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THE MISSION OF
THE PRINCE SALMAN CENTER FOR
DISABILITY RESEARCH IS:

x TO BE A CENTER OF EXCELLENCE IN DISABILITY
RESEARCH.

x TO CONDUCT AND SUPPORT RESEARCH WHICH

CREATES KNOWLEDGE ABOUT HUMAN DEVELOPMENT
AND DISABILITIES.

x TO IMPROVE THE QUALITY OF LIFE FOR PERSONS WITH
DISABILITIES AND TO ENABLE THEM TO REACH THEIR
FULL POTENTIAL.



A MESSAGE FROM
H.R.H. PRINCE SALMAN BIN ABDULAZIZ

The issue of disability and its social and economic repercussions constitutes
one of the most important challenges facing contemporary societies at
present. One of the most effective means to deth this issue is to
investigate the causes of disabilities. In addition, overcoming obstacles that
constrain people with disabilities and limit their productivity and
independence in society are worth studying.

The Center, which is motivated by rebgis and humanitarian concerns for
persons with disabilities, is a major contribution to the Kingdom of Saudi
Arabia and its benevolent society. The Center has adopted plans and
ambitious goals which will be realized at the hands of highly qualified
personel.

God willing, this blessed institution will seek to mobilize all the useful
resources that can serve the multiple interests of people with disabilities, our
religion, our nation, and humanity at large.

H.R.H. PRINCE SALMAN BIN ABDULAZIZ
President Founder of the
Prince Salman Center for Disability Research



A MESSAGE FROM
H.R.H. PRINCE SULTAN BIN SALMAN BIN ABDULAZI|Z

The Prince Salman Center for Disability Research was established to address
the real and important needs of persons with disabiand their families.

In addressing those needs, the PSCDR has set its goal as the promotion,
conduct and support of scientific research and the application of new
knowledge to the benefit of persons with disabilities and their families.

We believe he PSCDR has a great opportunity to advance the causes of
persons with disabilities. In addressing that opportunity, the PSCDR will
undertake basic and applied research projects in the biological, behavioral
and social sciences; it will promote and developlaborations with
scientists both within the Kingdom and wesdde; and it will collect and
disseminate information through all media including the Internet.

We hope the PSCDR will advance new insights into the causes of
disabilities and develop newtrategies to prevent them, or reduce their
impact on an individual. We further aspire to a time when new knowledge
created by research will lead to more effective service and support systems
for persons with disabilities and their families.

At the PSCDR,we stand ready to move forward into the future with
expectations for important accomplishments and renewed spirits. That future
holds great promise for all of us, including persons with disabilities, God
willing.

Prince Sultan bin Salman bin Abdulaziz
Chair, Board of Trustees
Prince Salman Center for Disability Research



A MESSAGE FROM
Stephen R. Schroeder, Ph.D.

The Future of the Prince Salman Center for Disability Research
in the Next Decade

The role of the Prince Salman Center for Disability Research in the next decade will be to
ensure that the Kingdom of Saudi Arabia and the Middle East take a lead role in making
inclusion into society happen also for its people with disabiltied their families. Best
practices must be based on a strong validated research foundation. The Prince Salman Center
has been organized to provide this function for the Kingdom. A substantial beginning has
been made, but much remains to be done beford”fihee Salman Center takes its rightful

place in the international community of scholars dedicated to improving the quality of life for
our brothers and sisters with disabilities. We anticipate that the next decade will be one of
consolidation of our progss thus far and rapid growth toward achieving our goals, which

are:

1. A five-fold increase in our funding of high quality basic and applied research
projects from all over the Kingdom of Saudi Arabia and the Middle East
related to the causes, effectiveatments, and prevention of disabilities of
importance in our society. The research we do is missiented. It touches
the lives of people in the Kingdom, and improves their quality of life. The
Center now has all of the tools in place to make thisresipa in research on
disabilities.

2. Transfer this knowledge into practice by a-feld increase in public media
awareness and education, especially in electronic communications, which has
a great future in Saudi Arabia. We want to reach all of our people.

