Regional trainings: in Gaza city, north and south Gaza,

Training dates: Gaza city on 23 and 28 April; Northern region on 24 and 29 April; and Southern
region on 26 and 30 April 2014.

Training overview: 2 days of training were planned in each of the three regions for the following
reasons:

e Work with smaller groups to understand their concerns about EDR and to clarify their
questions and doubts.

e Understand the specific issues faced by each area in implementing the three researches.

o Getthe feedback of each group about the third research theme (barriers in accessing health
services) for the preparation of the draft protocol.

A consolidated report of the three regions is presented as same process was followed in all the
three regions. In Gaza city, the training was held in SDF office. The northern region training was
held at a rehabilitation centre in Japaliya while the southern region the training was held at the
centre for deaf children in Rafah.

There was some variations in the training in the three regions, as the training was guided by
the discussions and feedback from the participants. For example, in the Northern region, sign
language translation was an important need and took more time. On the other hand, in Southern
region, organsing the transport and bringing the participants to the meeting place was more
difficult.

During the final day of training in Rafah, the training team was joined by persons from EU office
in Jerusalem, who evaluated the EDR training by talking to researchers and rapporteurs from
the Southern region.

Training summary: Participants were given an opportunity to ask any questions about the EDR
process, how it will take place, and their roles in the process.

Remaining aspects of the second research theme (innovative approaches to microentreprise)
were discussed to complete the feedback process for preparing the draft research protocol.
At the same time, the regional teams were asked to share personal experiences about
experiences of barriers in health services and provide feedback for preparation of the third
third research protocol related to health issues. It was agreed that this research will focus on
the difficulties faced by women aged between 18-40 years and will limit itself to persons with
hearing & speech, visual and mobility disabilities. For example, some of the questions identified
for this research were as follows:

e Have you ever been to a hospital in the sake of therapy?

e Do you have health insurance?

e Do you receive an appropriate therapy?

e Do you encounter difficulties, regarding your disability type, in reaching the hospital?
e Did you receive a sufficient awareness about pregnancy and childbirth?

e Can you get your medicine easily?

e Do you receive a special treatment at the hospitals?

e Are the hospitals accessible for PwDs?

e Do you need utilities in the health centers?

e Have you received negative treatment from the workers in the hospital?
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Do the hospitals’ waiting halls good for PwDs?

Do you have recommendations for improving the health care?
Do you receive health services for free?

Where do you receive health services?

Can you get the medical report easily?

Can you get the appliances easily?

Do you receive physical therapy in the health centers?

How many times in the year you get the eye checkup-testing?
Do you get eye lenses paid or for free?

Are there hearing aids in all the hospitals?

Can you communicate with the doctors?

Do use sterilized tools for the glasses or lenses?

Do you have private tools for your own hygiene?

What are the required needs according your disability type?
Do you go to a governmental hospital or private one?

Do you practice sports?

Do you take your medicine on time?

What are the self-care procedures do you follow?

What is your family economic level?

Do you have any difficulty in taking care of your children?

Are there sign language translators in the hospitals?

Do you have hearing aids which enable you to hear in a better way?
What is the cost of the hearing aid maintenance?

Are there specialized shops for the hearing aid maintenance?
Are the hearing aids available all the time?

Do the governmental bodies help you as a woman with hearing impairment?

Do you receive specific medicine according to your disability?

It was clarified to the participants, that every term used in the research needs to be clearly
defined so that everyone gives the same meaning to it. The draft protocol will be presented to
SAG members for their opinion and then it will come back to the researchers and rapporteurs
for thier opinion before being finalised. The participants also discussed the kind of difficulties
that they may face during conducting the research during home visits. There can be materialistic
problems, inaccessible houses, and the families may not tell the truth in addition to their
prejudgment that they will get some financial aid.

The participants also discussed the skills for research needed by the participants. The following
ideas came out during these discussions:

Ice breaking activity at the beginning of the meetings and then starting the meetings by
narrating personal stories of the researchers themselves which make the participants feel
comfortable.

Explaining the purpose of the meeting ensuring the importance of confidentiality.
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o Start with easy questions. If there were sensitive questions, it could be delayed at the end
of the meeting.

e The participants in the meeting could be divided into groups and a researcher will work with
each group.

e Ever researcher should write down her notes about the group she worked with in order to
share them with other researchers.

e The information should be explained clearly.

The importance of writing notes was discussed. In case of absence of the two rapporteurs,
another researcher can be assigned to write the report.

Each research meeting should have the following:

e Information sheet about the participants’ names, ages and general information.

e Sheet of the questions that will be directed to the participants.

o Detailed report about each question and the received answers.

e Specific information and real various experiences.

e Inserting opinion of the researcher regarding an important issue and pointing out the rea-
son of its significance.

e Balanced amount of information in the report (not much, not little)

Conclusions: At the end of the training the following process was planned - Dr Deepak will
provide draft research protocols to EducAid latest by 5 May. These will be translated into Arabic
and presented to SAG before the end of May. The finalized protocols should come back to the
regional researchers around middle of June 2014.

There shoud be one general joint meeting of all researchers and rapporteurs at the beginning
and end of each of the three researches. While individual research is going on, the meetings will
be held only at regional levels. Dr Deepak thanked all the participants for their patience and high
level of participation in the training.
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ANNEX Y

Second meeting of the scientific advisory group

Gaza City, 23rd April 2014.

Attendees:

e Dr. Sunil Deepak, External consultant- AIFO

e Mr Adriano Lostia, Project Manager - EducAid

e Mr Sharaf Fagawi, Project Officer - Handicap International (HI)

e Mr Abedelgader Abu Jledan, Psychologist - Al Asdiquaa

e Mr Safwat Dyab, Executive Manager - NCCR

e Mr Awni Matar, Chairman, General Union of Persons with Disabilities - GUPD
e Ms Eline Monhanna, Psychologist - NCCR

e Mrs Walaa Mdookh, Project Coordinator — SDF

e Mr Ayman Ayyash, Manager National Society for Rehabilitation (PARD)
e Mr Alfredo Camerini, Professor University of Bologna (UNIBO)

e Mr Mohammed Alnajar, Project Coordinator- EIAmal

Translator: Abdelrahmman Abu Hassanain, Project Assistant — EducAid

Glossary:

e EDR Emancipatory Disability Research
o PwDs Persons with Disabilities

e RCG Research Core Gropu

e SAG Scientific Advisory Group

¢ WwDss Women with Disabilities
Report

Mr Lostia, EducAid Project Manager, welcomed SAG members at EducAid office and then
introduced the progress in EDR project. Training of researchers has already started and is
coordinated by the external consultant, Dr. Deepak. 30 women with disabilities from 3 areas
of Gaza (North Gaza, Gaza city and South Gaza) are participating in the training including 24
researchers and the 6 rapporteurs.

Prof. Camerini, chair-person of SAG welcomed all the members. He expressed welcomed the
new members, who had not attended the first meeting of SAG. He explained the role of the ex-
ternal consultant and summarized the discussions in the first SAG meeting that had touched on
the concepts of emancipation and barriers, and their significance in the context of EDR. Prof.
Camerini invited the consultant to provide an overview of the plans of conducting EDR in Gaza
and the training activities.

Dr Deepak reminded the SAG members about the EDR protocol document that was prepared
and distributed some months ago and explained the basic ideas of EDR. He explained that EDR
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is a research controlled by persons with disabilities on the issues that they consider as impor-
tant. Thus, EDR should be seen primarily as an instrument to help persons with disabilities to
initiate processes of their own empowerment. EDR in the context of developing countries can
be seen as an operational research that can be used to:

1. Understand situations or issues: this can be done when there is limited information. For
example, we may wish to know if different groups of persons with disabilities are benefiting
from a programme activity.

2. Find answers to questions — For example, why persons who had received wheel chairs are
not using them?

3. Test solutions to problems — for example to test different strategies for preventing violence
against persons with disabilities.

He explained that in the context of projects in developing countries, usually EDR focus on the
first two kinds of operation research areas, mainly through qualitative methods but quantitative
methods can also be used to some extent. However, it is fundamental that EDR is based on
social model of disability, rather than on a medical model.

The roots of EDR can be traced back to pioneering work of Paulo Freire and other persons who
worked in participatory research methodologies. In EDR, persons with disabilities are disability
experts who have the responsibility of making decisions about the research with the support of
SAG. EDR has two aspects —

e The participatory research process that allows persons with disabilities to share their expe-
riences to gain new understandings about the issues that influence their lives and promotes
their empowerment;

e The documentation and reporting of the research process in terms of its academic validity
and learning, which requires support of professionals and SAG members.

SAG members have to remember that their support to the researchers is part of promoting em-
powerment. This means becoming aware of constructive advice and gentle criticism, avoiding
summary judgements that hinder the empowerment process.

He explained the training process of persons with disabilities selected as researchers and rap-
porteurs for EDR. Three research themes have been selected by the training participants:

1. Understanding issues around self-care so that the disabilities does not get worse and to
prevent new disabilities;

2. Promoting innovative strategies for economic autonomy of women with disabilities in Gaza;

Understanding family relationships of children with disabilities.

Regarding the next steps — based on the inputs of the researchers, Dr Deepak will prepare a
draft research plan each theme, which will be sent to SAG members for their comments and
suggestions in early May 2014. Then it will be shared with researchers and rapporteurs in the 3
regions, and its operational aspects (budget, activities, and time frame) will be defined and then,
finally the implementation will take place. Each research theme report will be shared with SAG.

Prof. Camerini thanked Dr Deepak and asked about the closure of the research and asked SAG
members for their comments and questions.

Mr Matar said that by creating new programmes we can change the society to overcome the
challenges, and that one of the outcomes of the research will be acquiring skills. Then, he asked
if the themes of the research will be connected to the Palestinian law no. 4/ 1999 or not?

Mr Dyab asked if the EDR would be used as a tool to create change within the society.

Mr Ayyash asked whether or not there would be an evaluation committee for the research.
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Mr Abu Jledan mentioned that during the research, the process of inclusion will be important,
as the initiative has been started by women with disabilities who are involved in all the stages
of the research.

Mr Ayyash thinks that closing the research will occur when the women feel that they are eco-
nomically empowered.

Mr Fagawi stated that the research can be closed by use it as a kind of advocacy and lobbying,
both locally and internationally. In Gaza, research results should be shared with networks of
persons with disabilities. He also questioned the validity of the outcomes that will be resulted
from the home visit. He added another point that these 30 researchers will not only represent
themselves but all the persons with disabilities.

Mrs Mdookh stressed about the idea of advocacy and lobbying that is mentioned by Mr Fagawi,
and asked if SAG members will follow the work of the research monthly or regularly.

Mr Abu Jledan mentioned that we do not have to forget other institutions within the society, as
there are schools and kindergartens.

Mr Dyab said that we can let these researchers study other fields, and also they can train other
researchers.

Ms Monhanna referred to the changes in attitudes towards persons with disabilities, from a
“relief” point of view to a “developmental” point of view.

Dr Deepak explained that all the specific aspects of the research will be explained in the three
protocols, and underlined the importance of providing critical feedback on these proposals by
the SAG members. These protocols will clarify the research and its questions, how many home
visits, and how to do the observation.

He also explained that the total duration of the research, (6 months) is too short to expect big
changes especially in terms of changing societal attitudes and initiating advocacy for changing
national laws. The researchers are women with disabilities with limited research training and
without professional experience. Thus, the expectations from the research outputs must keep
in mind this situation and not create undue expectations.

The researchers will meet regularly before, during, and after the implementation of each of the
three researches, as this process has been designed in order to make them work together and
to reflect their own stories, so as to maximise their reflections and empowerment processes.

Long term impact of the EDR is difficult to predict, however it is possible that it will promote the
leadership skills in some of the researchers. He concluded by saying that SAG members have
an important role in supporting the researchers in the whole process of EDR.

Prof. Camerini emphasised the idea of sharing the research protocols and different research
reports with SAG members for their advice and iputs. The role of SAG can be defined as “critical
friends”. It will not be necessary to held frequent meetings between RCG and SAG members,
but SAG can receive reports and provide feedback.

Mr Lostia added that a publication will be pared about the EDR experience. We must bear in
mind that our goal is promoting the empowerment of women with disabilities, thus a holistic
focus is needed and not focusing just on the outcomes of the research.

Mr Dyab agreed that the outcomes of the research will be very important and need to be doc-
umented and shared.

Dr Deepak clarified that the whole process will be documented. The outcomes will take two
shapes: written documents and reports; and, understanding the other changes that will be
stimulated and will happen during the research implementation.

Prof. Camerini thanked all the SAG participants for their constructive participation and formally
closed the meeting.

Z
<

Emancipatory Disability Research EDR in Gaza Strip



|
ANNEX 8.1

Overview of EDR implementation process (Draft)

INTRODUCTION

Emancipatory Disability Research (EDR) is one of the components of project INCLUDE, co-
funded by European Union. EDR will be carried out in three areas of Gaza strip — North Gaza,
Gaza city and South Gaza — during 2014.

EDR involves participatory action research methodologies by and with persons with disabilities to
explore and understand their issues and problems. The goal of EDR is to promote empowerment
and collective social action for improving the quality of life of persons with disabilities.

In EDR activities of INCLUDE project, thirty (30) women with disabilities from Gaza strip will
play the leading role in identifying and exploring issues. They will be the researchers and
rapporteurs. They will be supported in this role by a Scientific Advisory Group and staff of
partner organisations and community-based organisations (CBOs).

This document presents an overview of the EDR process including the activities carried out
during the preparatory phase and the activities planned for the implementation phase of EDR.
This document also briefly touches on the conclusion phase of EDR. It is accompanied by three
annexes presenting the protocols of the three specific research initiatives that will be carried out
under EDR, on the following themes:

o Exploring the relationships in the families of children with disabilities.

e Understanding the experiences of persons with disabilities engaged in self-employment;
and the opportunities for receiving support for self-employment in Gaza strip.

o Understanding the barriers faced by women in disabilities in relation to health care services

PREPARATORY PHASE OF EDR

The preparatory phase of EDR included identification of thirty (30) women with disabilities from
3 areas of Gaza strip — North Gaza, Gaza city and South Gaza. The persons were identified in
collaboration with local organisations of persons with disabilities (DPOs) and CBOs according
to specific criteria, to ensure inclusion of adult women of different age groups, different socio-
economic and educational backgrounds and different kinds of disabilities.

A training programme was organized for the capacity building of the identified women in April
2014 in the following way:

1. Pre-training exercise on perceived barriers in daily lives.

2. Pre-training exercise on implementation of the U.N. Convention on the Rights of Persons
with Disabilities (CRPD).

3. Afive day training course for all the three groups on implementing EDR.

A 2 day training course in each of the three regions (North, Gaza city and South) on
implementation of EDR in their region.

Identification of research themes: During the training course, the participants identified
twenty-six (26) priority themes for the research. Out of these, six (6) themes were identified as
the “potential themes”, with the help of some specific criteria (including relevance, feasibility,
urgency, political acceptance, applicability and ethical acceptance). Finally, out of the six (6)
potential themes, three (3) themes were identified for implementation in Gaza strip:

o Exploring the relationships in the families of children with disabilities: dentification of this
research theme was linked with the issue of discrimination towards children with disabilities
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in the families and the desire of the women with disabilities to contribute to a better and
improved family relationships, which benefits all the components of the family. It was also
linked to the personal experiences of some of the women during their childhood.

e Understanding the experiences of persons with disabilities engaged in self-employment;
and the opportunities for receiving support for self-employment in Gaza strip: This
research theme is composed of two initiatives. The first initiative is linked to identifying
which factors contribute to success or failure of self-employment. The second initiative
is related to collecting information that can help women with disabilities to start their own
self-employment. Selection of this research theme underlines the importance given by the
women to economic autonomy and empowerment.

e Understanding the barriers faced by women in disabilities in relation to health care services:
This research theme will explore the challenges faced by women with disabilities in
accessing the health services. This initiative links both to general health care services as
well as, to specific health care related to certain specific groups of disabilities.

On each of the three themes, the training participants provided their feedback about the different
areas that should be explored during the research implementation. They also discussed the
possible participatory research methodologies that can be used for the implementation.

Training coordination: The overall training course spread over a period of 13 days was
coordinated by an external consultant, Dr Sunil Deepak. Separate reports have been prepared
for each day of training.

IMPLEMENTING EDR IN GAZA

Implementing EDR in Gaza strip is explained in a schematic way through the following steps:
Preparation and finalization of research protocols: The external consultant will prepare the
draft research protocols on the three selected themes. The draft protocols will be translated
into Arabic and shared first with the staff and partners for their comments. Then updated draft
protocols will be shared with the Scientific Advisory Group (SAG) for their opinions and again
updated.

Implementation of research on the three themes: The researchers and
rapporteurs in the three areas of Gaza strip will implement the research on each of
three themes, one by one, starting with theme 1, then theme 2 and then theme 3.

