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Annex (3): Research ResultsWorkshop - List of Participants

A;afat. Eideh K. Abu Raya Rehabilitation Center-Ramallah

Ola Diab K. Abu Raya Rehabilitation Center-Ramallah

Waddah Malhees The Jerusalem Princess Basma Center for Disabled
Children

Nelly Huceri 'lcéhh;il:nsalem Princess Basma Center for Disabled

Laila Atshan DSP consultant

Nader Said DSP

Ayman Abdul Majeed | DSP

Kathy Al-Ju'beh Handicap International

Johnny Mansour Handicap International

Ziad Amro General Union of Disabled Palestinians

Nizar Basalat General Union of Disabled Palestinians

Allam Jarrar PHRC- Central National Committee for

Rehabilitation

Khamis Elessi

El-Wafa Rehabilitation and Health Center

Mussa Abu-Mastafa

El-Wafa Rehabilitation and Health Center

Camelle Alaarg El-Wafa Rehabilitation and Health Center

Ibrahim Toman El-Wafa Rehabilitation and Health Center

Ali Hassan El-Wafa Rehabilitation and Health Center

Nabila Dakkak Bethlehem Arab Society for Rehabilitation

Kamal Khaldy Society for Physical Handicap

Nasser Moh. Nofel Al- Nour Center For Rehabilitation Visually
Impaired

Amere El-Tayyeh AL Nour Center For Rehabilitation Visually
Impaired

Nahed R. Eid
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Annex (2): Preparatory Workshop - List of Participants

Arafat Eideh K. Abu Raya Rehabilitation Center-Ramallah

Ola Thiab K_Abu Raya Rehabilitation Center-Ramallah

Ziad Amro General Union of Disabled Palestinians

Naela Rabah An-Nahda Women's Society

Laila Atshan DSP consultant

Nader Said DSP

Ayman Abdul Majeed DSP

Kathy Al-Ju'beh Handicap International

Rabah Jaber Palestine Red Crescent Society-Total
Communication Center For Teaching and
Rehabilitation Deaf

Fahoum Shalabeh Birzeit University

Allam Jarrar PHRC- Central National Committee for
Rehabilitation

Ghada Harami Central National Committee for Rehabilitation &
Diakonia
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Annex (1): List of Interviews

Arafat Eideh K. Abu Raya Rehabilitation Center-Ramallah

Ola Diab K. Abu Raya Rehabilitation Center-Ramallah

Tlias Saba Bethlehem Arab Society for Rehabilitation

Naela Rabah An-Nahda Women's Society (Rehabilitation
Center)

Waleed Namour Birzeit University

Wadah Malhees The Jerusalem Princess Basma Center for
Disabled Children

Medhat Abbas El-Wafa Rehabilitation and Health Center

Ziad Amro General Union of Disabled Palestinians

Nizar Basalat General Union of Disabled Palestinians

Abdel Menem Abu- Jerboua' | Al- Nour Center For Rehabilitation of the
Visually Impaired

Walid Abu-Sharar Al- Nour Center For Rehabilitation of the
Visually Impaired

Mesleh Aldadah Al- Nour Center For Rehabilitation of the
Visually Impaired

Laila Atshan DSP consultant

Yehia Odeh Palestine Red Crescent Society- Nablus

Fayza' Abu-Zanat Palestine Red Crescent Society- Nablus

Arwa Abu- Za'ror Palestine Red Crescent Society- Nablus

Alham abu- Samra Palestine Red Crescent Society- Nablus

Mai Marea' Palestine Red Crescent Society- Nablus
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4. Centers must developed criteria for evaly

Success should be rewarded and failure remedied. The achievements
of the “good” practitioners should rewarded, and the harm caused by
others must not g0 unnoticed. Families’ complaints relating to lack of
success and mistreatment ought to be taken seriously. These

complaints must be considered as basis

ation of practitioners’ work.

for further improvements.

@

Efforts should be directed towards solving social and economic
constraints that negatively affect the ability of the families to continue
the rehabilitation process. The centers must find means to
accommodate the needs of low-income families, and people with
disability residing in marginal areas. The rehabilitation process should
include as many people with disability as possible. Lowering the cost
of some services and eliminating the costs of the unnecessary
programs might enable the centers to reach a larger number of
disabled persons. Proper coordination must be established with
governmental institutions (such as the Ministry of Health and the
Ministry of Social Affairs) to improve the accessibility of these centers
by the poor.

6. Follow-up procedure is an important area in need of improvement.
Community-based programs and other related non-governmental
organizations must be approached in a systematic manner to improve
their ability to keep people with disability until the completion of their
rehabilitation program. This type of coordination will also lead to
proper integration of people with disability in the community.

7. The role of government in providing guidelines and quality control
mechanisms is almost non-existent. Concerned parties (governmental
and non-governmental) must initiate a national debate to enhance the
capability of the rehabilitation centers in providing better rehabilitation
programs for people with disability. All relevant parties must bear
responsibility towards people with disability. The responsibility
towards rehabilitation and integration of people with disability must
become a joint responsibility.
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. igns must be launched to prevent as many occurrences of
ii:;:lt:t(;'ni ;Zl:ls}ijljlleg.ris shown before, most disabi.lities could haVEAbeen
prevented if proper care for pregnant mothers and mf_ams was provided,
Poverty and marginality are added factors thz.at stand in t]:le face of many
families to receive proper health care. Educational campaigns must also aim a¢
providing information on the harmful consequences of marriage among
relatives and early marriage for women: Families must also be educated on
how to detect disabilities at an early age, where they might be easier to treat oy

integrate in society.

Services

The study had shown that rehabilitation centers are faced with a number of
challenges. Those include:

1. In few cases, lack of financial resources posed limits to what the
centers can provide for people with disability. More often than not,
human resources were more paramount in the rehabilitation process.
Some resources must go into providing the practitioners with practical
skills related to the various disabilities. Many times there was a fear on
the part of the research team, that practical skills are not sufficient to
make a “good” practitioners. Lack of sensitivity and understanding to
the psychological, social and economic dimensions of disability was
hindering the ability of the practitioners to deliver proper services.

