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Foreword

The Center for International Rehabilitation (CIR) would like to extend our gratitude to the United
States Department of Defense for sponsoring this conference, the Pan American Health
Organization (PAHO) for their partnership and support, and Mexico’s National Rehabilitation
Center (CNR) for hosting the conference. We are also grateful to the workshop chairs,
rapporteurs, participants, and the CIR’s organizing committee for their contribution and
dedication in this unique and successful event.

The expected outcome of the conference was to establish a platform to identify areas of interest
and concern in the Region, and to provide solutions through the development of strategic plans
that will effectively enable countries of the region to evaluate their progress in the themes
addressed by the conference. Five working groups were identified:

® First Emergency Response

® Rehabilitation Engineering and Education

® Disability Rights

® Screening and Early Childhood Intervention
® Telemedicine and Teleconsultation

The purpose of the conference was to create a forum where experts shared their learning
experiences and cultivated cross-disciplinary relationships among professionals, which could
generate a sustainable and integrated approach to rehabilitation.

In particular, the PAHO and the CIR identified first emergency responders as a unique topic for
the conference. A panel was organized to address methods to strengthen and improve the
emergency response of both civilian and military personnel when delivering humanitarian
assistance to people with disabilities during disasters and assistance to victims of landmines.

These conference proceedings summarize the work being conducted by rehabilitation
professionals and disability advocates. Over 180 participants from 33 countries attended and
actively participated in workshops, presentations and discussions leading to the Consensus
Statements contained in the proceedings of this report.

We hope that these proceedings capture the progress that the participants are making towards the
development of rehabilitation services and disability rights in the Latin American region. We
invite all to read these proceedings and to become involved in helping us meet our common
goals.

Sincerely,
Hector Casanova
Chair, Scientific Program

CIR, PAHO Second Regional Conference 2004
Mexico City, Mexico, October 13-15, 2004
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First Emergency Response to Mass Casualties from Blast Injuries
Consensus Statement

The Second Regional Conference, hosted by the Center for International Rehabilitation
and Pan-American Health Organization, at the Centro Nacional de Rehabilitacion (CNR)
in Mexico City from October 13-15, 2004, included an expert panel on First Emergency
Response (FER). This panel made presentations on the current approaches to the initial
medical response to mass casualty incidents produced by explosions and blast injuries.
Lectures and discussions included:

® Injury Patterns from Explosions (blast, penetrating, blunt, crush, burn, and toxic
exposures).

® Blast Injury Pathophysiology

* Implications for First Responders

* Triage and Scene Safety

* Hemorrhage Control

® Pain Control

® Crush Injury—Pre-hospital Management

® Packaging for Transport

® The Disabled in Mass Casualty Events

® Panel on First Response Training and Mass Casualty Exercises- Towards a
Consensus

The intent of this program was: to provide a model for evidence-based curriculum
content for first response medical personnel and other providers who may be required to
function in this capacity in a mass casualty emergency; and to explore the need for
special training to address the needs of people with disabilities and other vulnerable
populations in first emergency response to mass casualty situations. The inclusion of
content related to persons within vulnerable populations, both as victims and as non-
injured survivors: requiring rescue, extraction, evaluation and transport, was a novel
introduction, which has been generally lacking in the medical and emergency planning
and management literature.

The presentations were organized to cover the clinical epidemiology and pathophysiology
of a particular type of mass casualty event and the essential elements of response
management at the scene and receiving hospital with emphasis on emergency clinical
interventions. Emergency clinical interventions manage airway, breathing, hemorrhage,
injury stabilization, and pain control (the ABC paradigm now employed universally in
civilian and military settings).

During the individual sessions, which were attended primarily by staff from rehabilitation
hospitals and clinics, the audience made clear through questions and discussions that
most of this material fell outside the considerations of usual clinical responsibilities and
training. People outside the FER profession attended many of the sessions. These people
not only attended the lectures but also participated in the question and answer period.



These exchanges were continued during break periods, working lunches with other work
groups, and in individual encounters during the conference.

The interactions between a variety of medical and rehabilitation providers, members of
other working groups and people with disabilities, were incorporated in the development
of a series of questions to be addressed in a draft Consensus Statement on the topic of
First Emergency Response (FER) with recognition of the needs of special populations at
risk. Dr Craig Llewellyn, the First Emergency Response (FER) work group organizer and
leader, developed and presented the following list of questions to the FER panel as a
framework for addressing the development of a consensus paper on training for first
response to mass casualties.

® s there an identified need for additional education and training in the area of
First Emergency Response?

® What groups should be the audiences for this training and education?

®* What topics should be included?

* What content sources exist as a basis for these programs?

® What additional content needs to be developed?

® What should be the methods of instruction?

® What should be the roles of drills and exercises?

* What should be the review and validation process for these programs?

Dr. Llewellyn opened the discussion by sharing an overview of the consensus of similar
discussions had by other professional organizations who have also been convening to
solve and address the needs in training and education, improve cross-discipline
interaction and communication between the agencies that organize, plan and execute first
emergency response. Following periods of discussion, Dr. Llewellyn presented the list of
questions and summary of these discussions to conference attendees for comment and
review. He also outlined the plan to produce a draft consensus statement.

From discussions during the conference and further informal exploration after the
conference at a variety of professional medical meetings, emergency management
conferences, interactions with elements of the public health community at local, state and
regional levels, and intensive review of relevant literature and pertinent websites and
other electronic information sources, a draft consensus statement has been developed.