For implementing the research in each area, all the three groups will follow the same procedure,
as explained below:

e Step 1: Organise a one day meeting of all the researchers and rapporteurs from the three
areas. Present the updated research protocol to the three groups and go through the
protocol. Participants can propose clarifications or small modifications for the finalization
of protocols. Make a rough plan of the research implementation in each of the three areas.

e Step2:Ineach of three areas, staff in consultation with the researchers will prepare a detailed
operational plan along with the budget. This can include details like — which home-visits will
be organized and when, how many photocopies of the questionnaire will be needed, if sign
language translation is needed, if transport is needed, where can the meeting be organized,
how to organize food and refreshments for the meetings, etc.

o Step 3: In each of the three areas, organise a meeting of all the researchers and rapporteurs
to discuss the practical details of operational plan and the research implementation.

e Step 4: Implementation of the research in the field by researchers and rapporteurs. This
can include home visits, individual interviews, small group discussions and focus group
discussions. Follow all the indications explained in the research protocol. If some activity
explained in the protocol is not possible or has to be modified, the rapporteur must take
notes and explain the change and the reasons for the change in her reports.
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o Step 5: Organise debriefing meeting in each area are completion of each research activity.
For example, if the research protocol includes some home visits and then a meeting for
group discussions, organise two debriefing meetings — first meeting should be organised
after completing the home visits; the second meeting should be organized after completing
group discussions. During the debriefing meetings discuss how was the activity, if there
were any problems, if some questions were effective or not effective. Rapporteurs have to
prepare reports of these meetings.

e Step 6: After the first theme research has been completed, organize one joint meeting of all
the three groups, to share findings, what new information has been collected and if some
specific action is needed. In this same meeting, discuss the second research protocol and
ask participants for their opinion about second protocol. Repeat all the same steps as
explained above for the second research. Continue like this till the research on all the three
themes is completed.

e Step 7: Conclusions of the EDR - after research on all the three themes is completed,
organize a final meeting with all the researchers and rapporteurs to discuss, learnings from
each research and the final recommendations.

SPECIFIC INDICATIONS FOR IMPLEMENTING EDR

Research protocols: Every time a research is carried out, staff must remind all the researchers
and rapporteurs to follow all the steps explained in the protocol and not change those steps. If
for any reason, some steps of the protocol cannot be followed, they must inform the staff and
explain the reasons. If same difficulties are encountered in different parts of Gaza by different
researchers, the protocol can be changed, but those difficulties must be noted down and
explained in the reports.

Staff will need to remind the researchers and rapporteurs about the need to follow the protocol
every day and every time, otherwise they will tend to forget it.

Home visits: All the researchers and rapporteurs must take part in the home visits, if asked by
the protocol. For home visits, the role of researchers and rapporteurs is the same - they all have
to conduct interviews and observations based on the protocol.

If they complete any questionnaires, they must give the completed questionnaires to the staff
for the analysis and preparation of reports, as explained in the questionnaires.

For all home visits 2 women should go together to a house. No house visit should be conducted
by one women alone, unless there is some last minute problem and the second person cannot
come.

No staff is needed to accompany the researchers and rapporteurs for the home visits.

Individual interviews and Group discussions: For some research, there will not be home
visits but persons will be invited to a meeting place where they can be interviewed individually
or asked to participate in group discussions, as explained in the research protocol.

For individual interviews, complete the questionnaires and follow all the points as explained
above for the home visits.

For group discussions, ask one of the researchers to be the chair person and another researcher
to be the moderator. One or both rapporteurs have to prepare the report of the group discussions.
All group discussions must follow all the instructions given in the research protocol. Any changes
in the research protocol must be explained and properly noted in the report.

Debriefing meetings: The staff will organise a local meeting of all the researchers and
rapporteurs in that area after completing the research. During this meeting, rapporteurs will
take notes and prepare a final report.

Staff should also take notes and prepare their report.

The following points should be discussed in the debriefing meetings:

o Difficulties encountered during implementation of that research and what solutions were
found to overcome those difficulties
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» Any changes in research protocol

e New learning from the home visits or interviews or group discussions related to the subject
of the research

e New learning from the home visits or interviews or group discussions not related to the
subject of the research

e Any significant examples of events or life stories from the research (must be reported in as
much details as possible)

e Any other specific comments about the experience of implementing the research

e Ask one person from the group to be the chairperson of the meeting. This person must
ensure that specific questions are asked to the group regarding all the points mentioned
above. The report of debriefing meeting must provide information about each point
mentioned above.

Attitude during the research: Do not take anything for granted during the research — when
persons talk about their daily liv

es, ask questions to understand clearly what they are saying and what do they mean.

All the researchers and rapporteurs must have an attitude of respectful empathy towards the
persons they are interviewing or listening to. Explain that they should not start telling others
what they should do or express opinions if something is good or bad or should be changed.
They must focus on trying to understand what persons are saying without giving any judgement
about it.

Meeting places and accessibility: Ensure that meeting places are accessible to all the persons
with disabilities including the persons on wheel chairs. If needed organise the services of a sign
language interpreter and/or documents in Braille.

General recommendation: All activities should be conducted by women with disabilities who
have been selected as researchers and rapporteurs. The staff has to play a supporting role, in
organising and providing operational support.

During meetings, a person of the staff must be present to take notes. After the meeting, that
person must share her/his ideas with the rapporteurs and integrate any missing points in the
reports of the rapporteurs.

The goal of EDR is to promote empowerment. Thus for all decisions, the staff must ask for the
opinions and suggestions of the women with disabilities involved in the research.
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ANNEX 8.2

EDR Research protocol theme 1 (draft) Understanding
the relationships in a family of a child with disability

Introduction

Every family has its own relationships in terms of affection, love, participation, inclusion, power,
decision making and different other factors. These relationships are dynamic and can change
with time. They can depend upon the composition of the family: parents, siblings, grandparents,
other relatives. They may also depend upon other factors like education, culture and socio-
economic status of the family.

The presence of a child with disability in the family can also affect the family relationships. For
example:

e The child may need care and thus one of the parents or one of the siblings may be asked
to take this responsibility. The responsible person may have to sacrifice their own desires
to look after the child. The responsible person can have many different feelings, such as -
protectiveness, love, affection, regret or resentment.

e The child may need to be taken to a specialized service or a school and this may put
additional economic burden on the family. Finding time to accompany the child may be
difficult.

o Other persons in the community may have negative attitudes and this may affect family
relationships. Sometimes, other persons in the community can express appreciation.
Friends and community may not always provide the support to the family in case of need.

e Siblings can feel that parents are giving too much attention to the child with disability and
are neglecting their needs.

o Fathers may not like to be involved in the care of the child of disability and thus leave the
burden of care on the mothers.

» Prejudice, stigma and discrimination in the society can influence the way the family keeps
the child. To avoid such stigma, they may keep the child hidden and isolated.

e Parents may be worried that other children or other persons may not behave properly with
their child and thus, they may not like to send the child outside the house.

e As other children grow up, they become busy in their own lives and the child with disability
may be left alone with parents without support of other siblings.

The above are only some examples of how family relationships may change if there is a child
with disability in the family.

Objective of the research: To understand the point of views of mothers of children with
disabilities regarding their challenges related to family relationships.

Important note: The purpose of this research is to understand and is not give judgements
about the mothers or about other persons in the families. The researchers and rapporteurs
must ensure that they do not express opinions or show their disagreement while mothers share
their stories. They must try to identify with and understand the mothers’ point of views, even if
personally they do not agree with them.

Research sample: In each research area (North, Gaza city and south), 15 to 20 families with a
5 to 10 year child with disability must be identified.

The children can be male or female and should have different disabilities: 2-4 children with
mobility disability, 2-4 children with visual disability, 2-4 children with hearing-speech disability,
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2-4 children who have convulsions, 2-4 children with intellectual disability and 2-4 children with
multiple disabilities.
The research sample will be composed of the 15-20 mothers of these children with disabilities.

Research methodology: This research will be carried out through group discussions with 15-20
mothers of children with disabilities. Apart from the mothers, 4-5 researchers, 1-2 rapporteurs
and 1-2 staff members (only female) should participate in the meeting. Male staff members can
help in organisation but they should leave the hall when the meeting starts.

Preparation of meeting for the group discussions:

Step 1 - Ask all researchers, rapporteurs and staff to read the protocol document once again to
ensure that they understand about the research.

Step 2 - Informing and inviting the mothers to the group discussions: Inform the mothers about
EDR and the goal of this research. Explain that the research aims to understand their difficulties
and learning from each other. Provide information about the timing and location of the meeting.
Clarify about transport expenses and provision of refreshments/lunch. Ask the mothers to come
to the meeting, if possible, without the children. If some mothers cannot leave the children at
home, some support for taking care of children during the meeting might be needed.

Step 3 — On the day of the meeting, organise the meeting room in a semi-circle. Keep flip charts
with white paper and coloured markers for the meeting. Ensure that one of the researchers is
identified as a chairperson, one researcher as the moderator and at least one rapporteur is
present. Their roles will be as follows:

e Chairperson: Has to ensure that the meeting starts on time, that the consent forms and
questionnaires are filled, and that all the points for discussion are raised and discussed.

o Moderator: The moderator has to assist the chairperson in ensuring that no one dominates
the discussions, that all the persons who wish to speak get an opportunity and to help in
keeping the discussions focused on the theme of the research.

o Rapporteur: Has to take notes of all the discussions and make a final report of the meeting.
The report should include details of any significant personal stories and experiences shared
by the mothers.

e 1-2 Researchers for sharing personal stories: Identify one or two researchers who will share
their personal stories in the meeting. Their personal stories should talk of the role played by
their mothers and by their families in their lives and the challenges faced by their families. A
mix of both positive and negative issues should come out of those stories.

e Remaining researchers should participate in the meeting only as observers and should
not intervene in the discussions. They should note down any significant points they notice
during the meeting and can raise these points during the debriefing meeting.

e Step 4: One of the staff members should also take notes of the meeting discussions including
the details of any significant personal stories and experiences shared by the mothers. The
staff will not intervene directly in the discussions but if they notice that something is not done
properly, they should privately speak to the chairperson, moderator and the rapporteur.

Conducting the meeting for group discussions:

Step 1: Staff, chairperson, moderator and rapporteur should ensure that all the mothers are
sitting comfortably. Start with a brief welcome, explain the purpose of EDR and provide general
information about the meeting (timings, tea break time, etc.). Explain about confidentiality of
their discussions and that no information will be collected that can identify them. Explain that
during the group discussions, they will be free to share whatever they decide to share. Ask them
if they are happy with the idea of the meeting.

Step 2: Ask the mothers to sign the consent form (annex 1), and complete the questionnaire for
collecting basic information from the mothers (annex 2). Give all completed consent forms and

40

Emancipatory Disability Research EDR in Gaza Strip



questionnaires to the staff.

Step 3: Chairperson should briefly introduce the theme of “children with disabilities and the
family relationships” and invite one or two researchers to share their personal life stories
focusing on the role played by their families. After the presentation of the personal stories, ask
the mothers if they have any questions or comments.

Step 4: Start with the research questions as explained in Annex 3. The chairperson should
introduce each question and invite the mothers to share their opinions, experiences, ideas
and comments on that question. When everyone has shared on that issue, move to the next
question.

Step 5: At the end of the session, ask the rapporteur to present a brief summary of the meeting
discussions. Thank all the mothers for their participation, ask their feedback about their
participation in the meeting and close the meeting.

Expected outputs from the research:
This research will provide the following outputs -
e Signed consent forms — should be kept for a period of six months.

o General information questionnaires completed by the mothers — should be analysed by the
staff to prepare a brief report summarizing this information.

e Meeting report prepared by the rapporteurs.
e Meeting report prepared by the staff.

e Report of the debriefing meeting.
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Annex 1
INCLUDE EMANCIPATORY RESEARCH PROJECT

Consent form

name, work address and Name: Field coordinator

contact details of the Address:

project manager Tel: Fax:
Email:

We would like to invite you to participate in this study by participating in discussions. You
should only participate if you want to; choosing not to take part will not disadvantage you
in any way. Before you decide whether you want to take part, it is important to read the
following information carefully and discuss it with others if you wish. Ask us if there is
anything that is not clear or if you would like more information.

Details of Study:
This research is being conducted as part of capacity building of women with disabilities for
understanding issues and finding strategies to promote their empowerment.

There is no direct benefit for you for answering these questions, but your answers will help
us to understand and to better address the needs of the persons with disabilities in the
community. Your answers are confidential and will not be shared with any other people.
The records of this study will be private. Only the people who are doing the study will be
able to look at the answers that you give to the questions.

It is up to you to decide whether to take part or not. If you decide to take part you are still
free to withdraw at any time and without giving a reason. If you do not wish to participate,
it will not have any negative effects on your participation in the project activities. Do you
have any questions before we start?

Participant’s Statement

I (name)

have read/been explained the notes written above and understand what the study involves.
understand that if | decide at any time that | no longer wish to take part in this project, | can
notify the researchers involved and withdraw immediately.

consent to the processing of my personal information for the purposes of this research
study.

understand that such information will be treated as strictly confidential.

agree that the research project named above has been explained to me to my satisfaction
and | agree to take part in this study.

Signature: Date:

Emancipatory Disability Research EDR in Gaza Strip



Annex 2

INCLUDE EMANCIPATORY RESEARCH PROJECT - PALESTINE
General Information About Meeting Participants

Date | V__|__|__|__| (Day/month/Year)
Area North Gaza / Gaza City / South Gaza (circle one)
INSTRUCTIONS

For each question, write the number of the correct option in the box placed on the right side or
near the question. Do not write anything else on this questionnaire.

1. Information about the mother

(1.1) Age in years |__|__| years
(1.2) Which is your level of education? (read the codes below and fill the | |___]

box)

Codes for education level:

No education - 0, Primary school or less — 1, Middle school or less - 2,
High school or less — 3, pre-university or University - 4

Don’t know 88, No answer 99

(1.3) Do you have a job for which you earn something? (read the codes |
below and fill the box)
Codes for job:

No job — 0, Work at home — 1, Help in family business — 2, Occasional l___|
job — 3, Part time regular job — 4, Full time regular job — 5, Don’t know - | |___|
88, No answer — 99 |___|
(1.4) Any disability (read the codes below and fill the box — can write up
to 3 disabilities)

Codes for disabilities:

No disability — 0, vision disability — 1, hearing & speech disability — 2,
movement disability — 3, convulsions — 4, mental iliness - 5, intellectual
disability — 6, other disability - 7

2. Information about the family

(2.1) Marital status (read the codes below and fill the box) |
Codes for marital status:

Married — 1, Separated or divorced - 2, widow — 3, other — 4
(2.2) Which is the level of education of your husband? (read the codes |
below and fill the box)

Codes for education level:

No education - 0, Primary school or less — 1, Middle school or less — 2,
High school or less — 3, pre-university or University - 4,

Don’t know 88, No answer 99 |
(2.3) Does your husband has a job? (read the codes below and fill the
box)

Codes for job:

No job — 0, Work at home — 1, Help in family business — 2, Occasional ||
job — 3, Part time regular job — 4, Full time regular job — 5, Don’t know - | |___|
88, No answer — 99 |___|
(2.4) Total number of children

(2.5) Total number of children with disabilities
(2.6) Total number of persons living in your house
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Activity limitation and body functioning difficulties of the child

(Note: If the person has more than 1 child with disability in the 5 to 10 years age group, ask this

information about the child who has the most severe disability)

3. Activity limitation and body
functioning difficulties (each
question to be asked to each
mother)

Response
Read all options and ask the respondent
to choose one option.

Fill the
box

(3.1) Dos your child has any
difficulty in seeing? (Can’t see
at all, can see little, can’t see in
evening or at night?)

1 He/she has no difficulty seeing

2 He/she has some difficulty seeing
3. He/she has a lot of difficulty seeing
4 He/she cannot see at all

(3.2) Do your child has any
difficulty in hearing? (Can’t hear
properly or cannot hear at all)

1 He/she has no difficulty hearing

2 He/she has some difficulty hearing
3.He/she has a lot of difficulty hearing
4 He/she cannot hear at all

(3.3) Do your child has any
difficulty in speaking? (Can’t speak
at all, speaks little or speaks with
difficulty, stammers, difficult to
understand?)

1 He/she has no difficulty speaking

2 He/she has some difficulty speaking
3. He/she has a lot of difficulty speaking
4 He/she cannot speak at all

(3.4) Does your child has any
difficulty moving any part of
body? (Any part paralysed, any
part amputated, any part stiff and
painful, can’t stand or sit or walk?
Can not coordinate movements or
hold things?)

1 He/she has no difficulty moving any
part of my body

2 He/she has some difficulty moving any
part of my body

3. He/she has a lot of difficulty moving
any part of my body

4 He/she cannot move any part of my

body at all

(3.5) Does your child ever has any
strange behaviour or feelings?
(Gets sad or crying without reason,
hears voice, feels people are trying
to kill him/her? Sees unexisting
things? Speaks meaningless
things?)