2. The most paramount factor that must be considered is to find means
to unify the understanding among various parties as to the meaning,
objectives and outcomes of rehabilitation. The divergence among these
parties as to what constitutes rehabilitation causes psychological stress
to all involved, as well as negative consequences to the process. Many
families decided that their goals were not achieved during the
reh:bilitah'on process, giving them a reason to stop coming back to the
centers.

3. The “enrollment” period is probably one the most important stages in
the rehabilitation process. During this period, all parties must come to
a commen understanding in terms of objectives, procedures, roles, and
rules. A common introductory procedure must be established by each
center and implemented by all practitioners.
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The impact of community-based programs must be fully evaluated and
lessons must be extracted from the previous experience. Of course, one of the
major issues relates to the need for cooperation and coordination l;etween
centers and community programs, from one side, and between centers
themselves, from the other. The absence of efficient coordination might lead to
duplication of specialization and a waste of resources.

The needs and priorities of people with disability and their families must be
assessed in a scientific manner. These needs must be respected and they must
also become an integral part of any rehabilitation program. Efforts should be
directed at improving the administrative structures of the various centers; the
study revealed that some improvements are feasible in this area.

The relationship between social workers, practitioners and the management of
these centers must be defined and clarified. Fear was expressed through the
comments delivered by practitioners. A number of them asserted that the
“negative results” of the study might pose a threat to their job security. This
illustrates the need for an environment that is empowering for the
professionals. One that allows for “freedom of speech” and better
communication between the management of the centers and the practitioners.
More transparency in the work of both sides must be illustrated. Proper
channels must be established to review the work of the practitioners. The
centers’ openness towards the community will only enhance their capabilities
to provide better services.

The development of proper mechanisms to submit complaints to the
management by the families and people with disability is equally important.

Families

The role of families is extremely important in the rehabilitation process. The
study proved that most families are serious about the rehabilitation of their
siblings. Good intentions by the families are, in many cases, countera.ctecl by
economic hardship, lack of education on the part of the parents, fan'ul.y
problems, and lack of access to the centers. Most families give up dur.mg t?xe
rehabilitation process for a number of reasons mentioned previously in this

study.

The role of women and men in the rehabilitation process must be‘ pr?perly
assessed. The results revealed some interesting gender gaps in this field.
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Recommendations

There are a number of broad social and institutional adjustments that must be
tackled for the centers to be able to improve their service - delivery to people
with disability. It must be emphasized that the problems faced by the
rehabilitation centers are not to be separated from the general social
constraints that stand in the face of proper integration of people with
disability in society. Institutional improvements within the centers must also
be carried out within general institutional and legal adjustments that are
empowering to people with disability. Work must also be directed at the level
of families. The following describes the major areas of intervention.

Social constraints

Discrimination against people with disability is still rampant. It continues to
affect their lives in the fields of health, education, infrastructure, and
employment. Attempts made by the rehabilitation programs to make positive
change in the lives of people with disability are frequently counterbalanced by
social constraints, such as: the inability of the law to protect people with
disability further contributes to this counterbalance. In addition, the absence
of a culture that values the potential of people with disability makes change
even more difficult to achieve.

Institutional constraints

The institutional set-up of the services delivered to people with disability
must be reassessed and re-evaluated. As this study didn’t focus on
community-based rehabilitation, a number of alarming indicators (mentioned
throughout the study) suggest that a more detailed and objective evaluation
study must be carried out. Such a study must establish the degree of
connection between the work of rehabilitation centers and community-based
programs. The inability of the centers to keep the majority of people with
disability in their programs is probably due, in part, to lack of coordination
between comm ity programs and the centers, It might also be due to the lack
of.educahonal programs that promote the rights of people with disability
within a discriminatory culture.

‘* Digitized by Birzeit University Library



Conclusion

= Researc}}ers as w;l! as field researchers conclude that the families and
peogle with disability are disempowered in many cases. Of all social relations
that II'I\C’OI.VC power distribution, the power- relationship between people with
dlsthllrw and the centers must be carefully assessed. The disempowered
position of the people with disabilities created confusion for the researchers
w.ho had to deal with contradicting responses from some of the interviewees
Fleld. researchers were alarmed at the possibility of resistance to cooperate .
ambiguous responses, “exaggerated compliments” to the centers, and :
“exaggerated complaints” about the centers. The fear expressed by some the
families and the extra friendliness by others made the team speculate about
the elr:’]powermenl role that these rehabilitation programs are supposed to
provide.

- The expectations of most families were not very high. In fact, small
improvements were seen as major achievements,

- When asked general questions, respondents were generally positive.
However, when asked to answer specific questions, they tended to be
more critical.

- On the level of services, there are some obvious problems that need to
be dealt with. Mainly reception, mistreatment, improvement in
quality, current approaches used in rehabilitation, lack of follow-up,
coordination, etc.

- Shortage of human and material resources created obstacles for some
of the centers to deliver quality services.

- Itwas felt that the real issues facing people with disability (such as
their basic human value and rights) were not yet fully addressed by
the centers. This is partly due to poor communication between the
centers and people with disability.

- In few cases, mistreatment rather than misjudgment on the part of the
employees of the center was the problem.

- The views held by the centers differ widely from those held by
people with disability and their families on: expectations, conception
of rehabilitation, etc.

- Lack of follow-up seems to be a major issue that needs to be dealt
with. It raises questions about the relationship between centers and
the community based programs.
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3. The availability of choices for training for people with disability myst
be enlarged.

4. Means of subsidizing the financial obligations of poor families must
be improved.

S. Increasing the number, and improving the qualifications, of the
professional staff.

6. Finding means to accommodate mothers, especially during their stay
at the centers. Professional staff needs to view mothers as a major
resource in their design of rehabilitation programs.

7. Improving coordination mechanisms between the centers.
8. Improving the role of families in the rehabilitation process.
9. Searching for new funding sources for the centers.

10. Establishing community support mechanisms for families with
children with disability, especially during the mother’s stay with her
child at the center.