The following summarizes the basis for the draft consensus statement. In the past decade
it has been increasingly recognized that First Emergency Response requires the inclusion
of many disciplines that, in the past, have mostly trained, planned, and drilled separately.
In the broadest sense these groups include: the emergency management community; the
clinical care community; and the public health community. In October 2004 a special
committee of the World Association for Disaster and Emergency Medicine (WADEM)
was convened to address these same issues of integration of various disciplines. This
group recognized that preparedness for First Emergency Response could not be
accomplished if the various involved disciplines work in isolation. It further
acknowledged that the focus of preparation could not be limited to the injured and that



more emphasis must be given to preventative measurements by trying to identify specific
vulnerable populations. It is clear from the background information provided as a basis
for the WADEM committee that little has been done to educate and train the general
population and vulnerable groups in the area of first emergency response. Similarly, the
medical and emergency planning committees lack guidance for service provision for
people with disabilities.

Even the best sources targeted to people with disabilities focused on actions individuals
might take in preparation for a disaster situation, but neglected to provide guidance on
how to access emergency response systems, or to prepare for survival, rescue and
evacuation.

The work of the (WADEM) committee is to be a major focus of the annual meeting of
WADEM during May 2005. The final report should be of great interest to the Center for
International Rehabilitation (CIR) and Pan American Health Organization should they
wish to pursue the topic of first emergency response.

The consensus statement produced by the FER working group should also be useful to
the CIR as a basis for discussion and interaction with the various communities currently
addressing First Emergency Response preparedness. CIR may become an effective
advocate across disciplinary groups, for the development and promotion of training and
education for the primary action communities (emergency management, medical and
public health)- and also for the community of people with disabilities and other
vulnerable segments of the population at large.

Consensus Statement on First Emergency Response Training and Education

The proliferation of various types of courses addressed to an equally wide variety of
disciplines and activities involved in preparedness for First Emergency Response, over
the past 4 years indicates a recognized need for training and education of this type. It is
apparent from review of many of these courses, that there are significant interdisciplinary
gaps and that few if any of the courses provide information regarding vulnerable
populations who are not directly injured by the emergency event.

In view of this, a needs assessment should be conducted to identify groups whose training
needs are underserved and at a minimum should include the following: emergency
managers; local and state government planners; emergency medical services; public
safety organizations; hospital and non-hospital medical care providers; public health
organizations.

An instrument should be designed and tested to gather the data required for a needs
assessment. It should focus on identifying the training needs of these groups in at least
the following areas: planning for emergency response; organizing emergency response;
logistics and communications for emergency response; medical interventions (pre-
hospital and hospital); psychosocial interventions.



A survey should be done to catalog the currently available courses or sources of course
content which addresses the areas listed above. These should include closed or
proprietary courses (Advanced Trauma Life Support (ATLS); Prehospital Trauma Life
Support (PHTLS); Basic Disaster Life Support (BDLS) commercial courses); open
content courses available from government and international sources (Federal Emergency
Management Agency (FEMA); Centers for Disease Control (CDC); National Disaster
Medical System (NDMS) American Red Cross; PAHO/WHO).

Based on the needs assessment and the current availability of courses and course content,
the need for additional content should be identified as a guide to prioritizing the course
development. There should be special focus on content related to vulnerable populations,
such as people with disabilities, for inclusion in already existing courses, in addition to
courses/material to increase awareness within both the response community and the
vulnerable populations.

With this information in hand it should be possible to address the best instructional
methods to use to present this material and these courses. A special emphasis on case
studies and scenarios for drills and exercises would be useful.

Perhaps the most useful part of these activities would be the increased awareness and
sensitivity of the emergency response groups (and the community at large) to the needs of
vulnerable populations prior to and during emergency responses. Recently, data collected
from responses to hurricanes and toxic spills demonstrated that those with special needs
are underserved during the warning and evacuation phase, and unable to be treated at
evacuation centers since centers were ill-equipped to meet peoples’ needs.

CIR has the opportunity to use this consensus statement to formally approach other
organizations and professional groups involved in the area of preparedness for first
emergency response to begin to build a broad coalition interested in addressing these
issues.



Rehabilitation Engineering and Education
Consensus Statement

Over 70 rehabilitation experts actively participated in the Rehabilitation Engineering and
Education Panel. Participants included representatives from more than eighteen
rehabilitation clinics from El Salvador, Nicaragua, Guatemala, Honduras and Mexico. In
addition, 15 experts from the United States and one from the Balkans Region shared their
research and education activities, and professional experience. Participants included
engineers, prosthetists and orthotists, physicians, therapists, educators and others
interested in the advancement of rehabilitation technology.

Presentations were given by participating Central American rehabilitation clinics, five
prosthetic technicians recognized as CIR International Award Finalists', and five of
CIR’s Rehabilitation Engineer Research Center (RERC) researchers. In addition, a CIR
staff member gave a presentation on Research Ethics and Human Subjects.

Four practical demonstrations were conducted on innovative research technology. Due to
time constraints and the vast amount of information to be shared, poster presentations and
research products were also displayed in common areas during breaks.

A key consensus building activity was organized and conducted by CIR staff during the
lunch break. This round table discussion served as an opportunity to address the
following:

® Promote growth and coordination among rehabilitation clinics
® Capacity building
® Areas of common needs

Round Table Activities

Promoting growth and coordination among rehabilitation clinics:

1. The clinics should work on expanding and/or upgrading their Internet access to
improve communication and access CIR’s distance learning program.

2. Clinics should continue to exchange prosthetics and orthotics methods and
techniques with one another.

3. Each center should make an effort to disseminate information and to establish and
maintain permanent channels of communication. They should share their
technical and administrative successes for the benefit of others

" CIR Yeongchi Wu International Educational Award- This competitive award is given to
a practicing prosthetist from low-income countries, as part of activities associated with
the International Society for Prosthetics and Orthotics (ISPO), for an innovative product
or technique than can potentially influence prosthetic services internationally.



The CIR, through its distance learning program and related practical workshops,
enabled the communication and interaction among prosthetists from the Region.
This resulted in the exchange of information and technology.

CIR’s on-line mentors have facilitated and encourage continued communication,
and provided on-going technical support to the clinics.