1 He/she has no strange behaviour or

feelings

2 He/she has some strange behaviour or
feelings

3. He/she has a lot of strange behaviour
or feelings

4 He/she has always strange behaviour

or feelings

(3.6) Does your child ever has any
fits? (Falls down and body has
convulsion? Gets unconscious?
Suddenly for a short time can not
hear or answer?)

1 He/she never had fits or body
convulsion

2 He/she has sometime fits or body
convulsion (1 in 6 months)

3. He/she has often fits or body
convulsion (2 to 6 per 6 months, up to 1
a month)

4 He/she has always fits or body
convulsion (every week or more)
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(3.7) Does your child has any 1 He/she has no difficulty in learning
difficulty in learning? (Difficulty in 2 He/she has some diffi.Cll,Ilty inllearning
understanding or communicating 3. He/she has a lot of difficulty in ||

or explaining or reading or writing?) learning
4 He/she cannot learn at all

(3.8) Does your child has any other 1 He/she does not has any other kind of

disability? (Including burns, scars, | disability _

pock marks, albinism, vitiligo, etc. | 2 He/she has some kind of other |__|
that the person perceives as a disability N

disability?) 3. He/she has many other disabilities

4. Appliances used by the child with disability (This information is related only to the
child for whom question 3 was asked, and not any other children)

(4.1) Does your child uses any technical appliance?
1 Yes 2 No 88 Don'tknow 99 No answer |

(4.2) If yes which appliance (read the codes below and fill the box) |
Codes for Different aid/appliances

Crutches — 1, Wheel chair - 2, Eye glasses — 3, White cane — 4, Hearing aid - 5

Tricycle — 6, Atrtificial limb — 7, Special Footwear — 8, Callipers -9, Other - 10

Thank you very much for your participation

Annex 3
Questions for the meeting on “Children with disabilities and family relationships”

Note: The questions for discussions in the meeting are divided into 2 groups - “Key questions”
and “Additional questions”. The chairperson must ensure that all the key questions are posed
in the meeting and discussed. If at the end, there is remaining time, then, raise and discuss as
many additional questions as possible.

For each question, first read the full question exactly as it is written below. Only then the chair-
person can provide additional explanations if she wishes.

KEY QUESTIONS

Question 1. When a child is born with a disability or if a child becomes disabled in the child-
hood, it can be a moment of emotional shock for the family and especially for the mother. At this
time, the support of the husband and the family is very important. We would like to hear from
you about your experiences regarding the role played by your husband and your family, when
you found that your child has a disability? What were the challenges you faced at that time?
Who gave emotional support to you?

Question 2. Some children with disability require lot of support. They may need help to go to
school. They may require visits to hospital or to a specialist. Sometimes, you have to do other
work and you need someone to look after your child. We would like to hear from you about your
experiences regarding such situations when you need help in taking your child to school or hos-
pital or to keep him/her for some hours while you do other work? Who helps you and provides
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support in the family?

Question 3. Children want to go out and play with other children. They want to participate in
the religious and social functions like marriages. In such situations, the support of the friends,
neighbours and community is important. Can you share experiences of friends, neighbours and
community where they support and help you for your child with disability? Do you have expe-
riences where they have negative attitude and create problem for your family and your child?

Question 4. Do you know other families where they have children with disabilities? Do you
ever meet with them or share experiences with them? Do you organize joint events with other
mothers and families of children with disabilities like taking your children on picnic or to play
together?

ADDITIONAL QUESTIONS

Question 5: Do you feel afraid about your child that other children or persons in the community
will say negative things or hurt your child? Can you share experiences regarding this? How do
you overcome your fear so that your child can go to school or to play with his/her friends?

Question 6: A child with disability requires lot of care and support. Sometimes parents are so
busy in taking care of their child with disability that do not have enough time to give attention to
other children. Does something like this happen in your family? How do your other children feel
about the child with disability?

Question 7: Sometimes children with disabilities go to school but teachers do not have enough
time to give proper attention to your child. How do you support the education of your child with
disability at home? Does your husband and family provide support to the child with disability
for his/her studies?
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|
ANNEX 8.5

Research protocol theme 2 (draft) - Self-employment and
livelihood for women with disabilities

Introduction

The political and social situation linked to the blockade in Gaza strip has created a very
challenging environment for creation of sustainable livelihoods for all the citizens. These
challenges are even more daunting for women with disabilities, who face numerous obstacles
in their search for dignity and economic autonomy. A 1999 law promising 5% reservation of jobs
for persons with disabilities remains largely unimplemented.

In this situation, even self-employment faces numerous challenges. These challenges can
include the following:

o Lack of skills regarding feasibility studies regarding the market place, differentiation of
products, innovation and design of products, and preparation of adequate business
plans. Often persons attend vocational training courses but the newly acquired skills re-
main under-utilized and do not lead to sustainable livelihoods.

o Difficulties of importing or exporting equipment and raw materials at sustainable costs.

e Lack of funding opportunities for launching self-employment businesses.

However, it may be worthwhile to explore if persons with disabilities have been able to identify
and use innovative strategies for income generation and to share these experiences for inspiring
new business ideas. For example, can there be income-generation opportunities linked to
information technologies? Or, can setting up of partnerships, group activities or cooperatives
play a role in promoting self-employment opportunities? Can there be new products that can
be linked to traditional skills that can fulfil the needs of local markets?

Objective of the research: The general objective of this research is to promote income
generation and livelihood opportunities for persons with disabilities in Gaza strip, with two
specific objectives:

Specific objective 1: Learning from experiences: To interview 5-10 persons in each area
(north, Gaza city and south) who have attempted successful or innovative self-employment
opportunities over the past decade.

Specific objective 2: Understanding opportunities: To collect information about organisations
and institutions in each area (north, Gaza city and south) that provide support for self-
employment initiatives in Gaza strip

Specific objective 1: Learning from experiences

Research sample: In each research area (North, Gaza city and south), identify a minimum of
5 to a maximum of 10 persons who have an on-going self-employment activity and interview
them. Preference should be given to women with disabilities but if there are not enough self-
employed women with disabilities, self-employed men with disabilities or non-disabled persons
can also be interviewed.

Research methodology: In each of three geographical areas, this research will be carried out
through individual interviews followed by an area meeting of all the researchers, rapporteurs
and the staff members.

Individual Interviews
Identify suitable persons for interviews through local DPOs, CBOs, other organisations, friends
and family members. Find out if the person has a disability or not. When the names of all
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the potential self-employed persons will be collected, organise a meeting in each area with
researchers and rapporteurs with the support of the staff, to decide the final list of 5-10 persons
who will be interviewed. Telephone and fix appointment with those persons for the interviews,
after explaining the purpose of EDR.

For conducting interviews, at least 2 researchers or rapporteurs should visit together, so that
one person can ask questions and other person can take notes.

The consent form for the person to be interviewed is in annex 1 and the questions for the
interview are in annex 2.

Meeting to share interview results

All the researchers and rapporteurs who took part in the individual interviews will meet together
with the staff to share the results of their interviews. Each team who went for interviews should
be asked to share their findings about each question.

Sharing of results will be followed by discussions on the main findings, recommendations and
conclusions from this exercise.

One or two rapporteurs will take notes of all the presentations and discussions to prepare a
report of this meeting, with the support of the staff.

Final joint meeting of the three areas

After this research is completed in all the three areas, a joint meeting of all the three areas can
be organised to share their results. The staff will be asked to prepare a final report of all the
things discovered during the implementation of this research objective.

Expected outputs from the research will include: (1) a meeting report explaining the learning
from this research including challenges in collecting information from self-employed persons
and potential uses of this information; (2) a document bringing together information about strat-
egies used by persons for self-employment in Gaza strip.

Specific objective 2: Understanding opportunities

Research sample: In each research area (North, Gaza city and south), identify all the organisa-
tions that can provide some support to women with disabilities for a self-employment activity.
Collect information from them about the different kind of support they can provide and their
criteria for giving support.

Research methodology: In each of three geographical areas, all the researchers and rappor-
teurs will take part in this research by visiting identified organisations and collecting information
as explained in Annex 3.

Meeting to share interview results

All the researchers and rapporteurs who took part in collecting information about the support
for women with disabilities for self-employment, will meet together with the staff to share the
results of their interviews.

Sharing of results will be followed by discussions on the main findings, recommendations and
conclusions from this exercise.

One or two rapporteurs will take notes of all the presentations and discussions to prepare a
report of this meeting, with the support of the staff.

Final joint meeting of the three areas

After this research is completed in all the three areas, a joint meeting of all the three areas can
be organised to share their results. The staff will be asked to prepare a final report of all the
things discovered during the implementation of this research objective.

Expected outputs from the research will include: (1) a meeting report explaining the learn-
ing from this research including challenges in collecting information and potential uses of this
information; (2) a document bringing together information about different kinds of support for
women with disabilities in Gaza.
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Annex 1
INCLUDE EMANCIPATORY RESEARCH PROJECT

Consent form

Name, work address and Name: Field coordinator

contact details of the Address:

project manager Tel: Fax:
Email :

We would like to invite you to participate in this study by participating in discussions. You
should only participate if you want to; choosing not to take part will not disadvantage you in
any way. Before you decide whether you want to take part, it is important to read the following
information carefully and discuss it with others if you wish. Ask us if there is anything that is
not clear or if you would like more information.

Details of Study:

This research is being conducted as part of capacity building of women with disabilities for
understanding issues and finding strategies to promote their empowerment.

There is no direct benefit for you for answering these questions, but your answers will help
us to understand and to better address the needs of the persons with disabilities in the
community. Your answers will be used to create a report to help other women with disabilities.
If you wish that we do not use your real name in our reports, you can choose any other name
that you prefer.

Participant’s Statement
I (name)

e have read/been explained the notes written above and understand what the study
involves.

e understand that if | decide at any time that | no longer wish to take part in this project,
| can notify the researchers involved and withdraw immediately.

e consent to the processing of my personal information for the purposes of this research
study.

e agree that the research project named above has been explained to me to my
satisfaction and | agree to take part in this study.

Signature: Date:

Annex 2
Questions for Interviewing Self-Employed Persons

Name:

Disability: Yes / No

If yes, which kind of disability:

Can you explain about the activities of your self-employment business?
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When did you start this activity and why did you decide to start this activity?

Did you take a loan or support from some ban or organization? If yes, how did you manage to
get it?

In the beginning, which were the difficulties that you had to face? How did you overcome
those difficulties?

Which are the factors that contributed to the success of your business?

What will be your advice to women with disabilities who want to start their own business?

Annex 3
Research on Self-employment Opportunities for Women with Disabilities

Questionnaire for Organisations

Name of the Organisation:
Address:

Telephone number:
Name of a contact person:

1. Does the organization provide any technical support to women with disabilities such as
skills training, business plan making, etc.? If yes, explain

2. Does the organization provide any financial support to women with disabilities such as
loans or grants? If yes, please explain

3. What are the criteria for providing technical or financial support?
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ANNEX 84

Research protocol theme 3 (draft) - Access to health
care services for women with disabilities

Introduction

Broadly speaking persons with disabilities require two kinds of health care services — general
health care needs such as those for fever, cough or pain, like all other persons; and, some
persons with disabilities also need specific health care support for issues related to their
disabilities. Health care needs of men and women with disabilities can be different, for example,
in terms of family planning, pregnancy and child birth. At different ages during the their lives, the
health care needs keep on changing.

Not all persons with disabilities need specific health care support linked to their disabilities. For
example, persons with complete deafness or blindness, may need initial support for diagnosis
of their condition but may not have on-going health care needs. On the other hand, persons
with spinal cord injury or joint disease such as arthritis may require regular health care support.
Such specific support can be different according to the kind of the disability.

Persons with disabilities face different barriers in health care services. Some of the common
barriers are:

o Physical barriers such as stairs, lack of ramps, lack of lifts, lack of sufficient waiting halls,
etc. Such barriers can be compounded by bureaucratic necessities. For example, to receive
the disability check-up, persons may be asked to visit different offices and services in
inaccessible environments.

e Lack of assistive services such as sign language interpreters and Braille materials.

e Negative attitudes among the health care staff, so that services are refused to persons with
disabilities or they are made to wait for long periods.

e Lack of self-care advice to persons with disabilities is another serious issue. Since disability
is a life-long issue, persons need to learn how to take good care of themselves and how
to prevent complications and new disabilities. However, often health care staff does not
provide these kinds of skills.

Objective of the research: To understand the barriers and challenges faced by women with
disabilities.

Research sample: In each research area (North, Gaza city and south), 15 to 20 women with
disabilities in the 18 to 40 years age group.

This research will focus on three groups of women with disabilities — movement disabilities,
vision related disabilities and hearing related disabilities. Thus, one third of the participants
(5 to 7 persons) should belong to each group. The persons should be selected to ensure that
persons are from different educational and socio-economic backgrounds.

Research methodology: This research will be carried out through group discussions with 15-
20 women with disabilities. Apart from these women, 4-5 researchers, 1-2 rapporteurs and 1-2
staff members (only female) should participate in the meeting. Male staff members can help in
organisation but they should leave the hall when the meeting starts.

Preparation of meeting for the group discussions:

Step 1 — Ask all researchers, rapporteurs and staff to read the protocol document once again to
ensure that they understand about the research.
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Step 2 - Informing and inviting the women to the group discussions: Inform the women about
EDR and the goal of this research. Explain that the research aims to understand their difficulties
and learning from each other. Provide information about the timing and location of the meeting.
Clarify about transport expenses and provision of refreshments/lunch. Ask the women to come
to the meeting, if possible, without children or other accompanying persons.

Step 3 - On the day of the meeting, organise the meeting room in a semi-circle. Keep flip charts
with white paper and coloured markers for the meeting. Ensure that one of the researchers is
identified as a chairperson, one researcher as the moderator and at least one rapporteur is
present. Their roles will be as follows:

e Chairperson: Has to ensure that the meeting starts on time, that the consent forms and
questionnaires are filled, and that all the points for discussion are raised and discussed.

e Moderator: The moderator has to assist the chairperson in ensuring that no one dominates
the discussions, that all the persons who wish to speak get an opportunity and to help in
keeping the discussions focused on the theme of the research.

o Rapporteur: Has to take notes of all the discussions and make a final report of the meeting.
The report should include details of any significant personal stories and experiences shared
by the mothers.

e 1-2 Researchers for sharing personal stories: Identify one or two researchers who will share
their personal stories in the meeting. Their personal stories should talk of the difficulties
they had faced in the health care system.

e Remaining researchers should participate in the meeting only as observers and should
not intervene in the discussions. They should note down any significant points they notice
during the meeting and can raise these points during the debriefing meeting.

Step 4 - One of the staff members should also take notes of the meeting discussions including
the details of any significant personal stories and experiences shared by the mothers. The
staff will not intervene directly in the discussions but if they notice that something is not done
properly, they should privately speak to the chairperson, moderator and the rapporteur.

Conducting the meeting for group discussions:

Step 1 - Staff, chairperson, moderator and rapporteur should ensure that all the women with
disabilities are sitting comfortably. Start with a brief welcome, explain the purpose of EDR and
provide general information about the meeting (timings, tea break time, etc.). Explain about
confidentiality of their discussions and that no information will be collected that can identify
them. Explain that during the group discussions, they will be free to share whatever they decide
to share. Ask them if they are happy with the idea of the meeting.

Step 2 - Ask the women to sign the consent form (annex 1), and complete the questionnaire
for collecting basic information from the women with disabilities (annex 2). Give all completed
consent forms and questionnaires to the staff.

Step 3 - Chairperson should briefly introduce the theme of “barriers faced in accessing health
care services” and invite one or two researchers to share their personal life stories focusing
on this issue. After the presentation of the personal stories, ask the women if they have any
questions or comments.

Step 4 - Start with the research questions as explained in Annex 3. The chairperson should
introduce each question and invite the women to share their opinions, experiences, ideas and
comments on that question. When everyone has shared on that issue, move to the next question.

Step 5 - t the end of the session, ask the rapporteur to present a brief summary of the meeting
discussions. Thank all the women with disabilities for their participation, ask their feedback
about their participation in the meeting and close the meeting.

)]

20

Emancipatory Disability Research EDR in Gaza Strip



Expected outputs from the research:
This research will provide the following outputs:

Signed consent forms — should be kept for a period of six months.

General information questionnaires completed by the mothers — should be analysed by the
staff to prepare a brief report summarizing this information.

Meeting report prepared by the rapporteurs.
Meeting report prepared by the staff.
Report of the debriefing meeting.

Annex 1
INCLUDE EMANCIPATORY RESEARCH PROJECT

Consent form

Name, work address and contact details of Name: Field coordinator
the project manager Address:
Tel: Fax:
Email

We would like to invite you to participate in this study by participating in discussions. You
should only participate if you want to; choosing not to take part will not disadvantage you
in any way. Before you decide whether you want to take part, it is important to read the
following information carefully and discuss it with others if you wish. Ask us if there is
anything that is not clear or if you would like more information.