11. With one or two exceptions, the buildings are not spacious and
facilities are unaccommodating, limiting the mobility of people with
disability.
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Challenges and recommendations as seen by the centers
and the professionals

In analyzing. the challenges, the focus of the centers and the professionals was
somewhat different from that of people with disability and their families. The

following were the most frequently mentioned challenges:

1. Lack of proper and friendly facilities. The current infrastructure limits
the ability of people with disability to be mobile.

2. The current transportation system is inaccessible to people with
disability.

3. Lack of recreational areas and parks that are accessible to people with
disability.

4. Lack of awareness among family members. Negative views of people
with disability by some family members pose a major obstacle.

5. Lack of social awareness and the widespread discrimination against
people with disability.

6. Lack of resources in the local communities to accommodate the needs
of people with disability and to provide follow-up services.

7. Weakness of the social support programs for people with disability.

8. Lack of or weakness of supplementary services including health and
educational services in the public sector.

As to the challenges that relate to the institutions’ ability to provide better
rehabilitation programs to people with disability, some of the centers were
more forthcoming than others were. The following are some of the areas that

call for improvement form their perspective:

1. The importance of finding proper means of transportation for people
with disability coming from remote areas.

2. The absorption capacity of the centers must be increased, while means
must be found to shorten the disabled stay period at the centers
(contradictory messages were given by some of the families, especially
those with children with disabilities. They insisted that the centers
must keep the children as long as possible).
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4. Provide centers with proper equipment to improve their rehabilitation
capabilities.
5. Increase the role of social and psychological counseling.

6. Provide necessary medical services related to rehabilitation.

All field researchers, who met extensively with the families, agreed with most
of these recommendations. They added (or confirmed) the following

recommendations:

1. Better follow-up procedures and communications with the disabled
and their families would resolve a large number of complications.

2. Rules of the centers should be modified to serve the largest number of
people with disability, especially those who are financially
underprivileged. In one striking case, the person with disability
(injured by the Israelis) was responding to rehabilitation. However, he
was dismissed because of financial difficulties.

3. Accessibility to centers must be made easier. Geographic mal-
distribution and the acceptance of cases that are more “profitable to
centers limit it.

4. Centers must work closely with relevant institutions and NGOs on
advocacy with an objective to raise awareness among the public, and
change the law and its applications. Centers might focus their
awareness programs on genetic counseling.

5. Clarity of information and better communication methods would
minimize the number conflicts between centers and families. This also
would contribute to keeping the family in the picture.

6. Employees of the centers bear the responsibility of empowering
families with self-confidence in order to instill the feeling of self worth
within them. The employees are required to use “down-to-earth”
approaches when dealing with people of various marginalized groups,
including people with disability and their families.

7. Improve the working conditions of the professionals, which in turn
will encourage them to be more sensitive to people with disability.
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15. Introduce extra-curricula Programs and social activities,

16. Organize regular meetings and discussion groups, to include all
interested parties.

17. Accommodate personal differences in designing rehabilitation
programs.

18. Introduce placement programs to facilitate the empl
ntroduce p ployment of people
with disability after the completion of the rehabilitation progra;. .

19. Create support groups for families and coordinate the work of these
groups with community-based programs.

Recommendations ~ in the area of management

l. Improve funding mechanisms of the centers.
2. Employ qualified professionals and specialized persons.

3. More follow-up and continuos evaluation of the performance of the
staff, and improve communication channels between high
management and professionals.

4. Centers’ management must continue to meet with the disabled and
their families for evaluation and development.

5. Improve the enrollment procedures, especially in relation to cases that
are transferred form other institutions.

6. Objectivity and equality (not wasta) should be the basis for enrollment
in centers.

7. Improve the management and coordination skills of staff.

Recommendations - in the areas of rehabilitation and training

1. Better time management.
2. Improve training programs to fit the needs of people with disability.

3. Introduce new programs in the centers.
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Recommendations by people with disability and their
families

The following represent a summary of the recommendations suggested by
people with disability themselves and their families. They cover various
aspects of the rehabilitation program. Most of the recommendations are

general in nature, and must be further investigated by the experts in the
centers and other relevant organizations.

General Recommendations:
1. Improve material resources of the centers, especially equipment
needed for rehabilitation.

2. Provide training for present staff in order to up-date them with new
rehabilitation methods.

3. Increase the number of professional staff, especially qualified
counselors.

Add vocational training to rehabilitation programs when absent.
Use holistic and integrative approaches to rehabilitation.
Improve partnership relation between centers and families.
Decrease the fees and allocate funding for needy families.

Improve psychological and social counseling programs.

© % N w o

Improve medical services within the centers.
Utilize time more fruitfully.

=

11. Work towards a better distribution of centers in all geographic areas
to promote accessibility for residents of marginal communities.

12. Follow-up programs must be integrated in the original rehabilitation
program.

13. Improve transfer, enrollment and reception procedures.

14 Imprgve coordination between centers, especially those that provide
complimentary services.
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factor in the decision to discontinue. About one third of those who left the
centers acted upon the recommendations (decisions) of the centers,

Follow-up period

Those who compIet.ed or discontinued the rehabilitation program were asked
about follow-up activities. The majority of them said that no follow-up, what
so ever, was done by the centers. It was clear that this was emotionally and
practically harmful to them. Many families received the researchers warmly,
thinking that they were there representing the centers to inquire about their
conditions. The most frequent response to the question on follow-up was that:
they (the centers) don’t ask about our situation, Most of what was described as
follow-up was in the area of “physio-therapy”, where consumers were
provided with services at home or in the centers, Most of those responding
positively to this question, were unable to specify what follow-up activities
where undertaken. Few respondents mentioned telephone calls by the centers
or referral to other centers as follow-up activities.

Table 11: Did the center follow you up after you left?