The regional centers could be further strengthened by involving other members of
the rehabilitation team in CIR’s distance learning program

Regional clinics should explore alternatives to help reduce the cost of importing
prosthetic supplies through coordinated efforts, such as jointly approaching U.S.
based companies for the purchasing and importation of components, equipment
and raw materials.

Improve communication between CIR and the directors of centers by
continuously exchanging information about case studies, new training initiatives,
and anything else of significance.

Capacity Building

Training activities and programs for prosthetic and orthotic education were discussed.
Suggestions were made as to how to expand existing programs. The centers below
provided information on training and treatment efforts, as well as comments on what
improvements might be needed:

1.

The Hospital San Felipe, Honduras, has been exploring the effectiveness of
providing clinical services to their patients with the support of practicing
prosthetists from the United States. Evaluation and casting procedures were
conducted by visiting U.S. prosthetists who upon their return to the U.S.
fabricated the devices. This clinical approach however, had limited success. They
experienced problems with the fittings and adaptation of the prosthetic sockets
fabricated using this approach.

The Centro Nacional de Rehabilitacion (CNR) has a prosthetic and orthotic
school for technicians. The program includes prosthetic workshops and is used to
qualify both technicians and doctors in Mexico.

The CNR recently implemented a development project to expand existing
rehabilitation services and connectivity in rural areas of Mexico.

The Centro Nacional de Rehabilitacion (CNR) is exploring the effectives of using
computer aided design computer aided manufacturing (CAD-CAM) technology as
part of their clinical services. To date, they have fabricated 10 transfemoral and
transtibial prostheses. However, this technology is still considered experimental
and they have no plans to substitute traditional evaluation and fabrication
techniques.

The Center for International Rehabilitation currently has 48 students enrolled in
its distance-learning program in Central America. The students are from four

countries and work in 19 rehabilitation clinics. The distant education program is
conducted in a blended format using the courseware management system, known as
WebCT, for the delivery of the electronic portion of the content. Textbooks and on-
site practical training as well as and follow-up procedures are important and critical



10.

1.

aspect of the training. To date, CIR has developed 5 comprehensive on-line
prosthetic courses.

In addition, the CIR has supplemented the training program with on-line training
modules, on-line conferences and practical workshops, that demonstrate innovative
engineering products developed by CIR’s Rehabilitation Technology Department.
The CIR is evaluating whether a web-based curriculum related to first emergency
response and medical assistance for war-wounded land-mine survivors would be
useful. There are many curriculums that deal with these topics and what CIR's focus
should be is still under evaluation.

Discussions among rehabilitation professionals from El Salvador indicate that
although prosthetic technicians have been consulted about difficult cases, in
general it was found that the physicians did not change their prescriptions based
on the recommendations of the prosthetist.

Training should be further decentralized in order to provide improved service in
underserved and rural areas.

Centers should evaluate the possibility of building multi-disciplinary teams of
administrators, technicians and doctors to improve teamwork and product quality.
The value of training doctors in the area of prosthetics and orthotics should be
recognized and encouraged.

Areas of Common Need:

The final goal of the Round Table discussions was to identify areas of common needs
among administrators, rehabilitation professionals and people with disabilities from the
Region. The CIR intends to use this information to plan follow-up activities that facilitate
appropriate responses. As discussed in the previous sections, capacity building, improved
communication and collaboration between the rehabilitation clinics will be instrumental
in the design and implementation of future projects and/or initiatives. The CIR hopes to
be able to facilitate this process. The following areas of need were identified:

1.

4,

Education for physicians on prosthetics and orthotics (P&O) principles, such as
evaluation, prescription criteria, appropriate medical terminology, existing P&O
designs, etc., is not available in the Central American Region. This situation limits
the ability of physiatrists, orthopedic surgeons and other rehabilitation specialists
to effectively interact with P&O practitioners to establish appropriate and realistic
interventions, which could affect the quality of the treatment.

Continuing medical education (CME) for rehabilitation specialists is not available
in the Region. Consequently, advances in the P&O field (e.g., new prosthetic
socket designs) are often not known to members of the rehabilitation team.
Training for administrators on general business management of the P&O
rehabilitation clinics should be conducted to strengthen their skills and the quality
and availability of services.

Other areas of common needs identified by the group include:
* Decentralization of the services
® Sustainability



® Specialized equipment
® Inclusion of patients as part of the rehabilitation team

Consensus Statement on Rehabilitation Engineering and Education

Current Status

1. Education and Training

There is a demand for rehabilitation services that is not being met because of a
lack of trained rehabilitation specialists. Positive feedback was received on the
CIR’s distance-learning program, in general, as a way of addressing the need for
upgrade education and training.

It was mentioned that the Mentor program is effective in disseminating
knowledge to more technicians and also beneficial because it allows
methodologies and techniques to be identified and exchanged between the
rehabilitation clinics in the region. Nonetheless, it was emphasized that there is
continued need to update the knowledge and the skills of rehabilitation
professionals, specifically in the field of prosthetics and orthotics. This will
enable practitioners to make informed judgments and decisions regarding
appropriate prescriptions and interventions.

There was also strong consensus that the “rehabilitation team approach” should be
cultivated and taught as part of CIR’s distance education program.

2. Resources

There are insufficient financial resources and human resources to meet the existing
demand for rehabilitation services within the Region

3. Public Policy

According to the participants, rehabilitation professionals are not included in strategic
planning sessions leading to the development of policies in the public health sector.
Their lack of involvement could result in policies that are impractical or ill advised.

The panel also expressed that a discord seems to exist between people with
disabilities and decision-makers, as people with disabilities are not included in the
planning or implementation of rehabilitation programs.

It is important that rehabilitation professional become active and visible in
influencing local authorities and/or policy makers in order to advance their agenda



® Participants also felt that governments are not enforcing or complying with existing
National laws that promote the inclusion and full participation of people with
disabilities.