Details of Study:

This research is being conducted as part of capacity building of women with disabilities for
understanding issues and finding strategies to promote their empowerment.

There is no direct benefit for you for answering these questions, but your answers will help
us to understand and to better address the needs of the persons with disabilities in the
community. Your answers are confidential and will not be shared with any other people.
The records of this study will be private. Only the people who are doing the study will be
able to look at the answers that you give to the questions.

It is up to you to decide whether to take part or not. If you decide to take part you are still
free to withdraw at any time and without giving a reason. If you do not wish to participate,
it will not have any negative effects on your participation in the project activities. Do you
have any questions before we start?

Participant’s Statement

(name)

have read/been explained the notes written above and understand what the study
involves.

understand that if | decide at any time that | no longer wish to take part in this
project, | can notify the researchers involved and withdraw immediately.

consent to the processing of my personal information for the purposes of this
research study.

understand that such information will be treated as strictly confidential.

agree that the research project named above has been explained to me to my
satisfaction and | agree to take part in this study.

Signature: Date:

Emancipatory Disability Research EDR in Gaza Strip

o]

[6N]



Annex 2
INCLUDE EMANCIPATORY RESEARCH PROJECT - PALESTINE

General Information About Meeting Participants

Date | __|__|__| (Day/month/Year)
Area North Gaza / Gaza City / South Gaza (circle one)
INSTRUCTIONS

For each question, write the number of the correct option in the box placed on the right side
or near the question. Do not write anything else on this questionnaire.

1. Information about the women with disabilities

(1.1) Age in years

(1.2) Which is your level of education? (read the codes below and fill the |years

box) ||
Codes for education level:

No education - 0, Primary school or less — 1, Middle school or less - 2,
High school or less — 3, pre-university or University - 4

Don’t know 88, No answer 99

(1.3) Do you have a job for which you earn something? (read the codes
below and fill the box)

Codes for job:

No job — 0, Work at home — 1, Help in family business — 2, Occasional
job — 3, Part time regular job — 4, Full time regular job — 5, Don’t know —
88, No answer — 99

2. Information about the family

(2.1) Marital status (read the codes below and fill the box) |
Codes for marital status:
Married — 1, Separated or divorced - 2, widow — 3, other - 4

(2.2) Which is the level of education of your husband? (read the codes ||
below and fill the box)

Codes for education level:

No education - 0, Primary school or less — 1, Middle school or less — 2,
High school or less - 3, pre-university or University - 4

Don’t know 88, No answer 99

(2.3) Does your husband has a job? (read the codes below and fill the ||
box)

Codes for job:

No job — 0, Work at home - 1, Help in family business — 2, Occasional
job =3, Part time regular job — 4, Full time regular job — 5, Don’t know —
88, No answer — 99

(2.4) Total number of children ||
(2.5) Total number of children with disabilities |___|

(2.6) Total number of persons living in your house ||
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Activity limitation and body functioning difficulties of the women

3. Activity limitation and body
functioning  difficulties (each
question to be asked to each mother)

Response
Read all options and ask the respondent
to choose one option.

Fill the
box

(3.1) Do you have any difficulty in
seeing? (Can’t see at all, can see
little, can’t see in evening or at night?)

1 | have no difficulty seeing

2 | have some difficulty seeing
3. | have a lot of difficulty seeing
4 | cannot see at all

(3.2) Do you have any difficulty in
hearing? (Can’t hear properly or
cannot hear at all)

1 | have no difficulty hearing

2 | have some difficulty hearing
3. | have a lot of difficulty hearing
4 | cannot hear at all

(83.3) Do you have any difficulty
in speaking? (Can’t speak at all,
speaks little or speaks with difficulty,
stammers, difficult to understand?)

1 I have no difficulty speaking

2 | have some difficulty speaking
3. | have a lot of difficulty speaking
4| cannot speak at all

(3.4) Do you have any difficulty
moving any part of body? (Any part
paralysed, any part amputated, any
part stiff and painful, can’t stand
or sit or walk? Can not coordinate
movements or hold things?)

1 I have no difficulty moving any part of
my body

2 | have some difficulty moving any part
of my body

3. | have a lot of difficulty moving any
part of my body

4 | cannot move any part of my body at
all

(3.5) Do you ever have any strange
behaviour or feelings? (Gets sad or
crying without reason, hears voice,
feels people are trying to kill him/
her? Sees unexisting things? Speaks
meaningless things?)

1 I have no strange behaviour or feelings
2 | have some strange behaviour or
feelings

3. | have a lot of strange behaviour or
feelings

4 | have always strange behaviour or
feelings

(3.6) Do you ever have any fits? (Falls
down and body has convulsion?
Gets unconscious? Suddenly for a
short time can not hear or answer?)

1 I never had fits or body convulsion

2 | have sometime fits or body
convulsion (1 in 6 months)

3. | have often fits or body convulsion (2
to 6 per 6 months, up to 1 a month)

4 | have always fits or body convulsion
(every week or more)

(3.7) Do you have any difficulty in
learning? (Difficulty in understanding
or communicating or explaining or
reading or writing?)

1 | have no difficulty in learning

2 | have some difficulty in learning
3. | have a lot of difficulty in learning
4 | cannot learn at all

(3.8) Do you have any other disability?
(Including burns, scars, pock marks,
albinism, vitiligo, etc. that the person
perceives as a disability?)

1 I do not have any other kind of
disability

2 | have some kind of other disability
3. | have many other disabilities
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4. Appliances and medicines used by the women with disability

(4.1) Do you use any technical appliance?
1 Yes 2 No 88 Don'tknow 99 No answer |

(4.2) If yes which appliance (read the codes below and fill the box) |
Codes for Different aid/appliances

Crutches — 1, Wheel chair - 2, Eye glasses — 3, White cane — 4, Hearing aid - 5

Tricycle — 6, Artificial limb — 7, Special Footwear — 8, Callipers -9, Other - 10

(4.3) Do you take any medicines regularly? |
Yes — 1, No - 2, Don’t know — 88, No answer -99

Thank you very much for your participation

Annex 3
Questions for the meeting on “Barriers to health care services”

Note: The questions for discussions in the meeting are divided into 2 groups — “Key questions”
and “Additional questions”. The chairperson must ensure that all the key questions are posed
in the meeting and discussed. If at the end, there is remaining time, then, raise and discuss as
many additional questions as possible.

For each question, first read the full question exactly as it is written below. Only then the
chairperson can provide additional explanations if she wishes.

KEY QUESTIONS

Question 1: Sometimes the disabilities become worse with time. As the time passes, the
disability can increase or it can become painful or there are can be complications. Can you
share your experiences about worsening of your disability and how did you deal with it? Did you
go to a hospital or specialist to get help? How was this experience?

Question 2: Do you know how to take care of your disability and how to avoid complications
in future? Can you tell us which activities you do to take care of your body and your disability?
How did you learn these activities? Did some person tell you? Did you search information about
your disability on the internet?

Question 3: Have you ever been admitted to a hospital? Can you share experiences about
staying in the hospital? Was it a positive experience and why? Was it a negative experience and
why? How was the attitude of the doctors, nurses and other staff in the hospital?

Question 4: When you need medical care for yourself or for your children, and you go to the
hospital or the health centre, what are the barriers and the difficulties that you encounter? If you
can change some things in the hospital or in the doctors or in the nurses, what things would
you like to change?

ADDITIONAL QUESTIONS

Question 5: Have you ever needed a medical report from a specialist? Can you share your
experiences and if you faced any difficulties?

Question 6: If you have any children, what was your experience with the doctors, nurses and
other staff during your pregnancy and child birth? Can you share your experiences?

Question 7: When you go to a doctor or a nurse or a physiotherapy for advice, do you think
that they understand your problems related to your disability and provide information to you?
What are your positive and negative experiences in relation to finding information about your
disability?
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ANNEX 9

Draft of the article on barriers faced by women with
disabilities in Gaza strip in their daily lives

(To be published in German journal - Disability & International Cooperation)

INTRODUCTION

Societies have different ways of looking at persons with disabilities. For large parts of human
history, in different cultures in different parts of the world, disabilities were often seen as a divine
punishment for wrong behaviour or sins. Even today, such ideas can continue to influence
the behaviour and attitudes of many communities and families. For example, different eastern
religions share beliefs in reincarnation and influence of deeds in the past lives on the present lives.
Over the last few centuries, with the spread of industrialization, the disability was viewed as a
“defect” or “mal-functioning” of individuals who need to be “normalized” through rehabilitation.
This way of looking at persons with disabilities has been strengthened by technological
advances, that create expectations that sophisticated interventions can normalize, most if not
all, disabilities.

Social values and cultural norms also influence how disabilities are perceived. Communities
are composed of different groups, each with their own values and norms. Despite this richness
of difference, prevailing values and cultural norms drive from and predominantly benefit a
particular dominant male group. These values are universalized and upheld as shared societal
values; to the extent that one is different from the dominant group, be it on the basis of gender,
ethnicity, race, age, sexual preference or biological ability, one is devalued and marginalized.
This devaluation serves to maintain the social order (Home K., 2000).

Traditional ideas about the “causes” of disability and locating the disability as a problem of
the person along with the dominant social values and cultural norms, all lead to building of
barriers around persons with disabilities, that block their equal participation and inclusion
in different life activities. Over the last fifty years, persons with disabilities joining together in
organisations (Disabled people’s organisations or DPOs) have started to question these views
of disability by pointing to the disabling role played by the barriers. This understanding has led
to the articulation of a “social model of disability” that locates disability in the society and in the
disabling barriers. (Oliver M., 1990)

The barriers include isolation, neglect, abuse and violence to lack of access to social, health,
education and livelihood opportunities. Persons often face their first barriers in their own
families. (Deepak S., Kumar J. et al, 2013).

The International Convention on the Rights of the Persons with Disabilities (CRPD, 2006) and
the International Classification of Functioning, disability and health (ICF 2001), both highlight the
environmental factors that restrict participation in different life activities. The first World Disability
Report (WHO and WB, 2011, pp. 263-264) documented widespread evidence of disabling
barriers including — inadequate policies and standards, negative attitudes, lack of provision
of services, problems with service delivery, lack of accessibility, and lack of consultation and
involvement.

Palestine and the persons with disabilities: At present, Palestine is divided in two territories
— West Bank bordering Jordan and the Dead sea; and, Gaza Strip in the south, bordering Egypt.
Gaza is a narrow strip of land facing the Mediterranean sea with an area of about 360 sqg. km. It
has a total population of about 1.8 million persons.

Palestine has been part of a conflict with Israel spanning different decades. (Smith C. D., 2009)
Since the beginning of the second Intifada and even more with the elections in 2006, the borders
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between Israel and Gaza Strip have been closed with limited movements of people, goods and
services. (Li D., 2006) The World Disability Report estimates that 15% of population of countries
has a disability. On the other hand, different surveys carried out in Palestine over the past
decade have calculated that persons with disabilities constitute between 2 to 6 per cent of the
total population. (EMRO-WHO, 2013, Jarar A. 2009)

Emancipatory research project in Gaza: An emancipatory disability research (EDR) was
planned in Gaza Strip as part of an European Union co-funded project focusing on improving
the livelihoods of women with disabilities. It is managed by two Italian non-governmental
organisations - EducAid/Italy with support from AIFO/Italy. This emancipatory research activity
will be carried out in three regions of Gaza (North Gaza, Gaza City and South Gaza) during 2014.
EDR is controlled and carried out by people with disabilities in ways that promote their
empowerment. It uses a human rights approach that informs them about their legal and moral
entitlements. It helps them to understand how different barriers prevent the participation
and inclusion of people with disabilities in their communities. It also identifies strategies for
overcoming those barriers. (Deepak S., 2012, p. 4)

Preparation for implementing EDR in Gaza Strip included identification and training of thirty
(80) community researchers from among women with disabilities to conduct research through
participatory methodologies. After the training, these community researchers will carry out
research on 3 specific themes that they themselves have identified:

e Understanding the role and knowledge of self-care among women with disabilities in
preventing worsening of disabilities in Gaza;

e Understanding the strategies and opportunities of livelihood through self-employment for
women with disabilities in Gaza;

e Understanding the attitudes and roles of parents of children with disabilities in Gaza.

Training of the researchers for EDR included discussions on barriers faced by women with
disabilities in their daily lives. This article is based on those discussions.

METHODOLOGY

Sample: 30 women with disabilities selected to be the researchers, took part in the exercise
focusing on barriers faced by them in their daily lives during the training course on EDR. These
women were identified by local Palestinian community organisations working with persons with
disabilities in 3 regions of Gaza Strip — North Gaza, Gaza City and South Gaza. From each
region ten (10) women, including persons of different ages, with different disabilities, different
educational and socio-economic levels. Thus, it was a purposive non-random sample of women
with disabilities that took part in the discussions on barriers.

Method: During the training on “Implementing Emancipatory Disability Research”, barriers
faced by women with disabilities were discussed in 2 separate exercises:

1. In the beginning of the training course, a 5 day long exercise on “identification of barriers
in the daily lives” was organized to introduce the concepts of social model of disability. The
exercise started with a one-day seminar, during which there were discussions on different
kinds of barriers faced by persons with disabilities. Then for 3 days the participants were
asked to become aware about and note down all the barriers they encountered in their
daily lives. A second one-day seminar was organised during which, the women shared
their experiences of encountering the barriers and their feelings about them. They also
discussed ways of overcoming those barriers.

2. A second one day exercise on barriers was organised at the end of the training course,
that discussed the health care needs of different groups of persons with disabilities during
different phases of their lives and shared experiences regarding barriers linked to health
services and technical appliances. This paper presents a summary of the opinions and
experiences shared by the women with disabilities during the above 2 exercises.
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RESULTS
General Information About the Women with Disabilities:

Total women: General information was available for 29 out of 30 women.

Age: The average age of women was 26.6 years, median age was 24 years and the age range
was 19 to 41 years. 6 persons (20.7%) did not answer the question regarding age.

Education: 3 women (10.3%) were illiterate, 7 women (24.1%) had high school level education or
less, and 19 persons (65.6%) had pre-university or university level education.

Kind of disabilities: 17 persons reported difficulties in terms of multiple areas of functioning (90%
of the persons with less than high school education and 42% of the persons with university
level education), while 12 persons reported difficulties in a single area of functioning (10% of
the persons with less than high school education and 58% of persons with university level
education).

A numerical score was given to each area of functioning according to the degree of the difficulty
in that area — 1 for no difficulty, 2 for little difficulty, 3 for lot of difficulty and 4 for complete
inability to function. Thus, higher score indicated greater difficulties and difficulties in more
areas of functioning. The average score of persons with university level education was 3.1 while
for the persons with less than high school education, it was 5.7.

7 women (24.1%) reported difficulties in vision, 8 (27.6%) had difficulties in hearing, 9 (31%) had
difficulties in speech, 11 (37.9%) had difficulties related to movement and mobility, 13 (44.8%)
had psychosocial difficulties, 1 (3.4%) had convulsions related difficulties, 9 (31%) had learning
difficulties and 1 woman (3.4%) had “other” difficulties.

Technical appliances: 10 women (34.5%) were using some kind of technical appliance — 2
persons (20%) among those with less than high school level education and 8 persons (42.1%)
among those with university level education. The appliances included artificial limbs, eye
glasses, visual aids (audio books and special computer software) and a hearing aid.

Job and income: Among the persons with less than high school education, 1 woman (10%) had
some regular income from work, while among those with university level education, 4 women
(21.1%) reported regular income from work. No women reported a full time a paid job.

Marriage: 4 women (13.8%) were married, all of them to non-disabled persons.
Participation in Disabled people’s organisations (DPOs) and in Self-help Groups (SHGs): 14
women (48.3%) were members of a DPO while 7 women (24.1%) were members of a SHG.

Barriers Faced By Women with Disabilities in Gaza

The participants were asked to think if the barriers they were facing in their daily lives. During
their discussions, the women divided their ideas and experiences in three main groups — external
barriers, internal barriers and economic barriers.