No 66.2%

On a few occasions 14%

On one occasion or by coincidence 14%

I returned to center on my own 5.8%
Gender

The survey showed that there are a number of issues related to gender
inequality. As mentioned above, 59% of the consumers in the survey were
males (according to the practitioners this is due to the bias in society). In more
than 90% of the cases women carried the primary responsibility for people
with disability and following up with the centers. The field researchers were
Vvery surprised and impressed with the mothers' knowledge regarding their
children’s situations. This is an indication of the need to reinforce a gender -
sensitive rehabilitation programs where priorities and concerns of women are
integrated. At the same time, specific programs must be de§1gned to
encourage the male members of the family to get involved in the process.
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Complaints

When asked about submitting official complaints during the rehabilitation
process, 26% said that they did. Among the most important complaints were,

- Lack of planning (8%) .

- Mistreatment, abuse, and discrimination (4%)
- Lack of transportation (4%)

- Financial difficulties (2.4%)

- Bad time management (2.4%)

- Others and unspecified (5.2%)

Many of the complaints were resolved. Two consumers mentioned that they
were harassed and pushed outside of the center because they have
complained.

Dropping out of the rehabilitation process

One of the most striking findings is that 69% of the cases didn’t complete the
full rehabilitation program that was originally designed for them. Among the
reasons mentioned by people with disability and their families were:

- The centers’ regulations and atmosphere (e.g., feeling home sick, or
alienated, lack of comfort, etc.) (32.4%)

- Financial difficulties (23.8%)

- Personal and family problems (23.8%)

- Lack of benefit from the program (20%)

Lack of proper transportation was a cause of dropping out of programs by a
number of families. In some cases, disabled persons were mistreated while
approaching or boarding the centers’ buses. In other cases transportation
means were practically unavailable.

The process of “withdrawing” from the rehabilitation program indicates the
complexity of the relationship between people with disability, and the centers
and the “disempowered” role of people with disability in this relationship.
Ab?‘ut 24% of those who discontinued the rehabilitation program withdrew
for “personal reasons.” Another 20% felt that they are not benefiting from the
rehabilitation program. 24% said that financial difficulties were the major
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* She is less shy than before.
* 1 don’t go anywhere, but that's OK.
* He showed a little improvement.

* She is not as ‘shocked” as before,

While positive in their evaluation of impact, the respondents were less
enthusiastic to give the centers positive evaluation in their general outlook.
The majority (57.9%) gave the rehabilitation programs a negative evaluation,
while 36.5% gave it a positive evaluation.

Table 10: How did the rehabilitation program affect your life?

Positively 51.6%
Partial, positively 19%
No effect 27.8%
No answer 1.6%
Allin all, how do you evaluate the program (complete, or lacking)?

Positive 36.5%
Negative 57.9%
Can't answer 5.6%

When asked to score the degree of goal achievement through rehabilitation,
on a scale of 0-10, the respondents gave the programs a little less than 6 points.
25% of the respondents gave the centers a score that ranged from 0-5. In some
cases, the centers were given a high score because they “try their best”
according to the respondents, and “God is willing.” It was also noted, that
some of those who gave a high score realize that not much has chanfged in the
conditions of people with disability. Small changes were seen as major
improvements in the condition of people with disability from a relative point
view (a feeling that must be appreciated). A number of respondents noFed that
the availability of material resources doesn't mean that the center provides
good services. In fact there is no necessary correlation between the
voluminous of resources and satisfaction with the centers.
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Satisfaction with the rehabilitation programs

Satisfaction with the various programs ranged according to the generality of
the question. Few general questions drew some (positive) answers. While
when asked about details, the consumers expressed concerns and listed
specific areas that must be developed. In general, 51.6% felt that the
rehabilitation program was comprehensive in its approach. In contrast, 41.3%

felt that it was not.

Table 8: Do you believe that the rehabilitation program was comprehensive?
Yes 51.6%
No 41.3%
Don’t know 7.1%

51.6% of those who were asked said that they were allowed to see the progress
“report” of the person with disability. Where as 36.5% said that they were
not. When asked to explain this phenomenon, centers’ professionals felt that
this was an unfair question, as families (or some members of the family)
should not be allowed to look at the details of files; it could cause a number of
complications and problems between the family members. Some of the
professionals felt that families could be posted through the process. Others felt
that this is a purely “professional” issue that should be left to the “experts” in
the centers.

Table 9: Were you (or your family) allowed to see your “progress file”?

Yes 51.6%
Upon request 11.9%
No 36.5%

51.6% of the consumers felt that the rehabilitation program had a positive
impact on their lives. The rest felt that it has a partial positive impact or it had
no impact. The definition of “impact” by the families showed their
desperation for improvement in their children’s conditions. Examples of
“impact” as given by the families are the following:

* He is better.
* Now he goes to the nearby shop.
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and a lot of bureaucracy. High fees were another diffi
: er difficul
Some complained of the use of middle person (WASTA) azgr;;?lzﬁ?;g?.

Rehabilitation Period

The rehabilitation program/plan

'I'hg majority (61.1%) said that no specific program or plan was followed. 70%
said that they were not consulted in regards to the type of rehabilitation
program or plan. Leaving the family uninformed was the most important
complaint by families.

Table 7; Was there a working program or plan for rehabilitation?

Yes 25.4%
No 61.1%
Don't know-not sure 13.5%
Were you, or your family, consulted in putting together a program /plan?

No 70%
Other answers 30%

The following are some statements that were told by respondents to illustrate
families’ feelings of being left out of the rehabilitation process.

*They are the ones who decide the objectives and the plan

*Nothing was clear to us

*They didn’t know what they were doing

*Nothing was clear to me

*We don’t knotw anything

*They are the ones who close the plan, we had no role

*] know nothing about their plans.

s relay a feeling of bitterness by the families in relation

All of these statement:
habilitation process.

to their limited involvement in the planning of the re
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the high rate of specialized referrals is the disproportionate number of
physical injuries in the sample. All of these cases must go to a doctor or a
hospital before they are enrolled in the rehabilitation process.

The data also illustrate the importance of “word of mou.th" for referral
purposes. The role of community organizations and social workers iAS an area
for improvement. One missing element was the role Qf the comumw_bQSed
programs. People with disability and their families did not mention this
aspect. There seems to be a deficiency in the referral system between the
centers and the community-based rehabilitation programs (CBR). As the CBR
programs have not been an integral part of this study, it would indicate a need
for further specialized research to assess the relationship between centers and
CBR and the effectiveness of referral mechanisms.