® Integrated information systems for the collection of data related to people with
disabilities are not available. Consequently, there is no statistical evidence to support
the need for integrated rehabilitation services, nor are there ways to compare data on
a regional basis.

Recommendations:

1. Education and Training

Establish information programs targeted to medical practitioners who specialize
in the field of rehabilitation.

Expand CIR’s distance learning program to increase the numbers of prosthetist
and orthotists currently enrolled in the program.

Establish strategies and plans of action to improve training programs that ensure
comprehensive integrated rehabilitation programs for members of the
rehabilitation team. The plans and suggestions should be based on discussions
between multiple sectors and institutions.

2. Resources

Establish strategic alliances to obtain the necessary financial and technological
support that will strengthen and expand existing rehabilitation programs.

Establish the necessary political connections to influence the allocation of
financial resources for rehabilitation programs.

3. Public Policy

Involve international development organizations in the search for solutions to the
rehabilitation needs of the region.

Establish and develop intersectorial and inter-institutional strategies to obtain
concrete actions leading to the establishment and/or strengthening of integrated
rehabilitation programs.

Conduct the necessary epidemiological studies that could influence the expansion
of rehabilitation services.



Disability Rights
Consensus Statement

Twenty-one researchers of the America’s regions International Disability Rights Monitor
(IDRM) group, representatives of international disability organizations, experts attended
the disability rights panel from international bodies such as the Pan American Health
Organization (PAHO) and the United Nations (UN), and other persons concerned with
human rights. The conference was an opportunity to discuss research methods, revisions
to the research instrument used to gather data in the individual countries, human rights
law, and to conduct media training for the researchers.

Media and Message Training

The panel discussed the potential of the media to increase awareness of disability. Since
primary contact with the public at large is through the mass media, the panel discussed
strategies for creating a high impact message that would appeal to media gatekeepers.
The media training is important, as media experts estimate that for any issue, disability
rights included, an estimated 79% of the public have not yet learned about or become
involved in the issue. Some of the strategies for garnering the attention of the general
public included: incorporating personal anecdotes into interviews and other stories that
focus on persons who are disabled, keeping to a clear, simple and consistent message,
and utilizing every opportunity to reach out and promote disability concerns.

Not only was the conference utilized as a forum for media relations training; it was also
an opportunity for the press to interview researchers. In an effort to increase public
awareness, the IDRM researcher from Mexico, Marco Hernandez, spoke with four
reporters, CIR President, Maria Veronica Reina, held seven interviews, and participants
from the rehabilitation engineering and education workshop were also interviewed for the
radio. The Center for International Rehabilitation has and will continue to raise the
profile of disability issues.

Inter-American Framework for Human Rights of People with Disabilities

Javier Vasquez from PAHO spoke about other ways of promoting the rights of people
with disabilities - namely, utilizing existing human rights documents. International bodies
like the United Nations and the Organization of American States provide a variety of
relevant instruments including both treaties and supplemental protocols. In particular,
Vazquez discussed the importance of the Organization of American States (OAS) Inter-
American Convention on Human Rights and its protocol on Economic, Social and
Cultural Rights, which specifically mentions people with disabilities. The Inter-American
Convention created both the Inter-American Human Rights Commission and the
associated court. These bodies provide a procedure for recourse against human rights
violations. Vasquez spoke about the importance of individual cases in creating greater,
systematic change.
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Among the rights protected through international documents that were identified as
especially relevant for people with disabilities were: the right to equality before the law,
the right to life, the right to personal integrity the right to personal liberty, the right to
judicial protection, the right to work, the right to health, the right to education, the right to
constitution and protection of family, and political rights. These documents provide an
avenue for change in that they already incorporate rights for persons with disabilities.
Some participants noted that the primary challenge for people with disabilities in utilizing
the court is financial cost. Before the OAS Inter-American Commission will review a
complaint, national legal remedies must first be exhausted. This process can take a long
time and be expensive. Nevertheless, the potential impact justifies the recommendation
that more people with disabilities attempt to use the avenues provided by the current
international human rights framework.

Research Ethics

The Belmont principles were used as a framework for discussing ethical research
behavior. During the discussion, it was noted that research ethics are a universal good and
not just based on the requirements of a single country. There are international documents
that provide protections and guidance for those who might engage in unethical research.

There was some discussion also about how to balance different ethical principles. For
example, it may be important to document the situation of youth with disabilities.
However, because these subjects may not be of age to consent to studies, extra
precautions must be taken to ensure that there are no negative consequences to them for
their participation. It was suggested that youth might independently decline to participate
in research, though parents do have the right to insist that a young person enroll in a study
and if they do wish to participate, parental consent must be obtained.

Many participants raised questions about how to work with government officials. In a
research setting, officials should have the opportunity to make comments “off the
record,” despite the fact that public servants do not have the same protections as private
citizens. The question was raised on how to deal with government officials who wish to
influence the research. Researchers were instructed that if the official’s involvement
changed the outcomes of the panel discussion, the participants must be given an
additional opportunity to withdraw their name and/or participation in the research. It was
also emphasized that although the general purpose of the IDRM research is adequately
explained at the beginning of interviews and panel discussions, it must be further stressed
that the research must be conducted as independent, non-governmental research. It is
hoped that the neutral and objective tone of the 2004 report will have a positive impact on
obtaining information from government officials.

Reporting
This session was primarily a training course for the International Disability Rights

Monitor (IDRM) research network. The focus of the training session was on the contents
of the country report as well as credible reporting practices. Specifically, researchers
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were trained on the importance and methods for citing sources of information. Citations
allow others to understand the depth of the data collection and provide verification of
information and follow-up on issues that may be of particular interest to those reading the
report. The report is designed as a tool, and thorough citations are the best way to make it
an effective one.

