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Lessons from the Field

ABSTRACT
Persons with disabilities constitute one of the most vulnerable groups 
in every society; their identifi cation, assessment and care present a 
major challenge. In 2001–2003, Cuba conducted the fi rst compre-
hensive national study of persons with disabilities in the Americas. 
In 2007–2010, the study was replicated in Bolivia, Ecuador, Nica-
ragua, Saint Vincent and the Grenadines, and Venezuela, at their 
governments’ request. Study results have enabled implementation of 
strategies with substancial impact on human health in these coun-
tries. In response to it, more than a million medical consultations were 
provided by professionals whose specialties are lacking in the partici-

pating countries, including 139,772 clinical genetic consultations. 
Once each country’s needs were identifi ed, Cuba provided technical 
assistance with equipment supplied by Venezuela. The study led to 
development of public policies and programs for disability preven-
tion and care of disabled persons in Bolivia, Ecuador, Nicaragua and 
Venezuela, and the opening of the National Medical Genetics Center 
and orthotic and prosthetic laboratories in Venezuela, and rehabilita-
tion centers in Bolivia. 

KEYWORDS Disability, epidemiology, health services research, 
needs assessment, human resources, workforce, Bolivia, Cuba, 
Ecuador, Nicaragua, Saint Vincent and the Grenadines, Venezuela

INTRODUCTION
WHO defi nes disability as “a complex condition of the human 
being consisting of biopsychosocial factors, which manifests itself 
through the reduction or temporary or permanent elimination of 
some type of ability, impeding a person’s active participation in 
family and social activities without necessarily implying a complete 
incapacity or inability for social integration.”[1]

Population studies of disability are scarce, due to its complexity 
as a health problem and its insuffi  cient visibility, with subsequent 
lack of reliable and properly stratifi ed data and outdated esti-
mates of disability burden.[2–4] According to WHO, more than 
a billion people worldwide have some sort of disability, and 
between 110 and 190 million adults have serious functional limi-
tations.[5] The World Report on Disability 2011 estimated some 
190 million people (3.8% prevalence) with a serious disability 
(associated with conditions such as quadriplegia, severe 
depression or blindness).[6]

Bolivarian Alliance for the Peoples of Our America (ALBA) is an 
11-country trade and cooperation association in Latiun America 
and the Caribbean. For ALBA countries, disability is a major 
social and health problem that needs both accurate statistics 
and adequate social policies to solve or mitigate its main accom-
panying problems.[7] Several ALBA countries governments 
requested replication of the fi rst comprehensive national study 
of persons with disabilities in the Americas (carried out in Cuba 
in 2001–2003). 

The resulting fi eld research conducted between 2007 and 2010 
among persons with disabilities in Bolivia, Ecuador, Nicaragua, 
Saint Vincent and the Grenadines, and Venezuela has enabled 
identifi cation of steps needed to address the problem at social, 
educational and health care levels. Each country mobilized 
the resources to develop the study and undertake subsequent 
actions in response to its fi ndings. An action research approach 
was taken, beginning with study of people with disabilities and 
allowing for continuation of short-term actions and gradual 

development of other medium- and long-term strategies. Study 
methods and results from the research phase have been 
published elsewhere.[7]

INTERVENTION
Persons with any type of disability—whether visual, auditory, motor 
or cognitive—may have specifi c needs for assistance to attenuate 
their disadvantages with respect to the rest of society. The ALBA 
study therefore also included a census of the most urgent needs: 
adjustable beds for home care, antidecubitus mattresses, various 
types of wheelchairs, bathing chairs, walkers, crutches, canes, 
glasses, prosthetics, and hearing aids, etc. It also identifi ed 
educational needs and needs for specialized medical care.[7] In 
each country, a team of local and Cuban specialists in the areas 
of health care, labor, education and social work, among others, 
was created to assess the diff erent cases. The teams decided 
which resources should be provided, and established priorities 
according to the urgency, severity and magnitude of problems 
encountered in each country.

The information obtained also served as input to the design and 
implementation (with the participation of Cuban specialists) of 
policies, programs and strategies specifi c to particular situations 
encountered and their corresponding priorities. These programs 
were launched beginning in 2009, and the process continued as 
studies were completed in successive countries. In July 2015, a 
summative evaluation of their results was carried out, outlined 
below.