External barriers: The following issues were raised by the participants in their discussions:

e Negative perception of society — This was the most common barrier expressed by the
participants and also one of the most difficult to overcome. Many participants felt that
women with disabilities face more negative perceptions in the society compared to the men
with disabilities. For example, they explained that it is harder for women with disabilities to
get married compared to the men. A participant said, “So much has been done to create
awareness about persons with disabilities, but why it has not had any effect? Is it because
the awareness activities are insufficient or they are not done properly?”

e Inaccessibility of roads — the roads are not good and in many places there are just dirt
tracks. This creates difficulties for different groups of persons with disabilities. Persons said
that often they decide not to go out of the house because going out is so difficult.

o  Electricity blackouts — Gaza has frequent power breakdowns leading to electricity blackouts.
This was seen as a problem for all the citizens but it had worse effects on the persons
with disabilities. One person with hearing disability said that during blackout she cannot
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communicate with others because they can’t see her sign language. Another person with
mobility problems said that during electricity blackouts, lifts do not work, so she is stuck
and cannot go out.

e Unavailability of accessible transportation — public transport in Gaza is extremely limited
and accessible transport is not available. The only way to travel for many persons with
disabilities is to get a taxi but taxi services cost a lot and they do not have money to pay for
this service.

o Discrimination against persons with disabilities in the families — this was seen as a barrier
by a few women with disabilities. A women with hearing disability said, “My father treats me
very badly and he does not love me. For him | am a burden and a disgrace to the family. It
pains me very much. Outside the house, community has a negative perception and they say
bad things when | go out. | feel very sad when | think about it.”

e Non -existing cooperation of decision makers — many persons felt that the Government and
other decision makers do not see disability issues and the problems faced by persons with
disabilities as a priority for the country. In addition, there are different non-governmental
organisations and disabled people’s organisations, each does their own activities and
do not cooperate and coordinate with each other. So there are projects for persons with
disabilities but there is no continuity and sustainability of activities.

e Unavailability of technical appliances — Many persons felt that not having proper technical
appliances such as hearing aids is a big barrier to their participation in daily lives.

Internal barriers: All participants felt that internal barriers related to their feelings and emotions
are equally important and often these barriers block their participation in diverse life activities
and relationships. These barriers express themselves through different emotions such as lack of
self-confidence, a feeling of shame, depression, hesitation, anxiety, psychological repression,
shyness, anger and frustration.

For example, a 34 year old woman with movement disability said, “It is so tiring to fight all the
time with the negative things that people say. Sometimes they do not say, but their looks can
communicate what they think about me. As if | have no right to live, or to go out. First | have
to fight with my own fears and my sense of shame. Then | have to fight with the world. | wish |
could become invisible.”

Economic barriers: All participants agreed that economic barrier of not having a regular income
and not having any financial independence is one of the biggest barriers that they face. They
agreed that finding a job in Gaza is difficult for all persons, but it is even more difficult for
women, while for women with disabilities it is almost impossible.

On the other hand, different factors linked to political situation with the blockage of frontiers,
lack of trade, lack of patrol and electricity, all create uncertainty and risks for self-employment
and micro-entrepreneur initiatives.

Over-coming the barriers: The participants felt that initiatives linked with advocacy and lobbying
to put pressure on the Palestinian Government are difficult because of the political situation
in Gaza Strip and the Palestinian state has limited means to answer the needs of its citizens.
Keeping this in mind, the solutions suggested for overcoming the barriers were grouped in three
kind of activities:

e Promoting wider changes in the people, in the communities and in the State through
activities such as advocacy and lobbying for rights, promoting social awareness, and
promoting CRPD.

e Individual efforts to overcome barriers by networking among persons with disabilities,
sharing life stories and experiences for motivating each other, organizing common
initiatives for leisure and sport for women with disabilities, and working with families to stop
discrimination.

e Specific solutions for problems such as carrying a flash-light in backpacks to deal with
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frequent electric blackouts. A number of participants also suggested that crying, cooking
and walking to relieve stress may be good strategies when nothing else works to overcome
frustration and depression.

Barriers Related to the Health Services and Technical Appliances

The participants discussed that all women with disabilities require support from health services
for general health care needs. In addition, some of them require regular or periodic support
from health services for specific needs related to their disabilities. The health care needs can
different depending upon gender, age and kind of disabilities. Some women shared personal
experiences of barriers encountered at the health services:

e A 26 year old woman with movement disability said, “Getting health care is like an obstacle
course, every step is difficult. Having the money to pay and then to find a transport to the
health centre is difficult. When | reach there, | need to go up all the stairs. Once | am inside,
they make me wait, because | am disabled so the doctor thinks that | can wait but there is
no place to sit. They don’t treat non disabled persons in this way.”

e A 22 year old woman with movement disability said, “My brother has weak bones, he gets
bone fractures very easily. Doctors in Gaza don’t know what to do with him and how to help
him. Perhaps he can get some help outside Gaza but going out of Gaza is so difficult!”

o A 31 year old woman with multiple disabilities said, “My spine is not straight and since | had
the baby, | get back pain. | went to the doctor many times but he never even touched me,
never explained anything, he just wrote me some medicines to take. In the end, | searched
for information on internet and read about back pain. | learned some exercises for back pain
and do them regularly, so now | am better. We can’t wait for doctors to help, we need to find
information through internet and take care of our bodies.”

e A28 year old deaf woman explained, “When | was married, | did not know anything and soon
became pregnant. In the hospital, | went for one check up but | could not communicate with
them, so | did not go back for check ups. | went there only for the child birth, but my mother
was with me and she explained everything to the doctors and nurses. Without my mother, |
don’t know how can | get help in the hospital.”

e A21 year old woman with low vision and movement disability said, “I had to get the medical
report from hospital. The first doctor, he refused and sent me to another doctor, so | had to
wait for another 2 hours. Then when he gave me the certificate, | had to get it stamped in
five different places and go up and down to different departments. It took me three days to
get that report. They do not realise that | suffer when | have to climb stairs. The waiting halls
are full and you can not sit down and rest. It was a nightmare.”

Impact of Reflecting On and Discussing Barriers

The participants were asked to give their feedback about the impact of the exercise on reflecting,
writing down and discussing barriers. The opinions were almost equally divided between
two positions — some persons felt that thinking about barriers had increased their feelings of
frustrations and sadness, while others felt that it was liberating to talk openly about the different
barriers, and to express their feelings of anger and frustration when faced with discrimination
in different aspects of life.

For example, one participant with a mobility disability said, “Thinking about internal and external
barriers, | felt an internal revolution. At the same time, | had very disturbed feelings of sadness
and sorrow about myself and | had feelings of anger towards the society.”

Another participant with hearing disability said, “I found it very strange to write about the barriers
and wondered what the reason to write about these? Is this exercise just to remind me of my
sufferings that | must live every day? | still feel a little weird about it, though | understand that it
helped me to share with others about what gives me more pain and suffering.”

Finally one person with a visual disability said, “I liked this exercise. Usually | feel that my
difficulties are because | am disabled. This exercise, made me think that so many of my difficulties
are because others discriminate and do not think of us. It made me feel more optimistic.”
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DISCUSSIONS

Like the persons with disabilities from different parts of the world, women with disabilities in
Palestine report daily encounters with disabling barriers.

The attitudinal barriers encountered in early childhood within their own families, friends and
communities are internalized and accompany the women throughout their lives, provoking
feelings of fear, shame, lack of self-confidence, frustration and depression. Often there are
limited opportunities to share these feelings with others and thus crying is seen as a legitimate
way to express these feelings.

The internal barriers are compounded by external barriers related to physical inaccessibility,
attitudes of others, lack of opportunities for participation and economic resources, and lack of
accessible services.

The specific political situation of Palestine with the prolonged conflict and restrictions on
movements, has resulted in worsening of infra-structures and basic services such as electricity
and lack of roads. These create difficulties for all the Palestinian population, but are even more
disabling for women with disabilities. Due to these, all the initiatives including those for advocacy
and lobbying in change of laws and access to services and opportunities, as well as processes
of empowerment, have limited impact on their lives.

CONCLUSIONS

Women with disabilities in the Gaza Strip face numerous barriers that are common to persons
with disabilities and more specifically to women with disabilities in other parts of the world.
In addition, the specific political situation of Gaza strip creates additional barriers, as well as,
renders more difficult individual and institutional dismantling of those barriers. The barriers
affect daily lives of women. Specific services such as health care, are associated with additional
barriers.

LIMITATIONS

The exercise on barriers encountered in daily lives focused mainly on home, family and health
care. It did not touch on other specific areas of life such as access to educational institutions,
livelihood opportunities, and sports and leisure activities. Thus, the barriers identified during the
exercise do not represent all the barriers that women with disabilities in Palestine encounter in
their lives.

The exercise on barriers was conducted as part of the capacity building process for carrying out
emancipatory disability research. Thus, many of the women with disabilities who participated
in the exercise were meeting for the first time. At the same time they did not know the persons
conducting the exercise, some of whom were men. This could have limited the discussions
about some cultural barriers, such as those related to family hierarchies and gender issues.
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Research report / theme #1
Understanding the relationships in the family of a
child with disability

Include - socioeconomic empowerment of women with disabilities
Period: 10/06/2014 - 26/06/2014

First day: Preparatory Meeting for the first research question
Tuesday, 10/06/2014

Mr. Abdul-Rahman, “Include” project assistant, started the session by reviewing the research
information with researchers, such as the concept of the emancipatory research and types of
research.

The chairwoman clarified the first theme forimplementation — “understanding the relationships
in the family of a child with disability”.

Gaza group:
Monday, 16/06/2014, meeting with mothers of children with disabilities
Sunday, 22/06/2014, summary meeting at the forum

North group:
Sunday, 15/06/2014, meeting with mothers of children with disabilities at the North Association
Thursday, 19/05/2014, summary meeting at the forum

South group
Thursday, 16/06/2014, meeting with mothers of children with disabilities at Al-Amal Association
Sunday, 22/06/2014, summary meeting at Al-Amal Association

Meeting with all off the three groups in order to prepare the first draft research, on 26/06/2014,
from 10:00 am - 1:00 pm, at Laterna Restaurant

Appointed chairwoman and a facilitator in each group for each region. Their roles explained, the
facilitator helped the chairwoman, and ensured nobody dominated during the session.

The chairwoman’s responsibility is to bring the target people through, contacting the associations
to bring the people, and ensuring all topics are covered. The researchers are going to help the
mothers by filling the questionnaire, each woman attending the meeting.

Gaza group
Chairwoman: Fatima Al-Halouli
Facilitator: Ola M’'udawakh

North group
Chairwoman: Khulood Al-Sisi
Facilitator: Shahrazad Al-Masri

South group
Chairwoman: Karima Al-Majayda
Facilitator: Philistine Al-Kurd

Opening activities by the chairwoman at the session’s beginning: Explained the pledge form
and the questionnaire for the researchers, and discussion with the researchers, so they said
that they will make it simple for the mothers, in order not to feel threatened during the session.
Mentioned the importance of bringing live examples of two researchers’ childhood and how they
were treated by their families and the society. He also mentioned a story as an example for them.
Explained the two types of questions: primary questions and extra questions. The chairwoman
began with the primary questions, and time pending she includes the extra questions.
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Meeting of discussion groups in the three regions

Gaza region

Thursday, 19/06/2014

9:00 am- 12:00 pm

Opening activities of the session by chairwoman Ms. Fatima Al-Halouli:

Ms Al-Halouli introduced herself and welcomed the guests. A brief introduction about the
Emancipatory Research and the aim of conducting the research. She ensured the collected
data is private so participants started signing the pledge form and filling the questionnaire.
The theme of the session is ‘children with disabilities and the family relationships’. The
chairwoman invited two of the researchers (Arij and Salam) to share their life stories in order to
encourage the participants to speak and share opinions and expertise.

Concerning the first research question, which was posed by the chairwoman, two women had
mentioned two similar stories about their children, who were born with physical disabilities.
They said having a baby with a physical disability is so shocking, then you get used to it, you
would love the child as any other member in the family and so will the husband. The child’s
family - like the siblings, grandfather, and other relatives — would support him/her and take care
of him/her. The woman added “ we believe in God’s will and we love the child like any other
member in the family, and we ask doctors to try to cure him”

Two participants out of fifteen, mentioned that their mothers-in-law blamed them for their
children’s disabilities and they were accused of causing the disabilities by neglecting their
children.

In response to the second question, concerning whether the family member who helps and
supports the mother of a child with disability, six women mentioned the difficulty in finding
somebody to take care of their children with disabilities while they are not around, because
there is nobody who could replace them and take care of the child.

A woman mentioned her story: Her child was born without a right foot. At the beginning she
cried a lot and was so desperate, after a while she was able to cope with the situation. The
child was very smart and, when he reached three years old, his mother has made him a foot of
cotton and tied it to his leg and he wore a sock, so he could have a normal foot, in order not to
feel different from the rest of the children. He goes to a school which is for normal kids and she
drops him and picks him up every day.

Some of the women mentioned that the father and family members who live in the house,
like the grandmother, aunt, and the older siblings, help them and take care of the child with a
disability while the mother is not around.

In response of the third question, five women mentioned taking their children out to integrate
them by playing with other normal children. Two of the women who have children with mental
disabilities, said that they don’t let their children play with other children because they are
violent and they would beat up other children. One of the women said that having a child with a
mental disability is very hard — she’s afraid of leaving her child with other children because he’s
very violent and she’s afraid to take him out of the house.

Four of the female participants refused to let their children, who have disabilities, go on school
trips on their own because they are afraid that other normal children might hurt them emotionally
or physically, plus a child with a disability needs special care.

Concerning the forth question, a woman mentioned knowing some families with children with
partial visual impairments. They let their children visit their friends, invite them over, and go out
to play and have fun, in order to make their children feel that there’s no difference between them
and other normal children.

At the end of the session, the chairwoman thanked the participating mothers and she asked
about their impression concerning the workshop.
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North Gaza region

Opening activities of the session by chairwoman Ms. Shahrazad.

The mothers of the children with disabilities were welcomed and there was a brief discussion
about the project. She spoke about being a woman with impaired hearing and about disability
and about problems associated and affecting people with disabilities, adding that there is
discrimination against people with disabilities, and they must be equal to other normal people.
Ms. Dina, reporter, read the pledge form. She ensured the collected data is private and will
be used for research purposes only. She told any guests wanting to leave the session they
are welcome to go. After Ms. Shahrazad distributed the pledge forms the mothers signed
them and they were collected by the researchers. Ms. Dina and Ms. Shahrazad explained the
questionnaire (about children with disability and the family relationships). The mothers filled
the research step by step as the researchers explained. Afterwards Ms. Shahrazad started by
posing key questions. Ms. Latifa helped her explain the first question and Ms. Dina recorded
answers.

First question:

“When a child is born with disability, or during his/her childhood he/she becomes having
disability, it’s an emotional shock for the family, specially the mother, it’s very important to
support the mother by the husband and family members, we would like to hear from you about
your experience, concerning your husbands and families roles, as you found out that your child
has a disability, what were the challenges that you have been through? Who supported you
emotionally?”

Ms. L.M. answered the question by mentioning the story of her son, who has a disability. She
was happy to give birth but after four months was able to tell the baby had a disability. The family
took the baby to the doctor (sight specialist) but he couldn’t tell the baby had a disability. After
taking the baby to many doctors finally they discovered he had brain atrophy. The mother was
deeply shocked and cried so hard. Her husband and eldest son supported her. Her husband
told her ‘It’s God’s will and we have to be patient and have faith’. She went on with her story,
mentioning she has another three kids who have the same disability with varying degrees of
severity

A woman mentioned a similar story. She found out her newborn baby had a cleft palate. She
felt so sad, her husband and the family have supported her. After a year the baby underwent
surgery and was able to talk after two years but had trouble with pronunciation. The family took
care of him and took him to an association where they could help and now his pronunciation is
much better.

Another woman shared her story concerning the same question. She was pregnant with a baby
girl. After three days at the hospital the doctors found the baby had a problem with her instep.
The mother cried so hard but her husband supported her and said he would cure the baby girl
abroad. The girl’s instep was fine but she developed a problem with the pelvis. The mother took
her child to see doctors but it didn’t work. After a while her husband’s friend has suggested to
use an instrument for the pelvis and she started walking. The mother took her daughter abroad
to see an orthopedic doctor. The doctor cured the baby girl by physical therapy. After a year and
a half doctors said that the child has a defect in her knee. They suggested she wear medical
shoes to cure her knee. The family brought the shoes and their daughter was fine afterwards.
Another woman said she has a child, twelve years old, with physical and mental disabilities
(double disability). His foot had to be amputated and she tells that in the beginning it was a
medical error. He got poisoning and gangrene in his foot and the doctors said it’s impossible
to cure him. Her husband didn’t support her and couldn’t accept the fact of having a child with
disability. He didn’t talk to her or ask about her for a month and he didn’t even ask about his
child, it was too hard.

Second question:
Some of the children with disability need support, they might need for somebody to help them
going to school, or they might need to go to hospital or visit the doctor, sometimes you are busy,
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so you need for somebody to take care of your child, we would like to hear from you, concerning
your experience in such a situation, who supports you, and helps you among the family?