Among some of the issues discussed were how to cite information that may be gained
through community participation and how to assess the usefulness of various media
sources. With regard to community participation, the IDRM research network is
composed exclusively of individuals who are active in their national disability
communities. In addition, many researchers deal with disability issues through their
employment. Consequently, some information may come from personal experiences and
observations. In these instances, various options for presenting the sources of the
information were discussed. In some cases, the organization itself might be cited. It may
be appropriate to cite publications as well. When the information is critical and an
appropriate citation strategy cannot be identified, information can be presented according
to what is found in other human rights reports, using phrases such as “it has been
reported” and “information was received.” In general, the overall credibility of the report
should be the guiding principle in determining how to cite information. With regard to
media and Internet sources, the importance of evaluating the source and type of
information obtained was discussed.

Emergency Planners in Latin America

Dr. Armando Vasquez from PAHO spoke to the group about PAHO’s current efforts to
develop guidelines for including people with disabilities in emergency planning. He
noted that people with disabilities are largely excluded from existing plans for emergency
situations. PAHO witnessed the problems that emerged after Hurricane Mitch when
people with disabilities were not mentioned in the plans and programs that were
developed in response to the disaster. The situation highlighted the need for guidelines
that incorporate people with disabilities. Consequently, PAHO has been collecting
information in Nicaragua and has developed draft guidelines that are the first of their
kind.

Dr. Vasquez outlined the basic components required to adequately prepare for disasters
and emergencies. First, there must be a plan that includes people with disabilities and that
is created with participation from people with disabilities. Second, the plan must be
practiced. He recommended that people with disabilities participate in drills and
simulations. Third, people must know about the plan, information should be disseminated
specifically to the disability community and made available in alternative formats.
Fourth, the systems should be set-up in alternative formats for alerting people to activate
emergency plans. Fifth, particularly in the case of natural disasters, a system should be
established to provide warnings about possible impending disasters. Finally, needs should
be anticipated and plans made for where and how to meet them. He further emphasized
that people with disabilities should be consulted.
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It was also noted that training in how to behave in the event of an emergency is critical
for two groups: people with disabilities and responders. In addition to these groups,
planners and managers need to be trained in the importance of appropriately assisting
people with disabilities.

Although the components of emergency plans for people with disabilities are generally
not yet in place, these guidelines should be of use to those who wish to create such plans.
Long-term education may be a good solution for providing training.

Development of New Questions

One of main workshop goals was to develop new items for the 2005 IDRM survey
instrument. The primary focus for 2005 is to include questions regarding emergency
planning and response. In the 2004 questionnaire, there was only a single item, “Is there
a method or strategy for people with speech impediments or hearing impairments to
communicate with authorities in case of natural disaster, civil emergency or criminal
assault?” Clearly, such a complex issue deserves further exploration. Thus, the workshop
participants developed a series of new questions for possible inclusion in next year’s
survey instrument.

During one of the focus group discussions the extent and specificity of questions was
discussed as was how to frame the questions. Among the issues were whether to divide
questions based upon the type of disaster or the type of planning necessary for different
types of disabilities.

Based on this discussion, a series of eleven potential questions were presented the
following day. Three questions will be included in the next report: one question on policy
development and two questions on training.

In addition to the questions on emergency response, several items will be added regarding
financial issues to the 2005 questionnaire. One question regarding the ability to open
bank accounts was finalized. The new question will be: “Are there any restrictions to
opening a bank account for people with disabilities?” The answers should address or
identify the type(s) of restrictions, such as: legal restrictions; bank policy restrictions;
practical restrictions such as accessibility; or that there are no restrictions. A follow-up
question will ask the percentage of banks that are impacted by such restrictions.

Due to time constraints, the wording of other questions was not finalized. However, the
workshop participants agreed on the topics for additional questions. They will include a
question on social benefits, one on access to credit, and one on access to life insurance.

It was discussed that future reports could be improved by including information on the
conditions and treatment of people with psychiatric disabilities. This information is
scarce, due in part to the fact that psychiatric conditions are not always recognized as
disabilities. Workshop participants from the World Network of Users and Survivors of
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Psychiatry offered important assistance in identifying sources of information for the
future.

Meeting with the United Nations Special Rapporteur

The United Nations Special Rapporteur, Sheikha Hessa Al Thani thanked the researchers
for their work on the 2004 IDRM and proposed a strategy for coordinating her work with
that of the IDRM researchers. Her work has two parts. The first part is an assessment of
the implementation of the Standard Rules. This assessment will be conducted in 193
countries through a 47-question survey, which will be completed by one government
agency and two civil society organizations in each of the participating countries.

The second component of her work is in-house research, and it is in this aspect of her
work that the IDRM research network can best coordinate with her. The Special
Rapporteur will be presenting a report to the Commission on Social Development in
February 2005, and she would like to include information from the IDRM. She asked
each researcher to summarize in 2-3 pages the major issues of concern documented in his
or her report. Researchers were asked to forward this information to her in the week
following the conference, along with suggestions of organizations and contacts for who
might be most appropriate to complete the global survey.

After presenting her request, workshop participants had an opportunity to briefly identify
the major problems facing people with disabilities in their respective countries. The
problems identified spanned a broad range of issues but also included common themes.
Among the problems identified by many as important were: the need for better
implementation of laws, the lack of adequate information about people with disabilities,
poverty, the lack of employment opportunities, the lack of educational opportunities, and
the lack of accessibility.

In summary, the workshop showed the fundamental need to work in partnership and to
create international networks. Through talking together, working together, and learning
from each other, all participants can be more effective in creating positive change and
advancing the human rights of people with disabilities.
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Early Detection and Intervention
Consensus Statement

In the late 1990s practitioners in Latin American began to recognize the importance of
screening for disabilities and conducting early intervention measures. Nowadays, it is
commonly accepted that the first years of life are the most critical for development,
especially for children with disabilities. By identifying disabilities as early as possible,
schools and other institutions are able to prevent or lessen the severity of certain
conditions and thus are successful at improving the quality of life for these children. The
participants of this panel emphasized that disabling conditions not only affect the person,
who suffers from a lack of opportunities for full socio-economic inclusion, but also
affects the family and the society at large.