Table 6: How did you know of the center?

A physician 24.7%
A Hospital 23.7%
Relatives or friends 17.5%
An NGO 7.9%
Another specialized center 6.3%
A social worker (e.g., Ministry of Social Welfare) 6.3%
Previous experience of the center by a relative 4%
Others 8.7%

Reception & enrollment

The first encounter between people with disability and the centers is probably
one of the most important elements for discussion and improvement. And
while the majority stated that no major complications were encountered, later
evidence show that misunderstanding and contradictory perceptions of the
rehabilitation process lead to a number of other complications. The divergence
between the opinions of the respondents and the centers were directly related
to the lack of clarity of the objectives of rehabilitation and the process of
rehabilitation itself. At the same time, 21% of the respondents evaluated the
enrollment procedures into the center as poor. Those who were critical of the
enrollment mechanism complained about difficulties in the transfer
procedures, availability of an institutional space for people with disability,
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disabilities were concentrated in three areas; complicati i
or delivery; illness of the child right after birth (e.gfcé:::)f S:(;l;‘lérp;li':gzancy
among re]agves (as illustrated in table - 5). If proven to be true, the datg show
that most dlsabi!ities maybe preventall3. Prevention could be ;chjeved
ﬂ-u-oug!‘l 1mproving prenatal care, avoiding marriage among relatives, and
pmvidl.ng a better infant care. Further investigations must be conduc;ed to
determine the causes of the consumers referred to as (inherited-genetic) and
(unspecified), as it is possible that they too could be preventable.

Table 5: Causes of disability as perceived bz the respondents (born disabilities)
Pregnancy-birth Complications 38%

Inherited-genetic 29.5%

Iliness of infants (fever, etc.) 15.5%

Marriage among relatives 12.8%

Others (unspecified) 4.2%

As to the discovery of the disability by the family, about 35% of the disabilities
were discovered at birth or immediately after. The rest were discovered in 5
years or more (i.e., school age). This indicates the importance of early
diagnosis, and the obvious gap in the referral and diagnosis between the ages
0-5. That could be improved through better screening. All of the above data
illustrates the vital role of awareness for prevention purposes, something that
receives little attention from rehabilitation centers that concentrate their efforts
on treatment of current cases to the exclusion of awareness raising. Of course,
the primary health care sector (governmental and non-governmental) must
bear the main responsibility for such awareness campaigns.

44% of the cases were not genetically inherited. They were mostly physical
disabilities. Accidents were the main cause of physical disabilities among
children.

Referral

The majority of the cases (61.9%) were referred to the centers through
professional experts and institutions. Only 7.9% were referred by a _
community organization (NGOs). Relatives, previous personal experiences.
Other unspecified means comprised 30.2% of the cases. One explanation for
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47-90% of the budget illustrating a heavy reliance on intefnaﬁox:lal (extexfnal)
sources. Fees constituted an important part of ﬂlg centers fund{ng fa“gﬂ}g
from 3% to 45%. In many cases, it comprised a third of the‘fu.nc!mg,. Qfﬁcmls o
the centers said that the financial contribution of people with d!Sabl-hty
themselves is very trivial, ranging from 2% to 20%. Other contribuqum comes
from individuals and local organizations. These two chafmels comprise about
9, - 25% of the total budget. However, Many organizations have created
internal mechanisms to sustain funding of their operations. For example, one
center claimed that the income generated from sales of its own products
accounted for 40% of the budget.

Table 4: Sources of funding as classified by the centers
17 2 3 4 5 6
Fees 25% % 35% 35% | - 45%
Individual contributions 15% [ 5% 5% - 2% 16%
Local organizations 10% % = = — 1.7%
International organizations - 47% | 60% 54% | 90% 5.3%
Interest — = — 4% -— -—=
Sale of products - 40% | — — 8% .06%
Insurance - — 30% — - 25%
Main Results of the Survey

The questionnaire, answered by the consumers (people with disability and
their families), was organized to reflect three stages that are vital to the
rehabilitation process: Pre-rehabilitation, rehabilitation period, and follow-up
period.

Pre-Rehabilitation

A.bout (56%.») of people with disability were born with a disability or became
disabled within the first year of their life. The reported “causes” of born

6 i . :
One of the centers didn't provide any information on its funding sources.

Bt 4
In his casc, 50% of the funding came from headguarters, which receives much of s funding from governmental and
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¢. The "professionals" raised concern regarding their relationship with
the administrations of the centers. Fear of being used as scapepgoats
by the centers overshadowed their true feelings. They felt that more
debates must be carried out to clarify their points of view in
relationship to the views of the consumers.

Rehabilitation Centers: A Brief Introduction

The following data are extracted from the questionnaires that were filled out

by officials in the centers themselves. A number of questions that were asked
in the questionnaire were not answered by some of the centers. In part, that is
due to lack of information on the subject.

The data revealed that the seven centers under study employ 440 staff
members. The majority of them (57.2%) fall in the category of “professionals”.
Less than a third are in the service category and about 13% are in
management. Nearly one tenth of the employees are disabled, and 47.4% are
women. Women in high management positions are few. People with
disability are disproportionately represented in the “services” category. They
are usually employed, after undergoing a training course, in centers that have
production lines. They are employed on a “piecemeal” basis or as part-timers.

Table 3: Distribution of employees

Category Number (%) Women (%) P.W.D. (%)
Management 58 (13.2) 28 (48.3) 2(3.4)
Specialized-Professionals 251(57.2) 133 (53) 21 (8.4)
Services 130 (29.6) 47 (36.2) 28 (21.5)
Total 439 (100) 208 (47.4) 51 (11.6)

The absorption capacity of the centers varies considerably; the number of
consumers that can be received at one time ranges from 27 to 90. Most of them
are frequently fully booked, while others are not working at full capac‘ify. In
both cases, the centers have cited financial difficulties and scarce qualified

human resources as the main reason.