A woman mentioned she going through such a situation. She has a child, seventeen years old,
who has a mental disability. When he was in first grade at school, for three months, she was
taking him to school and coming back to pick him up. One day when it was time to go home
her child never came back. She was always worried because her child doesn’t come back from
school or if he comes back late. Other students at the school used to beat him up. She went to
look for him and found him under a tree. She made up her mind that she’s going to take him to
school and pick him up by herself, she did that for a year, till the day when the teacher told her
‘Your son doesn’t need education, he has a mental disability’. She tried hard with the teacher
but the teacher wasn’t understanding so she stopped sending her child to school. Nowadays
he spends his day out of the house and nobody can make him stay at home. The mother tried
so hard to control him and not to let him go out but she failed. She persuaded her younger son
to get married, who is a student at the secondary school, in order that his wife could help her at
the house by taking care of her son with a disability.

Another mother, who has a child with disability due to a medical error, said her husband doesn’t
help her and doesn’t care about their children. Her mother-in-law is the only one who helps, the
rest of the family members are disgusted by her son because he has a disability. The mother
believes in God’s will and goes to specialized associations for help. She will never give up
and takes care of her son. Recently he started talking to her and he helps her at the house.
Sometimes he gets fever that could reach 41 degrees so she takes care of him. She thanks God
and says her son is so special to her and is her favorite among his siblings.

Ms. Latifa. Posed a question, where do you leave your child when you leave the house, for
example like today? The woman said she leaves him at home with his younger siblings and they
take care of him. He’s getting physical therapy at the hospital and can now move around. She
sees him as a normal child who doesn’t have a disability, his disability is in his leg only. The
mother is the one who is responsible for him and she can direct him all the time.

Third question:

Children always want to go out and play with other children, they want to participate in social
and religious occasions, like wedding parties, in these situations, being supported by friends,
neighbors, and society is very important, could you share your experience about friends,
neighbors, and society in supporting your child who has a disability? Do you have any negative
experience, have your child and family ever been in trouble?

A woman said that if there is any happy social occasion happening her son would dress up
nicely and go in order to participate. Other kids, especially his relatives, would beat him up
and pour juice on his head, telling him “You are a fool, go back to your house’. He goes back to
his house and tells his mother his relatives beat him up. Concerning other people in the street,
they feel sorry for him and care a little more than relatives. The mother feels so sad and angry
because of what is happening to her son. She had to sell the house and move somewhere else
because people kept saying that her son was a fool.

Another mother said guests don’t visit if her son with a disability is around. She feels happy
though as her son participates in happy social occasions, though people in the society usually
don’t accept him.

Fourth question:

Do you know other families who have children with disabilities? Have you ever met any, or have
you ever shared your experience? Do you organize any activities, so your children could go out
and play together?

A woman mentioned her child with a physical disability in his hand and foot. He used to go
on trips and gets along with other children. The mother has met other women and they stay in
touch.
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Another woman mentioned her neighbor has a son and a daughter with mental disabilities. They
are in a very bad situation, they are maltreated by relatives, especially their grandfather, so the
mother gets hurt all the time. She used to see her and talk about their children’s problems and
the woman used to give advice to the neighbor on how to treat her children with disabilities.

Fifth question:

Are you afraid that other normal children in the society, would say negative things to your child,
that could hurt his/her feelings? Could you share your experience concerning this topic, how
could you get over this, and let your child go to school, or play with friends?

One mother said that she’s afraid when her son goes to the street because people beat him up
and complain about him. She is the one who gets mostly hurt though because she is with her
child all the time but family and relatives come and go but they don’t care.

Another woman said her son has a mental disability. Whenever he would go out he’d come back
beaten up because people say he is a fool and throw stones at him. After this she used to go
to see the families of the other children who threw stones. They didn’t care and she’d go back
to her house feeling sad. She tried not to let her son go out as she’s afraid of other children
beating him up or somebody taking him to unknown place. She used to tell her child not to go
with others. One day her child went with his father to participate in an occasion and one of the
relatives called her to say that her son had a traffic accident. She called the father in order to
make sure that everything is fine and he assured her the child was fine, nothing happened and
it was a rumor.

Concerning the same question, a woman mentioned her son got injured during the war at the
age of one. His face suffered deformity and his left hand had to be amputated. Now he is in the
fourth grade. At the beginning he wasn’t accepted in the school because of his disability. The
child himself used to be afraid of other students, the way they look at him. The mother used to
go with him every day to school and attend classes but after a while he adapted to his condition
and is not afraid of the other children anymore. He goes to school and comes back on his own.
At the beginning he was afraid of going to the street because people keep on looking at him but
his mother was very supportive and encouraged him to go out and face society.

Sixth question:

A child who has a disability needs a lot of care and support, sometimes the parents are too busy
taking care of their child with disability, so they don’t have time enough to take care of the rest
of their children, do you go through such a situation in your families? What do the other children
feel about their brother/sister who has a disability?

A woman said she takes care of her son with a disability more than the rest of her children and
his siblings were affected but she was able to solve the problem by making them take care of
their brother when she is not around, so they won’t get jealous. The lady added she has a young
daughter who'’s jealous of her brother. She fixes the problem and says it’s very important to
make the other siblings join their brother who has a disability, and they play with their brother
daily for an hour minimum.

Another woman shares a story that the father has bought shoes for all of his children, except
the one who has a disability, so the boy felt sad and angry, especially at his dad who hasn’t
bought him shoes.

Question seven:

Sometimes children with disabilities go to school, but teachers don’t have enough time to take
good care of these children, how do you support your child’s education at home, do your
husband and the family help him in his studies?

A woman mentioned she has a daughter with difficulty in understanding so she took her to a
youth empowerment centre but they didn’t accept her because of her problem
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Another woman mentioned the story of the daughter of her brother-in-law. She has a physical
disability and is supposed to be in the sixth grade but, due to her continuous failure, she is in
the fourth grade. Her family doesn’t care about her because of her disability.

South Gaza region
Monday, 16/06/2014
9:30-11:30 am

Opening activities of the session by the chairwoman:

The chairwoman introduced herself and welcomed the guests, asking them to introduce
themselves. A brief introduction about EducAid organization and the project activities was
given along with a clarification that the Emancipatory Research of disability is one of the main
activities. The aim of conducting it and the reason for bringing mothers to the meeting was
explained.

Ms. Karima introduced the theme - the role of mothers and family and how it changes when
there is a child with disability. The mothers talked about their experiences, about their children
with disabilities, the reasons of the disability, and about their reactions as they discovered their
children’s disabilities.

The reporters wrote down the stories they heard from the mothers. Some women refused to
share their experiences and stories and the chairwoman preferred not to push them.

The researchers and reporters distributed the questionnaire, helping the mothers to complete
it, and collected the questionnaire.

Afterward, Ms. Karima used power point slides to discuss the four questions with mothers.
After each question the women had the chance to express their opinions and tell their stories.
Some women didn’t participate, they were embarrassed and some of them think their struggle
is private and shouldn’t be discussed. The reporters wrote down the stories and the answers
to the questions. At the end of the session the chairwoman thanked the ladies for coming and
participating.

The mothers’ stories and answers were according to the posed questions by the chairwoman.

First question:

“When a child is born with disability, or during her/his childhood he/she becomes having
disability, it’s an emotional shock for the family, specially the mother, it’s very important to
support the mother by the husband and family members, we would like to hear from you
about your experience, concerning your husbands and families roles, as you found out that
your child has disability, what were the challenges that you went through? Who supported you
emotionally?”

One woman shared her experience. As she gave birth to her daughter she was shocked her
daughter had a disability. It was made worse that none of the family members has a disability
despite the fact the grandmother and the grandfather are cousins.

Another woman shared her story about her son who had an accident when he was on a
motorbike. His skull was broken and he acquired a mental disability. The mother and the father
were deeply shocked, but adapted to the condition. The mother used to cry due to her stress,
without showing the child, and their financial situation did not allow her to buy her child what he
likes but she would try hard to bring him all he needed even if she had to borrow from others, in
order to make him happy. She used to take him to play with other kids and she used to buy toys
and candies for the other kids in order to be nice to her child and play with him.

Second question:

“Some of the children with disability need support, they might need for somebody to help them
going to school, or they might need to go to hospital or visit the doctor, sometimes you are busy
and you have to be doing something, so you need for somebody to take care of your child, we
would like to hear from you, concerning your experience in such a situation, who supports you,
and helps you from your family?”
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Most of the women mentioned their families helped them with their children with disabilities and
people in the society usually maltreat children with disabilities. During childhood and teenage
years the society has a strong impact on forming personality.

One woman mentioned her son with a disability stays with relatives, like the wives of her
brothers-in-law. They take care of him but sometimes children who are younger use bad words
toward him because of his disability.

Another woman mentioned her child stays with his older siblings if both parents are out. He
stays with the father if the mother is out

Ms. Um-Hussein Deeb said she leaves her child who has a disability with his aunts when she’s
away but not with his uncles, because they can’t take care of him, and her child is very playful

Ms. Yasmin Madi said her child with a disability stays with the relatives when she’s away. She
can take him with her to attend happy occasions and she takes care of him more than his
siblings because she thinks that he’s a human being who deserves a better life.

One of the mothers said that her son has impaired hearing “he’s deaf”’, and the school doesn’t
have a bus to take the children (EI-Amal association) so the mother used to take her son to the
school and pick him up every day on her own. She believes it’s worth it.

Third question:

“Children always want to go out and play with other children, they want to participate in social
and religious occasions, like wedding parties, in these situations, being supported by friends,
neighbors, and society is very important, could you share your experience about friends,
neighbors, and society in supporting your child who has a disability? Do you have any negative
experience, have your child and family been in trouble?”

Only one woman responded to this question. She mentioned her son goes with her wherever
she goes and she cares for him on her own. “l don’t want to hurt my son emotionally. | don’t
want him to feel rejected by people surrounding him and that’s God’s will.”

Fourth question:

“Do you know other families who have children with disabilities? Have you ever met any, or have
you ever shared your experience? Do you organize any activities, so your children could go out
and play together?”

Ms. Yasmin Madi responded to the question, as she mentioned earlier, that she cares a lot
about her child and concerning letting him go out with another family, who has a child with
disability, she doesn’t mind at all. She added that during the first ten minutes she met Ms. Lina
Sha’at, who has a child with disability, and the two children could go out together if the financial
situations of the two families allow that.

Ms. Um-Hussein Deeb, knows Mrs. Um-Mohammed Zurob and they take their children for trips
or any kind of recreation. They don’t mind at all

These were the women’s answers for the posed questions during the session. The reporters
wrote the answers and the stories of the women and at the end the chairwoman thanked the
ladies for coming and participating.

SUMMARY MEETING FOR THE THREE GROUPS
Thursday, 26/06/2014
10:00 am- 1:00 pm

Common points

e The workshop was held on the scheduled time and the mothers of the children with
disabilities attended.

70

Emancipatory Disability Research EDR in Gaza Strip



Women can skip the questions they don’t wish to answer in the questionnaire.

The mothers were active in telling stories about their experiences with their children with
disabilities in the groups. In one group they weren’t active in discussion.

The mothers are struggling from negative attitudes towards their children with disabilities,
these children are neglected and they suffer from discrimination but their families care
about them.

Many families are not educating their children who have disabilities, especially children
who have a disability in learning.

Schools are rejecting children who have learning difficulties and they are neglected in all
aspects of life.

Someone has participated on behalf of the mother of a child with a disability, so there is
lack of credibility.

Some children have many disabilities at the same time.

The mothers mentioned that their children’s disabilities are due to medical errors.

Important points

The mothers are aware and cultured, they know how to deal with their children with
disabilities.

Negative attitude of people in the society.

There are no means of transportation for children with disabilities.
The mothers accept their children’s disabilities.

The pledge form was explained before the session.

Hot weather and power outage effected one of the sessions of the first research question
for mothers and researchers.

Obstacles and challenges

It’s difficult finding somebody to care for a child with a disability when the mother is out of
the house.

Some women brought their kids with them, which caused noise.
The chairwoman and some researchers didn’t show up in one of the regions.

The hot weather and electricity outage affected the end of the session in one of the
regions.

Some of the mothers were late in one of the regions.

Opinions

All researchers were happy to go through such a positive experience at work — working as
a team, being able to get along with the mothers of children with disabilities, and they were
encouraged to go through the second research question.

The level of awareness varies among mothers.
The researchers mission was facilitated by the project employees.
Women cried when mentioning their stories, which affected their ability to tell.

The researchers must attend.
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Research report / theme #<
Self employment and means of making living for
women with disabilities

Include - socioeconomic empowerment of women with disabilities
Period: 29/09/2014- 30/10/2014

First day: Preparatory Meeting for the second research question
29/09/2014, Monday

Project coordinator Ms Walaa Mdokh initiated opening activities for the social development
forum and presented the main headlines of the session, including;

e Review of emancipatory research on disability

e Review the first research question report (understanding relationships in the family of a
child with disability)

e Review and discussion on the protocol of the second research question report (self-
employment and means of making living for women with disabilities)

Researchers discussed the reasons behind conducting the emancipatory research - to
understand the relations and fix problems. The chairwoman discussed the research types,
including participatory research. In this kind of research each participant is invited to participate
and give her/his contribution in order to increase the knowledge and the understanding of
the phenomenon investigated. The emancipatory disability research is controlled by people
with disabilities and the aim of this research is to empower the people themselves who have
disabilities. By gaining an insight on their issues of concern, they increase their abilities to make
a change in the society.

The final report of the first research topic was discussed by the chairwoman and they discussed
difficulties, opinions and solutions enabling them to avoid obstacles during the implementation
of the second research question.

Main goal and specific goals were clarified concerning the second research question: “Self
employment and means of making living”.

The chairwoman discussed the protocol of the first part of the second research question
(learning from experience). It will be implemented as the following:

e Three meetings in three governorates for interviews

e Three summary meetings

e Choosing researchers for making interviews

o  Written report by the chairwomen

o Three meetings in three governorates to fill the questionnaires

e Write down important notes to be discussed in summary meetings by researchers

o Coordination with local partner institutions, in order to reach the targeted segment

e Clarify the role of the supporting project staff

o The chairwomen stated the importance of filling the pledge - to ensure that the
interviewees privacy is guaranteed.

All questions to be posed to the targeted women (owners of successful projects) were discussed

in detail and by giving examples on how questions should be posed.

The chairwoman clarified the importance of taking and exchanging different roles — chairwomen,
researchers, and the project staff have to cooperate, to obtain the best results.
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The interview process with the owners of successful projects was explained, along with the
importance of recording the interview report.

After finishing the interviews the summary meeting of the chairwomen and researchers will be
held and they will come up with a report stating pros, cons, obstacles, and solutions.

The second part of the second research question “understanding the available opportunities
through the institutions that work with people with disabilities”.

The institution’s questionnaires were distributed and all the details were explained, including
how to interview the head of the institution.

FIRST SPECIFIC GOAL: LEARNING FROM EXPERIENCE
Individuals’ interviews
Gaza Region

Date: 01/10/2014, Wednesday

Time: 09:00-11:00 | 11:30-01:30

Place: Al-Mustaqgbal association for deaf adults general federation of people with disabilities
Sign translator: Isra Ghazal

participants: 4 chairwomen - 7 researchers

Five people who are successfully self-employed were interviewed at Al-Mustagbal Association
for deaf adults. The researchers interviewed each of them and the chairwomen wrote the
interview report.

Each interview in details:
e Mahmoud Abu-Namous, 27, hearing impairment

He started his business in 2012. His passion to teach was his motive and he always wanted to
become ateacher. He needed to find a job instead of staying at home, being a dependent person,
so he came up with the idea of opening a mathematics teaching centre for primary school deaf
children. Mahmoud is marketing his centre through the services he offers for the children and
mothers. Before explaining the lessons, he makes sure the children are psychologically ready.
He revises lessons and explains the new lessons as well. Then he gives them exercises to make
sure they understand. He has established his project through his savings and personal effort.
He hasn’t relied on any loans or funds. Though he saved some costs, since the centre is in his
house, he’s facing some obstacles. The place is small and he wishes to get a spacious place
with no interruptions during the lessons.

The main problem he faces is mothers who don’t care much about their children — they don’t
follow up and don’t provide their children with the needed materials, so he has to provide the
materials.

Despite the obstacles his family was very supportive and encouraging and he is passionate
about teaching and working with children. He advises all the educated and trained women to
work in order to make a change.

e Ali Dibbo, 27, hearing impairment

A supermarket owner who loves his job. He started the project eight years ago. In the beginning
he was a street vendor for two years selling vegetables, cleaning supplies, and stationary. After,
he opened a small shop then expanded the shop into a supermarket.

Ali has established his project through his personal effort and his father’s help. Since his father
is a merchant, he hasn’t relied on any funds or loans. Like any other project he faced many
obstacles at the beginning, especially when he used to be a steer vendor. Police were after
street vendors but he used to run away at the right time. Another difficulty he faces is his
inability to hear and speak. People did not understand him, nor could he communicate.