The presentations provided a unique opportunity for professionals with varied
experiences and academic backgrounds to meet and examine an important problem for
Latin America- the care and nurturing of its human resources. Sustaining health
encourages citizens to fulfill their potential. Healthy, capable citizens directly correlate
to the economic capacity of a region and its ability to compete and develop within the
global community. It is important that all citizens have a robust quality of life and are
able to develop to be contributing members of society. In order for this to happen, it is
necessary that nations develop and implement policies and direct financial resources to
meet the demands of providing an equitable quality of life for all citizens including those
who are disabled and have additional needs.

The first two sessions included information about the Mexican and Nicaraguan
experience of developing early screening and intervention procedures. It was clear that
the same type of objectives guided both experiences; however, both countries differ in
regard to the type of strategies used to implement their programs. The strategies are not
exclusive and indeed, could be combined to achieve better results. It was concluded that
it would be interesting to carry out a more profound analysis of both experiences to
document the successes that both countries have had up to now. Participants agreed that
the methodologies used by each country were culturally appropriate for that country.

The Nicaraguan experience in starting early detection and intervention was based on
needs expressed by the community. It derived from the need to provide early
identification and intervention for children identified as being at high risk of having
disabling conditions. The national government, through the Ministry of Health (MINSA),
the Ministry of the Family (MIFAMILIA), the Ministry of Education, Culture and Sports
(MECD), the community, parent associations, and other non-governmental organizations
worked together to execute the chosen strategy. The National Commission of Community
Based Rehabilitation coordinates the different activities carried out by the ministries and
organizations.

This commission is composed of official delegates of all participating ministries, and the
Parents Association “Los Pipitos” (Association of Parents of Families of Children with
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Disabilities). All of these organizations have played an important role in the development
of public policies related to the conditions of people with disabilities.

It was acknowledged that the Nicaraguan experience was initiated by the expressed needs
in the community and then supported through governmental ministries and other
organizations. The history of the development of the National Commission of
Community Based Rehabilitation show that all parties involved have been active
participants and feel empowered through the positive response to their efforts.

The Mexican intervention program was initiated by a decision of the Mexican
government. In addition to starting an intervention program, the government supported
the building of the national rehabilitation hospital, Centro Nacional De Rehabilitacion. In
addition, throughout Mexico there are 34 rehabilitation and special education centers.

Mexico also has screening groups comprised of an interdisciplinary team of physicians,
occupational therapists, speech pathologists, physical therapists, psychologists, social
workers, and pediatric psychiatrists. They use a testing scale that has 600 basic measures
to detect the need for intervention. Individuals are then referred to the appropriate center
for services. There are two other important programs that offer similar services and early
intervention; the Action Program for the Prevention and Rehabilitation of Handicapping
Conditions, known as Prever-D and the SIVEDIS (Sistema de Vigilancia
Epidemioldgica de Discapacidades).

The next sessions presented the activities that the CBR and Center for International
Rehabilitation (CIR) have carried out during the last three years. These activities have
mainly consisted of the adaptation of two instruments: Quick Questions and a
Nicaraguan adaptation of the Ages & Stages Questionnaires (ASQ). Both are screening
instruments that may facilitate the process of screening large numbers of children in an
economical and efficient way.

In 2002 CIR and the Pan American Health Organization, sponsored an international
conference of experts of early detection in Managua, Nicaragua. Professionals from
Chile, Venezuela, Argentina, Cuba, Jamaica, United States and Nicaragua attended the
conference. During this meeting, screening instruments and early detection strategies
were identified. The adaptation of such instruments and strategies for the region was
discussed.

As an outcome of the meeting in 2003, Nicaragua decided to adapt and use the screening
instruments mentioned above (Quick Questions and the ASQ). These instruments are
currently being piloted in five health centers in Managua and used by all of the
organizations and government ministries involved in the effort. The strategy of the
program is still being reviewed and analyzed. It will be dependent upon the capacity of
institutions and also the needs of children. The screening instruments themselves are also
undergoing analysis and have been adapted to be more contextually and culturally
appropriate.
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The five centers piloting the Quick Questions instrument were chosen if they had the
capacity to provide follow-up to the children, who as a result of the screening, showed
some warning signs or disabling conditions.

The ten Quick Questions instrument was cross-referenced with the ASQ.

Based on the results of the piloting experience, it was decided: 1) to develop an
instruments that was called, “Quick Questions”; 2) to promote the use of this instruments
in Early Education Centers for the family, Center for Early Childhood Development,
Community Child Centers, as well as in the Provision of Community Services Program
through the Special Education Department of the MECD, and the program promoting
growth and development through MINSA.

An adaptation of the ASQ was presented during the fourth session. Since November
2001, CIR and RBC have been working to develop a Spanish version of the Ages &
Stages Questionnaires (ASQ). CBR local chapters revised the instrument in November
and December of 2001. In 2002, CBR and CIR conducted a pilot study that resulted in
some adjustments to insure that the questionnaires were culturally appropriate. These
tasks were successfully completed at the beginning of 2004.

Dr. Diane Bricker and Dr. Jane Squires, professors at the early intervention program of
the University of Oregon first developed the ASQ starting in 1979. Later, Linda Mounts,
Lawanda Potter, Robert Nickel, Elizabeth Twombly, and Jane Farrell assisted in its
development. The ASQ instrument consists of 19 questionnaires, to be completed by
parents or caregivers.

The creation of a manual for parents of children with disabilities was the topic of the last
session. CIR and CBR are currently developing this project. The purpose of this manual
would be to provide parents with guidance to promote their active and efficient
involvement. International experts, parents, and members of the CBR have participated in
the process of its designing. To ensure its effectiveness, the manual will be written in
terms understandable to parents and be culturally appropriate. To ensure this goal is met
CIR has sponsored workshops in which parents; community workers and teachers have
provided their input.