Data from the centers shows that most of the funding comes from
international donors. The percentage of these contributions ranges from
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Workshops*

In conjunction with the research process, three formal workshops were held.
13 experts in the field of disability and rehabilitation attended the first
workshop. It was a preliminary focus group who discussed the research
questions and the questionnaire. A second workshop was held with the fielq
researchers (mentioned above). The third was held in the Bethlehem Arab
Rehabilitation Society in Beit Jala, where the various centers were present ang
the main results were discussed. The workshops were very useful in
improving our analytical ability of the issues involved in the study, and in
integrating the views of the centers and professionals in the analysis. The
preliminary results were distributed to the centers for further comments.

The discussion in all of the workshops illustrated a number of important
issues that need to be considered in developing the work of the centers.

a. The importance of delving into the field of services and
rehabilitation programs provided to people with disability. All
participants showed enthusiasm towards the study and its objective.
They were concerned about the scope of the study as limited in
terms of topic and sample of centers. A more comprehensive study
should be conducted in the future. Such a study must examine the
relationship between rehabilitation programs, public awareness, and
community based programs.

b.  There was concern among the professionals’ that the consumers
(respondents) may have exaggerated the problems in the centers by
placing the blame solely on the centers. They questioned the
unrealistic expectations of the disabled and their families. They
asserted that most of them come to the centers expecting “miracles™
(quick treatment in a very short time). They argued that families
must bear some responsibility. A suggested future study could look
into this issue in more detail and examine the role of families in the

rehabilitation process.
=
4 . .. .
For a list of participants in the workshops, see annexes 2 and 3,
5'I1|e“|:ml'ionals" include nurses. social workers, th pists, doctors, engineers, and other lists. The service
category includes production workers, custodians, office help etc.
16
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The first impression of the respondents was very positive. They
presumed that the researchers were representatives of the centers
conducting a follow-up visit.

The researchers felt that the interview granted a chance for people
with disability and their families to talk to someone. Parents with
disabled children were the most needy for someone to talk to.

Reservation on the part of some respondents to co-operate with the
researchers was noticed. They were skeptical that the survey (any
survey) would contribute positively to the improvement of
rehabilitation programs in Palestine.

Few respondents were suspicious of the motives and the purpose it
might be serving. Others did not want to get involved in evaluating
the centers, a sign of discomfort and lack of empowerment.
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d. Recipients of the services are predomi.naflﬂy young; 66.}?% are 23
years old or under. In fact, the vast majority of people with disability
involved in rehabilitation in all atéas (except physical)' constitute this
age group. This brings to attention the wearing of families’ interest
in rehabilitation when their children grow above a certain age. This
might also indicate the discrimination against the aged in society

(especially if they have a disability).

Four out of the 131 cases chosen for interview through the sample
were dead. The four cases came from two centers. This has raised
serious questions regarding the follow-up mechanisms of the
centers. These names should have been removed from their active
records if proper follow-up mechanisms were implemented.

Step Six: The field researchers were selected from amongst the most
experienced researchers in the country. All have extensive experience with the
most prominent survey research centers. A training workshop was organized
for the field researchers, in which a number of experienced survey and
disability experts were present. The training of the field researchers included
the following areas: sensitivity towards people with disability and their
families; interviewing skills; body language and gestures; social and
psychological aspects of interviewing persons from marginalized groups. The
researchers conducted intensive interviews with people with disability (and
with their families when needed), using a special questionnaire designed for
the purpose of this study.

Alfter the fieldwork was completed, an intensive workshop was conducted by
the DSP with the field researchers in order to benefit from their personal
opinions and evaluations of the situation of people with disability in their
communities. The input of the field researchers was especially useful for the
study (as will be shown in the following sections). Some of the comments
were directly related to the methodology and, therefore, to the quality of the
results. Those include the following:

a le'ﬁculty in reaching some of the respondents caused by inaccurate
information. (Inf ormation relating to the addresses and telephone
numbers of people with disability was provided by the centers).

14
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Table 2: Sample Distribution
Female e
1% [ 59%
Mfsh'jbutiou
Upto5 6-12 13-17 18-23 24-35 36-50 50 & above
[15.9% 18.3% 14.3% 183% | 86% 9.5% 15.1%
Geographical Distribution
_l\}ilL“s__ Ramallah & Jerusalem Bethlehem Gaza
23.3% 32.2% 14.5% 29.8%
Learning Physical Visual Hearing Multiple
difficulties impairments | impairments Impairments | impairments
14.6% 59.5% 15.4% 0.8% 9.7%

The sample distribution revealed the following points

a. The sample showed (59%) males (41%) females. Professionals
argued that the higher percentage of males reflected in this study
would be even higher in the areas of learning, hearing, and visual
disabilities if these disabilities were included in the study. It would
also indicate that some families are more interested in enrolling their
male offspring in rehabilitation programs than their female
offspring. It seems that discrimination against the female members
of this society is apparent in various spheres of life including
disability.

‘b.  The majority of cases were in the physical disability area. This may
have been influenced by the fact that 4 out of the 7 centers chosen are
fully specialized in rehabilitation of the physically disabled.

¢. The largest percentage of cases (56.7%) came from the central area of
the West Bank (i.e., Ramallah, Jerusalem, and Bethlehem). Four of
the five West Bank centers are located in these areas. This raises the
question of distribution, as the central areas were historically
privileged in terms of institution building. Furthermore, the sample
indicated that almost 50% of the cases were from cities, 39% from
villages and only 11% from refugee camps. A clear difference
reflecting a prejudice against villages and camps.
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Identified important issues as perceived by them through individual

interviews.
Participated in a discussion workshop on the research and the

questionnaire.

Provided data on their centers and expressed their points of view through
a questionnaire.

Participated in a discussion of the results.

Provided lists of consumers for sampling purposes.

Step Five: A sample of 131 consumers (out of 595 cases) was selected for
interviews. The selection of consumers to be included in the sample was
randomly based on a systematic selection. All the cases from all the‘«centers
were listed according to center and were given numbers. Every ninth number
was selected (a different sampling period was used for each center to
guarantee a sufficient representation of each center). The sample was selected
from rosters that were provided by the centers themselves. The sample
included consumers from 7 centers (2 in Gaza and 5 from the West Bank).