Now, Ali is very well-known in the market. He has good customers who know him and they
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understand him very well. Ali feels much better now at the supermarket. His success is due to his
hard work and desire to succeed, in addition to his father’s support. He advises women to take
advantage of their skills, not to rely on institutions, and to prove themselves without being afraid.

e A.Gh., hearing impairment

A mechanic, owner of a car repair shop. He repairs broken cars, engines, and changes car
parts. He started his job in 2007. He’s passionate about cars and repairing them and always
interested in new auto systems, even if he doesn’t know how to fix it, he would love to learn.

A.Gh. hasn’t relied on any loans or funds. He started his project through his personal effort
and his family’s help. A.Gh. faced obstacles, since he can’t communicate with his customers
because of his disability and customers would like to telephone him. So asked his brother for
help and now he is communicating with customers. He uses mobile text messages instead of
calls. He tries to use simple and clear sign language with visitors at the business. He succeeded
in his project because he insisted to work and his parents were very supporting. He advises
women with disabilities to depend on themselves and to participate in the society, in order not
to be forgotten.

e Hazem Al-Moughrabi, 22, partial impaired hearing

Opened a barber shop in 2007. His father encouraged him to start his career in order to build
his future. He decided to learn hairdressing through a specialized course for three months. He
relied on himself and he hasn’t got any loans. His father helped him to find a place.

Hazem went through obstacles at the beginning. He was shy and couldn’t communicate with
people because they don’t know the sign language. But he worked through the obstacles and
was successful. He insisted to work and depend on himself in order to become responsible.
People loved him and supported him, his father is encouraging him all the time. He advises
women with disabilities to work with institutions, socialize and not to stay at home.

 Mohammed Abu-Zeid, 59, hearing impairment

He works as a taxi driver in Gaza, starting his job in 1993. He decided to become a taxi driver
because he used to work in Israel but the borders were closed. So decided to buy a taxi in
order to support his family. Mohammed loves driving and started in his job through his savings,
without relying on any funds or loans.

Mohammed faced some obstacles and he’s the first deaf man to become a taxi driver.
Communicating with passengers wasn’t easy, he uses sign language to communicate and by
writing on paper. He succeeded because he has a strong desire to work as a driver and his
wife was supporting. Mohammed is insistent on being independent. He adds that women with
disabilities must look for jobs and invest in their abilities, otherwise they’ll get depression.

The General Federation of People with Disabilities brought three women who are successfully
self-employed. The researchers interviewed each of them. Questions were posed, concerning
the second research question, and researchers wrote the reports, as they agreed before on
their roles. The following are the detailed interviews with each woman:

e Ola Abu-Tawila, 27, partial physical disability

Olahas a shop selling embroidery. She embroiders mirrors, cushions, comments, bags, watches
and anything that could include embroidery. She uses machines to tailor the embroideries as
desired and markets her products through friends and neighbors. In spite of the fact that she is
slow in making embroidery because of her disabilities she has a strong desire to keep working.
Ola has always loved embroidery as a hobby, since she was a child, so learnt embroidery at
school. She decided to start her project in 2009 through the Young Muslim Women Association.

Ola received $US 5,000 in financial aid by the Handicap Institution. She faced some obstacles,
like the shop not being on the street and there is no demand for embroideries, making it
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harder to market her products. But she confronted the obstacles by participating in local and
international exhibitions, like the Islamic University and the community collage exhibitions
through the Young Muslim Women Centre. Ola’s succeeded because of her family’s support,
their help in marketing her embroidery and her strong desire to go on with her project.

Ola encourages women with disabilities to start their own projects by having the desire to learn
and challenge obstacles. She said their projects must be marketable and meet demand, for
example making pastries and couscous.

o Fatima Ayesh Al-Halouli, 31, physical disability

Fatima has a shop selling cell phones. She maintains and charges cell phones also. She takes
care of her shop and gets along with customers and sellers. She has connections with Jawwal
company.

On the 6th of May, 2001, Fatima filled an application for projects for women with disabilities and
chose cell phone maintenance.

Fatima was supported through the Islamic Relief Institution with 8,000 shekels to find a place
for the shop. The institution bought her the equipment and phones and she took the required
course in order to start the job.

Fatima faced some obstacles — customers didn’t accept the idea of a woman managing a cell
phone shop but now everybody respects her. She added she does maintenance and manages
the shop by herself, although this type of work is usually done by men.

Fatima succeeded because of her family’s support and her ability to continue with her project
by marketing using the media. She advises women with disabilities to have a strong desire
to learn and not to give up when facing obstacles. At the end of the interview the researcher
thanked Fatima and wished her more success.

e Huda Abu-Awda, 27, physical disability

Huda has an embroidery shop. Since 2012 she’s sold embroidery, accessories, and canvas. Her
project was funded with $US 7,148 through the Islamic Relief Institution. Huda faced obstacles
— her family was against her project, the place was unknown, and the rent was too expensive.
Despite the obstacles she continued the project and her friends were very encouraging.
She advises women with disabilities who want to have their own projects to take it easy with
customers and meet their requests, and be persistent to succeed.

Notes

e The responsiveness of the targeted segment (Self employed people with disabilities) was
very good

e Some people were not on time for the interview

e The atmosphere was comfortable during the interviews with project owners and institutions’
managers.

e Some researchers were absent

North Gaza region

Date: 01/10/2014, Tuesday

Time: 09:30-12:30

Place: Jabalya association for rehabilitation
Sign translator: Ibrahim Al-Kasih

Participants: 3 researchers and 1 chairwoman

Al Amal Association for Disability Rehabilitation brought seven people who are self-employed,
through contacting partners. Researchers interviewed each of them, questions were posed.
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Concerning the second research question, researchers recorded their reports, as agreed before
on their roles. The following are the detailed interviews with each person:

e Sumaya Omar

Project type: embroidering and tailoring. She tailors things, embroiders on them and sells them
upon request, in order to make a living. Sumaya started her project four years ago without
relying on any funds or loans. She faced some obstacles — it wasn't easy to find a place but she
was able to succeed because she is patient and she desires to overcome obstacles.

Sumaya advises women with disabilities to take the initiative to start their own projects, to
overcome obstacles and wishes that the institutions which are financing the economic
empowerment projects for women with disabilities would increase their efforts.

e N.A.

Project type: poultry farming (pigeons, hens, and ducks). She buys them and after a few weeks
sells them, buying new poultry.

She started the project five years ago in order to make a living. She hasn’t relied on any funding
or loans. She hasn’t faced obstacles, she was able to go on with her project. She succeed
because of family support and her strong desire.

¢ Ramzy Atta

Project type: ornamental birds shop. Ramzy started his project three years ago because he
thinks the project suits his disability condition. The project was financed by an institution that
he refused to mention.

Ramzy faced obstacles - it wasn’t easy to adapt to the place but he was patient. He succeeded
because of his family’s support and his strong desire. He is very ambitious.

He advises youth with disabilities to make a feasibility study before starting projects, to choose
a project that goes well with their disabilities and to look for an institution that could help them
to start. He sent a message for the financing institutions to consider a continuous support for
people with disabilities.

e Sa’eed Sharab, visual impairment

Project type: detergents shop. He started his project in 2000 at his house, financed by one of
his relatives and he paid him back as he started making profits.

Sa’eed faced obstacles through his family’s support. He said other factors made him succeed,
like his good reputation in the market, customers’ trust and his desire to go on with the project.
He advises youth not to give up, to be optimistic and to be satisfied with God’s will.

o Tamer Barbakh, 24, hemiplegia

Project type: booth for selling cigarettes and coal. He started in 2014 after he giving up on
finding a job due to his disability. One of his relatives helped him start the project and buy goods
but the profit was too little.

He succeeded because the place is very suitable and he’s open 24/7. He feels successful
because he is still going on with his project and was able to overcome obstacles through his
strong desire.

Tamer is disappointed by the fact what he does has nothing to do with his talents and ambitions.
He loves photography and is talented but couldn’t find anybody to support him. Now he’s
thinking about starting on his own.

e M.H., 47, disability in the right hand

Project type: electrical equipment maintenance shop. He started in 1980 as a hobby. Due to
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the bad economic situation he started making a living out of his hobby. He couldn’t get support
from institutions so had to borrow some money from a relative, paying him back once he started
making profits. M.H. was encouraged by people surrounding him. He had a place for the project
and his customers trust him and love him.

He advises people to work on themselves and not to make barriers of their disabilities.

e Wa'el Abu-Olwan, 35, left side paralysis

Project type: cell phone shop. He started his project in 2011 after involvement in many training
courses in project management. There was a need for such a project in his neighborhood so he
started by selling cell phones and charging them, developing into a print and money exchange
shop.

He was supported by the Islamic Relief Institution. Wa’el adds that having a strong desire, being
nice to others and finding the right place to provide your services, are key success factors.

He advises people to never give up on their projects, to take training courses and to be nice to
customers.
Notes:

e The responsiveness of the targeted segment (Self employed people with disabilities) was
very good.

e Some people were not on time for the interview.
e The atmosphere was comfortable during the interviews.

e Good communication between chairwomen and reporters.

SUMMARY MEETING FOR THE THREE GROUPS
30/10/2014, Thursday
10:00-1:00

Starting the session, by Dua’ Harb, project coordinator, Al-Amal Institution for Rehabilitation.
The aim of the session was to have a summary meeting, reminding researchers about the
emancipatory research and its aims and the types of quantitative and qualitative researches.
The type of the emancipatory research was procedural and conducted on people with disabilities
by people who have similar conditions. It’s very important for the researchers to participate

Dua’ clarified the concept - it’s a subjective research and the interviews were with successful
self-employed people. Researchers were divided into four groups and have to share the
experiences they went through and answered the two main questions of the summary meeting

Question one:
What were the challenges you went through by interviewing owners of successful project?

Question two:
How could you use the information you got through the interviews?

The four groups mentioned the challenges they had been through along with the reasons behind
the challenges and how to deal with them.

Challenges:

e Reticence and not being honest, inadequate information given

e Being late for the interview

o Difficulty in understanding the posed questions
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» Most of projects were self-financing, not by institutions
e Most of the interviewees were males

e Some project owners thought the emancipatory research team are financial support
providers

Benefits of information to make a change as suggested by researchers:

o To learn from experiences, reasons behind obstacles, and how to overcome them
e Getting to know what projects are successful

e Writing success stories of people with disabilities

e Encouraging the emancipatory research team to start their own projects

o Determination and perseverance to go over obstacles

SECOND SPECIFIC GOAL: OPPORTUNITIES TO UNDERSTAND
Visiting institutions

Gaza region

Date: 01/10/2014, Wednesday

Time: 9:00-11:00 | 11:30-01:30

Place: Al-Mustagbal Institution for General Federation for People with Deaf Adults Disabilities
Sign translator: Isra’ Ghazal

Participants: 4 chairwomen, 7 researchers

After the researchers finished interviewing self-employed people they filled questionnaires
belonging to the General Federation for People with Disabilities. The researchers had a
meeting with the director, Mr. Awni Matar, and the questionnaires were discussed. He
said that the General Federation of People with Disabilities offers professional programs
for women including learning life and marketing skills. By partnering with other institutions
they provided 125 projects for females and males, each project’s value was $US 5,000. He
added these grants are for people who suffer a very bad economic situation, who have more
than one person in the family having disabilities, in addition to educational and professional
qualifications.

North Gaza region

Date: 01/10/2014, Tuesday

Time: 09:30-12:30

Place: Jabalya Association for Rehabilitation
Sign translator: Ibrahim Al-Kasih

Participants: 3 researchers and 1 chairwoman

After the researchers finished interviewing self-employed people they filled questionnaires
belonging to Jabalya Institution for Rehabilitation. The researchers interviewed Ms. Iman Al-
Najjar, who works there. Ms. Iman mentioned that the institution provides monthly courses
and various professional training for people with disabilities, like embroidery, tailoring, and
pastry making. In order for people to participate in the work force, the institution also provides
loans for females and males($US 2,000 or less, depending on the project’s size) or to enable
them to establish a small project, such as sheep breeding, library, or a supermarket.

In order to get technical and financial support, the person who applies must be the breadwinner
in the family — gender doesn’t matter — and they have to repay $US 200 a month after four
months of starting the project.
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South Gaza region

Date: 14/04/2014, Wednesday

Time: 10:00- 12:00

Place: Al- Asdiga’ Institution for People with Disabilities - Rafah | The National Institution for
Rehabilitation - Khan Younis

Participants: 2 chairwomen, 7 researchers

The chairwoman started the session. Researchers interviewed Al-Asdiga’ Institution’s director,
Mr. Mahmoud Abu-Mour. He appreciated the researchers’ roles, they went over the pledge form
with him and they started filling the institution’s questionnaires. The questions were:

First question:
Concerning the technical support provided by institutions for women with disabilities

Second question:
Concerning the financial support provided by institutions for women with disabilities

Third question:
Under what conditions technical and financial support is given

Mr. Mahmoud mentioned the institution is concerned for all kinds of support for women with
disabilities, especially technical support in projects like tailoring and embroidery courses and
other life skills and psychological support courses. But the financial support is always for
projects funded by foreign agencies.

He mentioned they try to help all people in the society who have disabilities but are more
concerned with people who have physical disabilities.

Concurrently, the other group of chairwomen and researchers were interviewing Ms. Basma
Abu- Awda, director of the National Institution for Rehabilitation in Khan Younis.

After explaining the aim of the research, and the pledge form the chairwoman posed the
questions and the researcher recorded answers.

Ms. Basma’s answers:

The institution provides technical support for women with disabilities through providing training
courses, workshops, meetings and financial support through foreign donors.

They cannot provide any financial support as the institution doesn’t receive funding from abroad
but she thinks the institution could support anybody who has a disability

SUMMARY MEETING FOR THE THREE GROUPS OF THE THREE REGIONS

30/10/2014, Thursday

10:00-01:00

Lessons learned from filling the institutions’ questionnaires, discussed by Dua’ with the
chairwomen and researchers.

The four groups answered the questions.

Question one:
What were the challenges you went through by collecting information from institutions
representatives?

Question two:
How could you use the information you got?

The challenges were:

e Too many services are provided by the institutions, so there is no specific answer
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They didn’t consider the interview seriously

Directors took advantage of situation for publicity, and there wasn’t enough time

Dua’ asked for suggestions and advises on strategies used by people with disabilities in self-
employment.

Suggestions:

Making groups of people with disabilities, so members of these groups deal with other
people with disabilities, who have projects, by teaching and directing them.

Making success stories from people with disabilities’ experiences in having their own
projects

Making reports about institutions’ directors and how they deal with these situations
Continuous financing for projects, encourages people to go on

Project owners have to work on themselves and take professional training related to their
projects

Very good social relations and ability to communicate

The media is going to publish the interviews
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Research report / theme #35

Accessibility to medical care services for women with
disabilities

Include - socioeconomic empowerment of women with disabilities
Period: 30/10/2014- 21/12/2014
Day One: preparatory meeting for the third research question

Walaa Mdookh, project coordinator, welcomed researchers and chairwomen. She reminded
researchers of the emancipatory research and its protocol. She introduced the topic of the
session — accessibility to medical care services for women with disabilities — with an explanation
of their needs concerning the public and private health care services

The protocol of the third research question — the aim of research and the research sample
— was discussed in addition to the importance of having a chairwoman and reporter in each
group, depending on the region. Their roles were explained. The facilitator’s need to help the
chairwoman, ensuring nobody is controlling the session, was discussed.

Gaza Region

Chairwomen: RawyaAyyad, General Federation of People with Disabilities; KhuloudMuhaissen,
Al-Mustaqgbal for Deaf Adults

Reporters: Nariman Al-Tayyeb, General Federation of People with Disabilities; Amira Al-Ajal,
Al-Mustaqgbal for Deaf Adults

Story sharers: Arij Ayesh and Fatima Al-Halouli, General Federation of People with Disabilities
Islam and Kawthar, Al-Mustagbal for Deaf Adults

North Gaza Region
Chairwoman: Nahil Al-Sharafi
Reporter: Dina Shbair

South Gaza Region
Chairwoman: Rima
Reporter: Samia

Walaa explained the protocol of the session, asking researchers to share their experiences and
explaining the pledge form and the questionnaires, which were distributed.

The chairwoman emphasized the point of sharing the childhood life experiences of two
researchers and how they were treated by their families and society. The chairwoman mentioned
a story as an example.

She explained the two types of questions — primary questions and additional questions. She
started with the primary questions then the additional questions. All of the questions were read
and explained to the researchers. The chairwoman made clear the importance of welcoming
the women with disabilities who represent the focus group, and to explain the reason behind
collecting the information.

Walaa stated the date and time of meetings in each governorate, as agreed with partner
institutions, to bring the focus group of the third research question — women aged 18-45 with
different disabilities.

Gaza group was divided into two groups — women with physical disabilities and visual
impairments, who attended the meeting at the General Federation of People with Disabilities,
and women with hearing impairments, who attended the meeting at Al-Mustagbal Association
for Deaf Adults. Walaa explained and discussed the questions with researchers in detail, stating
they need to have 15-20 questionnaires filled in each governorate.