During the luncheon discussion, participants analyzed how to expand the early detection
and intervention services and the barriers that might be faced.

Consensus Statement on Early Screening and Early Intervention

The following is a summary of the main recommendations made by the participants of
the panel:

1. Early detection and intervention for children requires an interdisciplinary
approach with the participation of experts from health and education to allow
consideration of the biological, psychological, and social components of
disability.
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2. To provide quality early detection and intervention services, it is recommended
that multidisciplinary and interdisciplinary teams also carry out the provision of
the services.

3. It was recommended that a network of professionals who work in the area of early
detection and intervention should be created and that the Regional Directory of
Rehabilitation Resources be updated by the Center for International
Rehabilitation.

4. The panel recommended that national governments promote community
participation in the process of designing action policies to benefit children with
disabling conditions. It was agreed that community participation would increase
the possibilities of overcoming geographical and economic barriers.

5. The panel agreed that family participation and involvement is an important factor
to achieve success in the rehabilitation process.

6. It was recommended that the Internatonal Classification of Fundioning,
Disability and Health (Geneva: World Health Organization, 2001%) be bought to
the attention of the appropriate agencies and organizations in Latin America that
could make use of the classification system. This new classification makes
emphasis in the word “deficiency” noting that these deficiencies may be
anatomical, functional and/or structural. Using a common definition will facilitate
the communication among professionals of the different disciplines and among
parents and teachers.

7. The group considered that an effective prevention of disabling conditions would
be to promote health education at all levels.

* See the World Health Organization website: http://www3.who.int/icf/icftemplate.cfm
for detailed and helpful information about the classification, checklists, and other
resources
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Telemedicine and Telecommunication
Consensus Statement

Telemedicine utilizes technology in new ways to provide medical expertise to remote
areas or to provide second opinions within already developed health care systems. The
term telemedicine refers to the transmission of medical information over distance. The
delivery can be done through a variety of telecommunication systems (satellite, radio
waves, and the Internet, or telephone lines). Programs can vary by the extent of
information that is provided, only data or images, sound and video. The use of the
technology in this innovative way has raised many questions about data protection, data
storage, interface design, and transmission time. In addition, the confidentiality of patient
data is an important issue, especially with the approval of the Health Insurance Portability
and Accountability Act’.

Perhaps the greatest hope for the use of telemedicine technology is that it can bring the
expertise to medical practices any where in the world once telecommunication has been
established. Some of the major challenges in health care provision around the world are
the lack of or shortage of specialized healthcare providers, the difficulty of travel in
remote areas, and the high cost of decentralizing resources. Telemedicine provides the
opportunity to address these challenges. It also provides the opportunity for
standardization and equity in the provision of healthcare both within individual countries
and also across regions and continents.

The Center for International Rehabilitation recognizes that telecommunication and
telemedicine are important technologies to use in pursuit of the mission to improve and
provide rehabilitation services to remote and underserved areas, many of which are still
suffering from post-conflict challenges. Telecommunication is used within the CIR
network to transmit educational materials and to demonstrate rehabilitation technologies
and techniques to technicians in clinics and learning centers located in Nicaragua and El
Salvador. CIR has also conducted an assessment of “open” or off-the-shelf
teleconsultation software packages for the implementation of telemedicine and
teleconsultation services in the CIR Network that will be less expensive than existing
systems

To help us assess challenges, needs and the status of telecommunication and telemedicine
in Latin America, several experts were invited to meet in Mexico. After each

participant’s experience was shared, discussions focused on:

® Sustainability

> Health Information Portablity and Acccountability Act (HIPAA) provides national standards

to protect the privacy of personal health information. A summary of the standards are available at:
http://www.hhs.gov/ocr/hipaa/guidelines/overview.pdf

GENERAL OVERVIEW OF STANDARDS FOR PRIVACY

OF INDIVIDUALLY IDENTIFIABLE HEALTH INFORMATION

[45 CFR Part 160 and Subparts A and E of Part 164]
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® Legality and ethical issues

* Funding possibilities

® Technology standards

® Security concerns for medical records

The following experts attended: Dr. Jorge Alberto Velez of the Colombian Telemedicine
Center, Cali, Colombia discussed his research projects addressing rehabilitation,
telemedicine and anti-personal landmines in Colombia, conflict in Colombia and the
proliferation of landmines; Dra. Patricia Villa, a telemedicine consultant from Lima, Peru
shared various pilot programs in the Andean region; Dr. Jorge de la Torre of the Anahuac
Foundation/Anahuac University, Mexico City discussed mobile medical units and
telemedicine in rural and indigenous communities in Mexico; Dr. Alberto Odor of the
Centro Nacional de Rehabilitacion (CNR), Mexico City shared CNR’s Experience in
telehealth using open source software; Adriana Velazquez from the Ministry of
Healthcare, Mexico City spoke on the e-Salud program used by the Mexican health
system and; Dr. Xavier Urturbey of ERA Digital, Buenos Aires, Argentina shared his
experience of integrating health needs into telemedicine priorities.

Sustainability

It was evident from the panel discussion that there have been many pilot studies, but few
become sustainable existing programs. Of the twelve projects that the Andean countries
presented, only two are still running as successful programs today. Most failed due to
insufficient or discontinued funding. Others pilots failed due to larger problems within
the supporting infrastructures such as governments or healthcare systems as was the case
in Argentina.

The group discussed ways in which telemedicine could become more sustainable
including charging fees for service, providing a tele-health consortium, merging or
synergizing efforts, and convincing corporate and private sector with interest to become
involved. It was generally agreed that telemedicine would need to have the support of
government.

One of the ways to convince policy-makers to become involved in the promotion of
telemedicine would be to provide an economic cost-benefit model to show the advantages
of using telemedicine. Unfortunately, cost-benefit models will be hard to produce, as they
should be project specific.