3. Increase research on disability policy by assisting the Supreme Council for the
Affairs of Persons with Disabilities.

4. Train leadership in research in disabilities in the Middle East that is
competitive with research in the rest of the world throughthejob
mentoring, peer review, short courses, and electronic research information
networks. This will make disability research sslffficient in the Kingdom.

5. Develop interdisciplinary research teams to address -faigle research
problems that require a vadange of expertise.

6. Collaborate with appropriate Ministries in the Kingdom to develop a national
registry on disabilities, and other high priority national projects.

7. Become part of the International Community of scholars who specialize in
research on dability and collaborate through international mslte research
studies.

Stephen R. Schroeder, Ph.D.
Executive Director
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[ EXECUTIVE SUMMARY ]

The Prince Salman Center for Disability Research reached a turning point in its
development in 2003. It has made major strides toward its objectives theinfats
Strategic Plan of 1995 and reaffirmed in its 2001 and 2002 Annual Reports. There is now
a well established research program; a very successful fund raising campaign is under
way, and a plan for investing the Endowment is in process; the trartsitieadependence

is nearing completion; an excellent public relations program is being developed; and
building the infrastructure of the Center is in an advanced stage.

Research Program Development

Dr. Heidi Alaskary was appointedAssociate Executive Dactor of Research
Development, and the Research Program has grown in size and in organizational
structure under her guidance. Many new procedures have been written,llgsioedlze
Intramural Progranthat will improve its functioning.

a. TheExtramur&dProgram

This programawardsfield-initiated grants by investigators from all over the Kingdom
and beyond. It has grown from three funded projects in 2001 amounting t6&RAR0

In 2002 six new projects amounting to SARCH 284 were added, and in @8 six more
amounting to SAR3,426,802were awarded for a total of 15 projects amounting to SAR
7,124,186 Four of these projects are nearing completion, and final reports are being
written.

The Research Committee conducted ovéB feviews on30 proposa submitted.
Approximately half of the reviewers were from Saudi Arabia and half were from other
countries. The Extramural Program continues to function very well under the able
leadership of Dr. Terrence Dolathe previous Executive Director of PSCDRjo lives

in the U.S., but maintains his affiliation with PSCDR with regular visits to the Kingdom.

b. The IntramuraProgram

This programawardsgrants on larger, higimpact, longterm research programs of high
importance to the Kingdom to scientistsilaffed with the Center. The program has
grown from two funded projects amounting to SAR 1,302,457 in 2002, to three projects
amounting to SAR 5,791,445 in 2003ur programs amounting to SAR),781,63%re
proposed for 2004. Directed by Dr. Stephen Setieo,PSCDR Executive Directothese
programs are reviewed by an International Science Advisory Board.

A good example of the programmatic strategy of the Intramural Research Program is the
Newborn Screening Program for Endocrine and Metabolic DisordeesNBS program

was begun in 1994 at the King Faisal Specialist Hospital and Research Centre by a
leading research scientist, Dr. Mohammed Rashed, who perfected the new screening
technology of tandem mass spectrometry. In 2001, PSCBined a
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Memorandum ofAgreement withKFSHRC to increase the number of newborns
screened from 10,0006,000 per year. In 2003 PSCDR funded this project with a grant
of SAR 6,734,798. After PSCDR built a coalition with, KFSHRC, the Ministry of Health,
and several Government Hwols, the Ministry of Health requested and received
approvalfrom the Royal Courfor SAR 35 million for Newborn Screening over a two
year period beginning in 2004. The new program will be a partnership of these parties to
screen every newborn in the Igmom (400,00600,000) annually, savingver an
estimated 500 lives and many more surviving infants from 15 very severe disabilities.

Fund Raising

In 2002, PSCDR had a modé&stdowmenbf c. SAR 26 million. A new goal was set to
raise theEndowmento SAR 500 million over five years. Under the leadership of HRH
Prince Sultan bin Salman, 53 pledges of SAR 5 million were raised from December 2002
until September 2003. This incredible feat has had a major impact on the stability of the
future of PSCDR. It isaow here to stay in the Kingdom and to grow in the future. An
Endowment Advisory Committee has been appointed, to develop policies and criteria for
investment of the Endowment. A Director of Resources Development is being recruited
to help manage the Endovent.