Emancipatory Disability Research EDR in Gaza Strip

8l



Walaa went over the additional questions and enquiries concerning the questions, by explaining
them in detail.

It was seen as very important to arrange a summary meeting to define the challenges, notes,
and lessons learned.

DISCUSSION GROUPS MEETINGS IN THE THREE REGIONS
Gaza region
03/11/2014, Monday

Al-Mustagbal Association for Deaf Adults brought seven women with hearing impairments. The
chairwoman explained the aim of the emancipatory research in general, and the aim of the third
research question specifically — accessibility to medical services for women with disabilities.

The sign language translator helped researchers by explaining the pledge form and the
questionnaires for the women. A researcher who has hearing impairment shared her personal
experience concerning accessibility to medical services for women with disabilities. She said
she once went to hospital but there were no signs and although she was able to find the doctor
he couldn’t communicate with her. She had to go back home and bring her mother. By telling
her story women were encouraged to interact.

The chairwoman posed the first research question concerning worsening disability conditions
and the women’s personal experiences at hospitals

Three women mentioned being born without disabilities but having meningitis, which led to their
hearing impairments. They were deeply shocked, their situations deteriorated and they became
deaf.

The rest of the participants were born with hearing impairments, possibly due to genetic factors.
They mentioned their mothers weren’t taking care of themselves during pregnancy.

In answering the second question, about avoiding complications in the future, all the women
said they didn’t take care of themselves by not having checkups regularly on the condition
of the disability’s degree, due to lack of interest from their parents and the lack of necessary
techniques.

Two women mentioned they are using headphones but don’t take care of their headphones
because there aren’t any specialists and the advanced appliances are from abroad and costly.

The chairwoman continued with the third question — concerning the experience of staying at
hospital. The participants mentioned doctors and nurses not caring about them and difficulties
communicating with them, reflecting a very negative experience.

Answering the forth question participants mentioned the importance of ameans of transportation
to reach to hospitals and having a sign language translator at the hospital, in addition to providing
them with health insurance and medicine for free.

Another participant mentioned her difficulty obtaining a medical report because nobody
understands what she wants. Doctors can’t diagnose her condition, usually the diagnosis is
false, and they don’t prescribe the right medicine because they can’t communicate.

The General Federation of People with Disabilities brought eight women with visual impairments
and physical disabilities for the third research question. The chairwoman, Rawya Ayyad,
explained the aim of the emancipatory research in general and the aim of the third research
question — accessibility to medical services for women with disabilities.

The researchers helped the participants complete the pledge forms and the research
questionnaires.

The chairwoman posed the first question, about difficulties faced in accessing medical services.
One of the researchers, who has a physical disability, shared her personal experience. She
struggles whenever going for medical services, especially after her wheel chair became broken.
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Another woman shared her story. Her lower limbs were amputated and the problem she faces
is that being unable to afford another limb. There is nobody to donate for the costs. She stayed
at home a long time until she received an artificial limb.

Another woman shared her story. It’s difficult for her to access public buildings and hospitals
because there aren’t facilities for people with disabilities and she can’t climb the stairs.

Another participant shared her experience, mentioning the Ministry of Health being behind her
biggest obstacle as they don’t provide medications for hepatitis in addition to her disability. She
cries and suffers from lack of medical services. She is aware of her right to have all the costs
covered by the institutions and social affairs.

The chairwoman posed the second question concerning regular checkups of the disability
condition and if the participants take care of themselves.

One of the participants, with a visual impairment, mentioned her condition worsened as she
exhausted her eyes by reading while studying at university. She then started to memorize to
protect her vision.

Another woman said she plays sports because they are very important for people with disabilities
and gaining weight would affect her artificial limbs

The third question was about doctors and nurses at hospitals and whether they take into
consideration the situation of people with disabilities.

Most of the participants mentioned being maltreated by doctors and nurses at hospitals, saying
they suffered from pain and nobody cares. Some of them said their situations worsened due to
wrong treatments.

One of the participants shared her experience staying at a hospital when she underwent strings
lengthening surgery. The doctors didn’t care about her pain, they didn’t give her pain killers, and
didn’t consider her situation as a person with a disability.

Another participant mentioned staying at a hospital and her mother accompanied her. She slept
on the floor and there were no sheets on beds.

The fourth question was about the possibility of getting medical reports. All participants
mentioned difficulties obtaining medical reports, which is very costly, and all participants want
officials to defend their rights and provide them with the necessities and medical services.

At the end of the session the chairwoman thanked the women for participating at the workshop,
wishing them all to get what they wish for.

North Gaza Region

The chairwoman, Nahil Al-Sharafi, introduced herself, and welcomed the participants. She
started with a brief introduction about the emancipatory research and its aim. She ensured the
privacy of the collected data and participants signed the pledge form.

The chairwoman started the topic of the session — accessibility to medical services for women
with disability. She invited two of the researchers, Khuloud and Shahrazad, to share personal
experiences in order to encourage the women to speak out and share their experiences and
opinions. The researchers helped the women to fill the questionnaires.

Concerning the first research question posed by the chairwoman, Ms. Samira Al-Sawarka
mentioned she used to suffer from mild pain in her foot and she didn’t take care of herself. She
started walking using canes and didn’t go to the doctor and her condition worsened. Now she
has osteoporosis and muscular atrophy. She is sad because she didn't take care of herself
and is currently using a wheel chair. Nobody helps her from the family and she doesn’t go to
hospitals because there is no elevator. She can’t move around and her condition is still getting
worse, as a result of taking pain killers. She got diabetes and problems with blood pressure.
She finishes her story by thanking God for everything.
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Ms. Haniya Al-Uthmani shared her story. She has three daughters with hearing impairments
and pronunciation troubles. One day her daughters, 19 years-old, got sick so she took her to
the doctor. The doctor couldn’t communicate with her and told the mother ‘Your daughter can’t
speak, take her to another hospital’. The mother cried so hard and went to the pharmacy and
bought medicine for her daughter. She said doctors don’t care about people with disabilities
as they don’t respect them or help them. After the last war on Gaza the situation worsened.
The mother needs medical help. She doesn’t have money — especially being divorced — and her
daughters need to change their headphones every week

Another story from Ms. Sabrine Al-Buree. Her daughter was born without disability. She
contracted jaundice, a common disease among newborns, so she took her to the doctor. The
doctor didn’t care much and advised her to put her baby under a fluorescent light and not to
worry since many newborns get this disease. After a while her daughter’s condition worsened
so she took her again to the hospital to find out that the disease worsened by 55 percent. The
doctors performed a blood transfusion, which affected her hearing and pronunciation abilities.
She became isolated so the mother took her to an institution but the daughter was tumultuous
and a trouble maker. The institution rejected her and she became isolated spending most of her
time sleeping.

Alaa Al-Firi, a young woman, who struggles from a medical error. She had a shot that lead to
bleeding, affecting her hand growth and now it’s deformed. She faces difficulties putting on her
clothes and combing her hair. She needs a hand implanting but can’t afford it financially.

Concerning the answer of the second question, which is about taking care of themselves in
order to avoid complications in the future.

One of the girls mentioned her mother takes care of her and her siblings who have hearing
impairment. She teaches them how to take care of themselves and how to use the headphones.
When she gets flu her mother takes care of her, especially regarding her hearing.

Concerning the answer of the third question, about their experiences in staying at the hospital.

One woman mentioned that she underwent surgery to remove a womb cancer in one of the
hospitals. She didn’t face any difficulties with the doctors, and the doctor was very good.

Another woman mentioned having abdominal pain and going to the hospital. She had some
medical tests, the doctor asked her to stay at the hospital but she had no money to stay. The
doctor insisted on taking care of the costs, so she stayed for six days. She said the doctors and
nurses were very nice and they respected her.

On the contrary, one of the girls with a physical disability, due to lack of oxygen, and unable to
walk went through nine surgeries on her feet. Her experiences staying at the hospital was very
bad. The doctors didn’t take care of her, they used to give her a pain killer shot only.

Concerning the fourth question, about difficulties and obstacles faced by people with disabilities
when they go to hospitals and health centers and changes that could be applied.

A woman mentioned there are no elevators in the hospitals, no electricity and the patients
have to wait so long until having their surgeries, which worsens their situation. She added one
of the main obstacles — not having enough doctors at the hospitals and having sign language
translators to help people with impaired hearing

Another woman mentioned they have to stop the patronage that adds many obstacles.

One woman said there are no medical appliances in Beit Hanoun town and not enough donations
to purchase them.

The fifth question, about getting the medical reports and obstacles faced by people with
disabilities when getting these medical reports.

A woman said she went to get a medical report and the employee at the hospital asked for 30
shekel. She didn’t have it so asked people for help. At the end she got the report after going so
many times to the same employee. Another woman with a disability in her foot wanted to get a
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report but couldn’t go. She sent her daughter but the employee refused to give the report to the
daughter. He wanted the woman to come and after many times going to the hospital was able to
get the report. A woman mentioned she and her three siblings have disabilities. She wanted to
get medical reports for herself and her siblings but had to pay 20 shekels. The reports must be
renewed each year so she has to provide the costs of transportations and her family can’t afford it.

At the end of the session the chairwoman thanked the women for participating at the workshop
and asked them about their impressions.

South Gaza region
05/11/2014 Wednesday
09:30- 11:30

The chairwoman started the session by introducing herself and giving a brief introduction about
the Include project. Its activities and the emancipatory research, and the aim of conducting
it, since it’'s one of the main activities of the Include project, were detailed. Then she gave the
chance to the women to introduce themselves, in order to interact. The chairwomen and the
researchers helped the women to sign the pledge form and they assured of the privacy of the
collected information. They signed the attendance sheet as well. The chairwoman was Karima
Al-Majayda and the researchers Falastin Al-Kurd and Isra Abu-Lehya.

One of the researchers started talking about herself, mentioning her story to encourage the
women to speak out and participate. Participants subsequently started to mention their
experiences. One woman said her disability is due to a genetic factor, another because she got
meningitis at a young age, and another because she fell down on her head and went to hospital
for medications. One woman said at the beginning it was really hard for her, she used to cry and
feel sad because she used to stay at the hospital for a long time then she got used to it.
Another woman went to the hospital due to an infection in her hand and she didn’t realize her
experience, the pain was severe.

First question:

Khulood talked about her struggle. She needed to go for physical therapy to ease her pain,
she used to go to many rehabilitation institutions but she couldn’t get any help. She went to
the UNRWA clinic to get some medicines. They used to cut off the medicines sometimes. She
needed help to have physical therapy at home but most of the institutions she went to were
offering these services through programs which have finished.

Sumaya has gone to physical therapy sessions since a young age, needing transportation daily,
which is very expensive. She couldn’t afford it. She went to a clinic which offers free physical
therapy and was deeply shocked by the doctor who began making fun of her. He said “Go
play at your house”. She felt neglected by the officials which led her to frustration. She never
went back to the clinic. While she was telling her story she got very emotional and cried. All the
women got emotional and tried to calm her down. The chairwoman asked another woman to
share her story in order to calm down Sumaya by making her listen to other experiences.

The participants talked about activities with projects through institutions. One woman talked
about her positive experience with a “sports and youths” project. It was implemented in Al-
Asdiga Institution, through the Mercy Corps, this program taught her how to take care of her
disability through exercising by herself or by a family member’s help.

Another lady mentioned she didn’t get any training to help her take care of her disability and she
wished to join these groups.

Third question:

A deaf woman shared her experience. She had surgery in her foot, she was sad and feeling
throttled due to the shots and solutions in her body. The doctors were very good and she was
communicating them through sign language.

Another woman stayed at the hospital for 10 days due to high levels of sugar in her blood. Her
sister stayed with her and she was satisfied by the doctors’ performance. Another woman
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related her experience of staying at the hospital. She was neglected by the doctors on purpose,
they changed the needle of the solution only once though they are supposed to change it three
times a day. The hospital wasn’t clean and some people made fun of her.

Fourth question:

A woman couldn’t reach the hospital because she uses a wheel chair and has to go in a private
cab each time, which is very expensive. At the hospital she couldn’t climb the stairs on her
wheel chair so she had to crawl up the stairs. Additionally there were difficulties getting medical
reports and medications at the hospital.

Fifth question:

Some women mentioned they had no earlier need for medical reports.

Nisreen needed a medical report from the hospital proving her disability in order to get a
discount at university. She couldn’t get the report and couldn’t afford paying for the university.
M. mentioned being unable to travel abroad to cure herself because it’s very expensive and she
can’t afford it. She tried hard to get a medical report but none of the officials helped her.

Fida’ needed an an official medical report allowing her to cross the Rafah crossing. She was
rejected many times before being able to cross and going through a lens implanting surgery.

Sixth question:

One of the deaf women spoke of the need to have somebody accompany them, like a mother.
The doctor was asking her to tell him about how she feels and if she has fever. Another deaf
woman mentioned communication with the doctor through writing or simple sign language.

SUMMARY MEETING OF THE 3 GROUPS
21/12/2014 Sunday
10:00-01:00

Dua’ Harb, Include project coordinator, started the session explaining the aim of the meeting,
a summary third research team’s findings. The lessons learnt from all the research questions
were summarized. She reminded researchers of the emancipatory research and its aims and
reminded them of qualitative and quantitative research techniques. Emancipatory research is
a qualitative research conducted by people who have disabilities on other people also having
disabilities. Experiences are shared among researches and participants.

Dua reminded researchers of the interviews had with the women discussing the problems and
obstacles encountered when they went for medical services. Dua divided the researchers into
four groups to share their experiences and answer the two main questions.

First question:
What were the greatest challenges researches went through during interviews with women with
disabilities?

Second question:
Are there any comments on the questions used in the protocol of the third emancipatory
research?

Challenges were:

e The women were late so the session was shorter and the additional questions were not
covered.

e Some women were shy and didn’t want to talk about their health problems.

e The chairwoman was absent in one of the groups causing confusion and forcing a change
of roles.
Researchers agreed the questions were inclusive.
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Notes of the groups:

e The questions were inclusive and were covered during the meetings along with the additional
questions.

o The questions are very good. They cover all the problems that women could face when
going for medical services.

After discussing the challenges Dua asked the women to discuss the main problems faced

when going for medical services. Their answers:

o Lack of signs, wheel chairs, sign translators, and paths at institutions offering medical
services

o Difficulty obtaining medical reports; too many procedures and high costs

e Doctors showing lack of care toward people with disabilities and maltreatment

e No priority given to people with disabilities to go for medical services abroad

o Lack of awareness among women with disabilities of how to take care of themselves

e Lack of experience among workers at hospitals and medical centers of how to deal with
people with disabilities

One of the groups mentioned the story of a woman who went to a physical therapy centre to
get a free session. At the centre the physician ridiculed her, telling her “There is no need for a
physical therapy for you, and your disability will remain forever”. The woman never returned to
any physical therapy center and remains frustrated and afraid.

Dua asked the women to recommend solutions concerning the mentioned problems:
o To have a sign translator in each medical centre

e Free medical reports for people with disabilities

e Having signs, escalators, and wheel chairs in all medical centers

e Arranging workshops for people working in medical centers, and for people with disabilities
themselves, on how to approach disability

e Medical insurance covering all costs of medical services for people with disabilities

o Establishing a department at hospitals for people with disabilities

e Free appliances and medicines for people with disabilities throughout the government
Dua asked the women to talk about their experiences in general by conducting the emancipatory
research and about lessons learnt.

Isra: It was a great experience that added a lot to her personality. The cooperation between the
chairwomen and the researchers was very pleasant. The greatest difficulty for researchers after
conducting the research was coming up with solutions for the problems discussed.

Sonia: Good experience for her, as a woman with impaired hearing, to get along with women
with other disabilities.

Samia: Now she’s more confident and can express herself without shyness.

Falastin: She’s more confident now and could do something to help other women with disabilities
like hers.

Karima: Good experience but feels frustrated because she thought working as a researcher
would become her permanent income source

Dua was impressed by Isra’s point; finishing the research doesn’t mean that the problems are
solved. More effort must be spent generating results.
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Dua asked the women to work in groups to discuss the recommendations and lessons learned
while conducting the emancipatory research through the three research questions. The
recommendations are:

e Three parties must be concerned: the government, the private institutions and institutions
working with people with disabilities, and society. They all have to work together to bring
solutions solving the troubles of people with disabilities.

o Activation of the five percent law and employment of people with disabilities

e University education for people with disabilities

e Educating people about sign language

e Include people with disabilities in all activities with people without disabilities

e Health, educational, and entertainment services for people with disabilities for free

e Increased awareness among of their rights among people with disabilities and knowledge
of dealing with their disabilities

e All public buildings require facilities for people with disabilities
e Increased social awareness about the rights of people with disabilities

e Coordination between private and governmental institutions to establish projects for people
with disabilities

e Conduct emancipatory research to include other problems related to it

e To solve the problems discussed in the emancipatory research.
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