The panel discussed that some savings would be inherent such as reducing the costs of
transportation, overhead of outlying clinics and salaries of specialize staff at such clinics.
The panel discussed the important of analyzing the cost-benefits of programs, the
location of resources, and the evaluation of infrastructure as a means to make programs
more efficient. It was noted that there could be economic gain from investing in medical
care where there is currently none offered. By preventing disease and unnecessary death,
the human capital of nations could be substantially increased. Other guaranteed benefits
of telemedicine are the time saved and reduction of traveling costs for patients. An
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example was shared for Colombia, as it was noted that some patients must walk five to
ten hours to the nearest village to then travel to a major city for treatment.

Legal Issues and Ethical Concerns

Legal issues and ethical concerns related to health professionals and patient rights were
discussed. The legal issues surrounding telemedicine are complex and dependent upon
the degree of information transmitted and how it is acted upon. For instance, legal
implications will change if data is transmitted for collection or storage verses if it is
transmitted to obtain a second opinion or tele-diagnosis. Issues will also vary depending
on factors such as the type of health care, degree of information exchanged (text verses
imagery), age of the patient and many other factors.

Largely, legal regulations on telemedicine and teleconsultation are not well defined and
laws that have been defined are enforced only nationally. Most of the participants of the
panel were knowledgeable of their country’s policies and also were aware of the need for
patient confidentiality, one of the primary concerns for the field’s integrity.

It was mentioned repeatedly that obtaining and documenting informed patient consent
and maintaining confidential health records is very important. Concern was also
expressed of protecting the patients from discrimination and private interests.

Other legal and ethical concerns included malpractice, as it could be difficult to assign
responsibility for a misdiagnosis. Telemedicine must address other challenges inherent in
the nature of distance, such as making a diagnosis without physically being with a patient
and perhaps with the omission of complete medical history, or full knowledge of patient’s
environment. It may also be difficult to enforcing payment for consultants.

Furthermore, when the distance exceeds national borders and cultures, other complex
issues must be addressed such as resolving or enforcing different drug laws, and issues
around professional licensing and credentialing. Regulations will need to be created
regarding who can practice telemedicine and how to avoid black markets.

Another practical and ethical issue raised had culture relativity. It was discussed that
healthcare results and telemedicine might be affected by the utilization of both Western
and traditional medicine and by patients” comfort with telemedicine methodology and the
service from clinics or mobile units.

Funding

The panel agreed that sustainability would only be successful when governments become
involved in the funding of telemedicine programs. Presently, government agencies and
NGO’s provide support to legitimate medical programs including education, rural health
care and other established medical programs, but do not recognize telemedicine as a
means of providing medical treatment.
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Advocates of telemedicine need to convince policy-makers that this is a legitimate way of
providing medical care to patients. Telemedicine can be a cost effective way to provide
quality health care to people with disabilities and to people living in remote areas. Of
course the option of telemedicine would also be ideal in areas with limited logistical
infrastructure or areas affected by conflict.

Technology Standards

In order to work with other telemedicine groups, it is beneficial to have standards for the
formatting of medical information and for the technology utilized. Each presenter utilized
different technologies in the creation of the telemedicine project. Some used open source
(free) software and others used commercial software. The data collected depended on
which system was used. Each telemedicine project focused a different set of potential
users. It would be a challenge to standardize data that has been collected thus far.
However, it is hoped that as the field develops more standards and unification will exist.
Certainly, standardization would bring about greater trust among medical and
governmental agencies.

One of the discussions focused on “open-source” software use for telemedicine programs.
There was a comparison of commercial software versus open-source and the costs
involved in each. Open source is available at no cost, whereas commercial software costs
approximately $40,000 to set up. The only significant advantage of using commercial
software is that is offers better support than open source software.

Security Concerns and Medical Records

Secure transmission and storage is essential when sending confidential patient
information. As was previously mentioned, patient or subject information should be kept
confidential from private interests or agents that might discriminate.

Telemedicine and Teleconsultation Consensus

In conclusion, telemedicine is a relatively new and rapidly developing field that offers
many advantages for the first time in history, inherent to its innovation are challenges.
Some of the main challenges cited by the panel included the: 1) the lack of credentials for
telemedicine; 2) legal concerns; 3) the lack of sustainable financial provisions; 4) the
risks involved in the lack of enforced standards; 5) the lack of proven cost-benefit
models; 6) expenses that may make telemedicine impractical such as satellite; 7( the lack
of awareness of the benefits of telemedicine by government officials, health organizations
and the general public; 8) the lack of advocacy from these sources; and 9) problems
outside of telemedicine, such as low or unstable national budgets, political or
environmental instability or inconsistent of government policy.

All of these challenges were considered at the workshop by the panel of experts and the

following recommendations were made. First, it was recommended that the following
questions be answered: 1) what infrastructure is required in rural Latin America?; 2) what
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are the needs of the community?; and 3) what cultural aspects should be considered for
each country? Second, the methodology of telemedicine should be developed through
testing and assessment. Third, national or international committees should establish
regulations and standards that will provide the field more credibility, acceptance and
support by governments, which will in turn reinforce the field’s sustainability.

Future Plans

o

Draft a consensus document that outlines evaluation methodologies and provides
guidance in terms of the choice of technology that might be utilized.

Begin to establish relationships with government agencies and intergovernmental
agencies (such as PAHO) to include them in future activities of implementation
and regulation.

Create a model presentation about telemedicine that can be used as a template and
presented in various countries. It could include the methodology and
considerations of the cost-benefit model of a successful telemedicine project or
study.

Create a general cost-benefit model to be used to help convince policy-makers
that telemedicine is a viable alternative for remote, underdeveloped and
underserved areas.

Agree on standardized technology and formats for data entry and develop security
for records kept or transmitted.

Research and present a document that enumerates possible financial resources.
Identify priorities and areas of specializations for telemedicine applications
focused on rehabilitation.
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