A second fund raising strategy is to solicit sponsorshi@raht Fundsand Unrestricted

Gifts, to support PSCDRhfrastructure It has been less successfule to the Iraq war

and to thanitial focus on the Endowment fund raising campaign. Thigrara needs to

be emphasized more in the coming year.

Gaining Independence as an Approved Private Charitable Organization

From its beginning, PSCDR has operated as a division of the Disabled Children
Association. The decision to be independent was magrate/ears ago, but now the
infrastructure has been set in place for PSCDR to function independently. A Charter and
Bylaws have been written and presented in July, 2003 to the Royal Court for approval.
Private norprofit status will allow PSCDR to growpally in the future.

Public Relations Program

The public relations and media coverage of the PSCDR programs has increased
dramatically in 2003. Over 50 newspaper articles have appeared both in the local and in
the foreign press such as the New York Wmiglore thana dozen radio and TV
appearances have been made by PSCDR sciangtstaff PSCDR has contracted with

a New York public relations firm to develop a master plamfedia angublic relations

in the summer and fall of 2003. This plan is waitler way.

Qutreach Training and Dissemination

One of the important missions of the PSCDR is building research capacity around the
Kingdom. There are many bright professionals and students interested in disabilities in
the Kingdom who are not trained tlo research or to write a good research grant or to
carry out a funded research projedtectively. PSCDRstaff conductswvorkshops and
bimonthly seminars for the public on these and many other topics. They also give
scholarly papers at many local andemational meetings and publish in leading
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scholarly journals. Several have published books in the past two years. They also provide
training and consultation to professionals and students in their areas of specialty.

PSCDR also has a new website in Aradonel in English which gives information about

the Center and its research, as well as complete instructions and forms on how to apply
for a grant. Another branch of the website contains informatiooven 17,000 topics

with hundreds of thousands of refeces related to every aspect of disabilities for
parents, their families, and the public. Most of this information is in English, but an effort
is being made to translate key references into Arabic as resources at PSCDR permit.
PSCDR alsoprovides technical assistance in library resources, including literature
searches, loaning of materials, finding rare documents for professionals and students in
Arabic and in English.

Internal Planning and Review

PSCDR has engaged a well known local cormsylfirm to write a complete set of
policies and procedures, to audit our fiscal and accounting operations, etc. in preparation
for ISO 9000 certification in the fall of 2003. PSCDR is also recruiangtrong
management team, to manage all aspects of ¢inée€ There are weekly meetings of the
Executive Management Team, the signing of memoranda of agreement with all of our
affiliated institutions, an annual performance review based on Total Quality Management
principles, and many other functions in procasthe Center, to make it an effective and
efficient organization. The search for a permanent Saudi Executive Director to take over
IS in progress.

Building International Research Coalitions

This is an important initiative that began in 2001 and it hagased greatly in 2003. The

goal is to use the strengths of the Saudi culture as well as some of its unique populations
to participate in large scale international collaborations. We need to get our heads
togetherto tackle global problems that cannot $@ved by one team or one country
alone. It is believed that the rate of disability is increasing in the world due to a variety of
biological, environmentabkocialand political reasons. All peoples must work together in
peaceful collaboration to stemightide. The Prince Salman Centfar Disability
Researcltan play a vital role in this worthy cause.
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. OVERVIEW

This is a report of progress at the Prince Salman Center for Disability Research during
20@3. Significant progress has been made over the last JiearCenter is now moving
rapidly to the next phase of its developmddt. TerrenceDolan remains as a consultant
and Chair of the Research Committee. This is a crucial committee at the Center, which
oversees the review process of the Extramural Grant Program. Dr. Dolan maintains
frequent consultative contacts with Dr. Schroeder on the higpdagning and
development of Center activities.

Some of the major milestones over the last 18 months are:

1. Full-time management. For the first time in its history, the PSCDR recruited a full
time Executive Director on February 1, 2001. Dr. Terrence R. DolanDivestor
from Feb.1l, 2001 until March 17, 2002. Dr. Stephen Schroeder assumed the
directorship in May, 2002V e are now recruiting for a Chief Financial Officer and
Manager to head thEndowment, in order to form strong management team along
with the Director of Administration and the Director of Research Development. We
are also searching for a Saudi Deputy Director who will become Executive Director
after a transition.