Table 1: List of centers and number of cases

Name Location Number of cases
Red Crescent Nablus 18

K. Abu Raya Réhabilitation Center Ramallah 13

Al-Nahda Rehabilitation Center Ramallah 12

Princess Basma Rehabilitation Center Jerusalem 21

Bethlehem Arab Society Beit Jala 26

Al-Nur Center Gaza 20

ELWafa Rehabilitation Hospital Gaza 16 }

The sample comprised 22% of the population under study. The criteria for
inclusion in the sample frame were the following: geographical

Tepresentation; cases that left the centers within the last six months or are still
in the rehabilitation process, and consumers who spent most of their
rehabilitation in the institutions. Out of the 131 questionnaires distributed, 126
were collected. The distribution of the sample is presented in table (2).

12
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Methodology

The study relied on a participatory approach, where all relevant parties were
involved in the research process. A prolonged consultative Pprocess took place
This process involved the following: the General Union of Disabled )
Palestinians (GUDP), the centers, the professionals, national advocacy groups
NGOs, people with disability and their families, funders, and field :
researchers. Specific methods were introduced to guarantee the participation
of all of these groups in the study.

Step One: The GUDP (a self-advocacy and a national lobbying group)
proposed the preliminary idea. Members of the GUDP raised concerns about
the relationship between consumers and rehabilitation centers. Therefore, a
research study would provide a helpful means of improving such a
relationship.

Step Two: Preliminary Discussions were held between GUDP, HI, and DSP,
where the research idea was further refined and the role of the various parties
was fully elaborated.

Step Three: Preliminary consultations were held with representatives of
rehabilitation centers. Intensive interviews were carried out to inform the
centers of the study and its objectives, and to acquire their input on the issues
that should be raised in the research and the methodology. The interviews
were very useful in redefining some of the goals of the study and raising
questions that were not adequately raised previously.

Step Four: Following the initial consultations, seven of the most prominent
rehabilitation centers were approached to participate in the current study. A
questionnaire that was specifically designed for the purposes of this study was
distributed to the centers and filled-out by their officials. The centers and the
number of cases from each center are listed in table (1).

The centers played an important role in crystallizing the aims of the study and
in following up during the various stages of the research. Briefly, they have

done the following:

3
For a list of interviewed experts, sce annex (1).
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hence for improvement, they do not provide an exact description of the statys

of the rehabilitation centers®

The “fallacy of composition” must also be noted: what applies to all the
centers together doesn’t apply equally to each ce‘nte.r separa‘telyA The. general
picture that is clarified through this study doesn’t give a “fair” description of
the status of each center individually. The results represent the "average"
picture: some centers may rank higher than others in terms of consumers’
evaluations. Data from each center is shared by officials of all centers in
keeping with the secrecy oath of the profession. It is_ emphasized that this
shared knowledge is for the sole purpose of improving their service delivery
to the consumers.

Research Objectives

The study aimed at examining consumers’ attitudes, views, behavior, and
recommendations in relation to a number of issues concerning their
relationship with rehabilitation centers. The views of the centers and the
practitioners were also considered in the analysis. More specifically, the
following areas of concern were addressed in the study:

Pre-rehabilitation period: in this field, a number of specific issues were
raised including the role of the family in diagnosis and follow-up
methods of search for a rehabilitation center, referral services, and first
contact and impression.

- Rehabilitation period: an evaluation of the actual services provided,
medical, social, and psychological programs, progress, reporting,
participation of people with disability and their families in the process,
low percentage of individuals who remain in the program, problems
encountered and solutions.

- Follow-up programs: role of rehabilitation in the lives of people with
disability (integration in society).

= Sug.ge':sted methods to improve the relationship between centers,
families, and people with disability.

- Implications and recommendations.

2
Copies of the questionnaires are available for review at DSP upon request.
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Introduction

;[;1;;1 %xig;ne&ti:::;fn:ﬁ?mme at Birzeit University, in partnersh'.ip

p funded by ECHO, has completed the first
ever survey of consumers attitudes and evaluations of the various services
provided by seven of the most prominent rehabilitation centers (the centers)!
in the West Bank and Gaza Strip. The survey aimed at encouraging the
partners who work in the field of rehabilitation with amission towards people
with special needs (people with disability) to foster a vision that is informed
by such concepts as integration, human rights, and holistic development. The
survey also encourages the centers to review their methods of rehabilitation
and to improve them. It also aimed at generating an informed debate over
means to develop their services and create a more efficient relationship with
the consumers (people with disability and their families). Such a survey
would reinforce a common understanding of what constitutes rehabilitation,
As it is the assumption of this study that one of the main obstacles facing the
work of these centers is that there are divergent perceptions and
understandings of what the rehabilitation process is all about.

Centers’ management, practitioners, and consumers have different
understating of what constitutes rehabilitation. They also have different
expectations in relationship to the quantity and quality of services, the
outcome of the process, and the contribution of each party to the rehabilitation
process. Such differences in definitions and expectations could be bridged if
more dialogue was carried out. The centers would be able to improve
communication with the consumers by genuinely trying to understand and
address the issues that are raised by the consumers. The current survey
indicates that consumers have their own definitions of the process, and that
these definitions could form an asset or an obstacle to the process of
rehabilitation, depending on how they are dealt with by the centers.

Since the study relied, mainly, on the evaluations of consumers (the disabled
and their families), its results should be perceived as indicative rather than
final. Although these results give a relatively clearer picture of some trends
and issues that should be addressed and pursued further as subjects for study,

S N e LI e MR el s

s 4
Will be referred to as "the centers" ghout the rest of the
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An Introductory Note

The General Union of Disabled Palestinians (GUDP) has always stressed the
need for a scientific study focusing on the main obstacles that hinder the
integration of people with disability in society. Historica'lly speaking, people
with disability have been denied the basic rights that entitle them to the
resources and services available to others in society.