2. Development bCenterwide Core Services. The Center has developed an effective
infrastructure that centers around the operations of several core services. Those core
services are the operational backbone of the Center and are responsible for most
internal operationsral supports. Most employees of the PSCDR are assigned duties
in one of these core servicd$is system is functioning well.

Core Services include: an Administrative Core, an Information Technology Core, a
Human Recourses Services Core, a M&havicesCore,a Research Services Core,

an Outreach and Disseminatid®ervices Core a Fiscal Services Core and an
Endowment Services Coreach core is staffed by PSCDR personnel.

3. The expansion and development of an effective Extramural Research Program
including the development of an international peer review system and new
administrative/management processes. A newly formed Research Committee serves
as the focal point for the review of research applications. During the past year
approximately 25 research applibns were received via a new Interbased
application process and approximatehl® new applications were (or will be)
supported. Over80 scientists from throughout the world were used in the
comprehensive review processes that were developed.

4. The development of an Intramural Research Program involving new research
programs administered and conducted by the PSCDR. Also for the first time in its
KLVWRU\ WKH 36&'5 WRRN RQ WKH UROH RI FRQGXF
programs. During2003, threeprograms wereconducted a fourth remains in
development, and several others are in early exploration stagethrdbdprograms
conducted during the past year include a nati@e study on the development of
Arabic language in childrea newborn screeningrogramand a human genetics
program. TheLanguage Bgram will be valuable in the eventual development of
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new assessment and intervention tools for developmental language problems in
children with disabilitiesThe Newborn Screening Program is a majortnaship

with the Ministry of Health, King Faisal Specialist Hospital and PSCDR to screen all
newborn infants in the Kingdonilhe Genetis Program will be valuable in the
identification and elucidation of genetic mutations that cause childhood disedses an
disabilities in Saudi ArabiaThe Autism Program responds too large need in Saudi
Arabia.

5. The participation and recruitment of women staff at the PSCDR. During the past year
eight womenhavebeen onthe staff of the PSCDR. Most were previously empioye
at the King Faisal Specialist Hospital and Research CanteKing Saud University
and brought valuable experiences and skills to the PSCDR.

6. The increasing awareness of the PSCDR by the international community and the
continuing expansion in the pamation of scientists from throughout the world. At
present, a InternationalScientific Advisory Board is being formed that involves
several scientists from the United States and Europe. In addition, several scientists
from outside the Middle East havedmeinvolved in PSCDR programs, including the
development of The Family Villagea global Internet site beiragloptedfor use by
Arabic-speaking families. As noted earlier, approximately 60 scientists from outside
Saudi Arabia are participating in our extrural review programsinternational
research collaborations with Disability Research Centers in other countries have
begun in June, 2003.

7. The development of infrastructure at the Center has been important, as we prepare for
our independence. A Policiesnd Procedures Manual, a Pattern of Administration
Manual, and a Fiscal Operations Manual that describe the management and operating
tenets and practices of the PSCDR have been written and submitted for approval.
Criteria for Productivity for a Researcle@er based upon research conducted at top
research centers in the U.S. have been written and adopted by the Center.

8. The development of an Executive Management Team (EMT). The internal operations
of the PSCDR were significantly aided by the developmehtan internal
management team that meets weekly. The team is comprised of the Heads of each
core service, representatives from the Intramural Research Programs, and the
Executive Director and Associate Executive Director for Administration. The EMT is
reponsible for the implementation and monitoring of policies and operating practices
within the PSCDR.

NEXT STEPS

The achievements listed above serve as a solid foundation upon which future efforts can
be based. Among the more significant challengesdabia PSCDR are:

1. Fund Raising. It is of the most importance to develop financial resources to support
the programs of the Center, including both afpenpetuity endowment and an
operating/research fund. A Plan for Development was draft&gptembe0® and
implementation has begun. A new Office BesourcesDevelopment has been
proposed and searchfor a Director has bean process
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