This study proves that the obstacles facing people with disability are
imbedded in the social institutions, culture and infrastructure. Discrimination
against people with disability is widespread. For example, public buildings
are not accessible to the handicapped. Also there are no applied laws
protecting their rights. It is for this reason that we, The Union applaud The
Developmental Studies Programme for their effort to conduct this study. We
also would like to thank all the centers that participated in this study. Their
cooperation, despite the sensitivity of the subject, sets a good example for the
future. Special thanks go to Handicap International for its material and moral
support of this study.

In reiterating the importance of this study, we feel that it is a revolutionary
start for dealing with the problems facing people with disability. It reveals the
desperate need for establishing a national strategy, policies and programs that
aim at developing rehabilitation in general. In addition, new evaluation
criteria should be established and followed by all concerned.

Finally, we would like to emphasize the need to conduct further studies that
are complementary to this one. These further studies should lead to a better
mechanism of integrating the disabled in society. They also should be
directed towards emphasizing the need of all institutions to involve people
with disability and their families in planning, implementing and evaluating of
rehabilitation programs. And to also involve people with disability in all
activities related to rehabilitation,

This study should be considered an illuminating document that helps in
p!am?r_\g and establishing criteria and policies for integrating people with
d.ls:bxhty In society. We hope that its recommendations will be considered
;:u ;Mmmz?zfly to improve the status quo and to create a bridge for a
Ziad Amro
Executive Director / (GUDP)
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Foreword

This survey has a wealth of information, It is rich notonly in its findings but
equally in the pertinent questions that it rajses, The real strength of the survey
is from the quality of the contribution of people with disability. In this

Sometimes the findings are not easy to digest and they raise many questions
for all of us involved in the rehabilitation Process in Palestine, not only service
providers and funders; but also the role of people with disability themselves
in their own rehabilitation, It is our hope however, that this document will
provide an important first step in grounding a better understanding of the
needs of people with disability and their families and that together local and
international partners may forge a better future for service provision in
Palestine. We would like to emphasize that Birzeit University Development
Studies Programme was purposely chosen to undertake this research, due to
their well-established reputation for carrying out participatory developmental
research. A survey as sensitive as this is not an easy task and we are very
grateful for the professionalism and dedication of the research team of the
Developmental Studies Programme. Most especially, thanks must go to Dr.
Nader Said, whose personal commitment has gone far beyond the original
terms of reference for this research.

We would also like to thank all the people with disability and their families
for their immense contribution and support, without whom this study would
not have been possible and to the General Union of Disabled Palestinians who
were the inspiration behind the survey. Thanks must also go to the Palestinian
rehabilitation professionals and staff of the seven centers who participated in
this study. It was their insight, support and openness to allow access for such
a sensitive survey and their commitment to develop their practice from the
findings that will be crucial factors in the success of the follow up of this
study.

Finally, we would like to express our appreciation and gratitude to the
European Community Humanitarian Office (ECHO), and the interest and
Support of Ms Cathy Gritzner in particular, whose funding made this

s Handicap International

Jerusalem
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improving the status of people with disability could only be achieved through
joint effort and coordination of individuals as well as organizations,
governmental and non-governmental.

DSP is proud to have participated in this significant project and hopes that its

contribution will have a positive impact on the lives of people with disability
in Palestine and elsewhere.

Dr. Nader Said

DSP Director
Principal Researcher
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Preface

i;ﬂpro\.rement of society through development depends on reliable data and
analysis, hence through reliable research. Therefore, this study intended to
promote the status of people with disability, an endeavor of great importance

realizes that in order to do that it needs the cooperation and participation of
all concerned parties. As such, it would Like to take the opportunity to thank
all those who made this study possible.

First and foremost, DSP, staff and research team, would like to thank people
with disability and their families for their cooperation and participation in the
study. Their insight in formulating the research recommendations is
invaluable. Many thanks and recognition goes to the all employees of the
centers interviewed in the study. Their assistance in providing the needed
information and analysis was most helpful. We also would like to thank them
for their patience and their resolve to improve their services in their centers,

The study was also privileged to have the support of the General Union of
Disabled Palestinians whose President and Director helped refine the study
through out its various stages. Participants in the various workshops deserve
special thanks for their uplifting comments, which supplied the study with the
richness needed. Also the input of the field researchers cannot go
unmentioned for its spontaneity and clarity which without a doubt, was
enriching to the study.

Last but not Jeast, special thanks goes to ECHO and Handicap International
(HI) for supporting this study especially HI staff. Kathy AI—]ubi., from HI, was
the source of power behind this study. Through her determination and
humanistic approach this study became feasible and successful.

We hope that this preliminary study will prompt other studies on the subject.

More importantly, we hope that the findings and the recommgn_d_ations will be
useful to all relevant parties. As the study shows, the responsibility for

‘* Digitized by Birzeit University Library



Edited by: Jamileh Abed Layout by: Sana’ Muaddi

* This document represents the personal views of the participants and the researchers and does not
reflect either Handicap International or ECHO policy or views.

£  Copyright©2000
E Development Studies Programme Handicap International
5 Tel: (672) 2 2959250 7

5 Fax:(972) 22958117 f H' A
E  P.OBox1878 Ramallah l‘ A 3

g emaidsp@palnetcom IN l=ﬂ\‘m JONA
'S8 homepage: www.birzeitedu/dsp

-

&

£

o

'* Digitized by Birzeit University Library



S N ek ANDIC/
BIRZEIT UNIVERSITY 7
Development Studies Programme :]l ': UNA

A Participatory Study from the Perspectives of
People with Disability in the West Bank & Gaza Strip

(A Baseline Consumer Survey)

Nader I. Said
Principal Researcher

Ayman Abdulmajid Laila Atshan
Research Assistant Consultant

Funded by ECHO
European Community Humanitarian Office

March 2000

‘% Digitized by Birzeit University Library



* Digitized by Birzeit University Library



A Participatory Study from the
Perspectives of People with Disability
in the West Bank & Gaza Strip

A Baseline

0* Digitized by Birzeit University Library