RESULTS AND LESSONS LEARNED
The results of the ALBA study ratifi ed the usefulness of South-
South cooperation to identify and address disability needs, off ering 
services whose costs would otherwise have been prohibitive for 
both the countries and patients involved. Another important result 
was development and validation of a Cuban method for biopsy-
chosocial study of persons with disabilities, using the clinical 
method as the prime tool for identifying causes of disability.[8,9] 
The method was employed in clinical genetic, neuropediatric, 
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neurophysiological, otorrhinolaryngological and psychological 
consultations. There were 139,772 clinical genetic consultations 
and 104,101 in the other four specialties. Distribution by country 
and type of disability is shown in Table 1.
The research also highlighted a serious lack of local specialized 
human resources for disability care. In Nicaragua, for example, 
the only available specialty was clinical genetics; there were no 
specialists or doctors with postgraduate training for followup of 
patients after identifying the causes of their disability. To compen-
sate for this defi cit, another action consisted of Cuba training 
specialists and technicians in various genetics subspecialties, 
including clinical genetics, genetic counseling and laboratory 
cytogenetics. This included:
• training of four clinical geneticists from Venezuela in Cuba (They 

returned to Venezuela in 2013 to take up duties in Venezuela’s 
Ministry of Public Health);

• training in Cuba of six cytogeneticists and three laboratory 
technicians for Venezuela’s National Medical Genetics Center 
(developed with Cuban technical assistance); 

• in 2011, graduation of Venezuela’s fi rst master of genetic coun-
seling class of six family physicians;

• in 2011, launch of the fi rst master of genetic counseling pro-
gram for ALBA countries (off ered at Cuba’s National Medical 
Genetics Center), comprising 36 doctors: 18 from Venezuela, 9 
from Bolivia and 9 from Nicaragua (They all graduated in 2013, 
returning to provide disability care in their respective countries);

• in 2011, two Nicaraguans and one Bolivian beginning residency 
training in clinical genetics (The three fi nished in 2015, returning 
to work in their respective national programs);

• in 2012, incorporation of four Ecuadorian doctors in the clinical 
genetics residency and six in the master of genetic counseling 
program at Cuba’s National Medical Genetics Center (They 
all graduated and returned to work in Ecuador’s Ministry of 
Health); and

• in March 2015, incorporation of 23 new specialists in Venezue-
la’s master of genetic counseling program (The program follows 
the same curriculum used in Cuba, and is off ered full time in 
Venezuela by Cuban faculty).

As of the 2015 evaluation, 68 professionals and technicians in 
ALBA countries had been trained in genetics, and 28 others were 
in training.

The study also identifi ed a lack of public orthotic and prosthetic 
services in the countries studied, to which Cuba responded by 

off ering its expertise in construction and establishment of 
facilities for manufacturing orthotics and prosthetics, to enable 
provision of such devices free of cost. These were developed 
based on needs identifi ed in each country. In Venezuela, on-site 
training of orthotic and prosthetic technicians under supervi-
sion of Cuban specialists and following the Cuban curriculum 
enabled establishment of 11 orthotic and prosthetic laboratories 
(staff ed by Cubans and Venezuelans), located in the Capital 
District (3), Lara (2), and 1 in each of Mérida, Anzoátegui, 
Zulia, Carabobo, Miranda and Nueva Esparta. Another labora-
tory in the state of Sucre was in its fi nal stages of completion as 
of September 2015. The abovementioned laboratories employ 
81 Venezuelan high school graduates with training in orthotics 
and prosthetics, supervised by 20 Cuban university graduates 
in the fi eld.

Four more laboratories are planned for the states of Vargas, 
Barinas, Bolívar and Apure, where the legal process of acquiring 
real estate and equipment is under way. The country will have 
16 in total, off ering free services to Venezuelans. These centers 
have provided more than 28,829 services throughout Vene-
zuela, and have manufactured 10,286 devices, most frequently 
orthotics and lower-limb prosthetics, of great value, increasing 
functional autonomy of persons with physical motor disabilities. 
All of these laboratories provide free and inclusive service to 
the Venezuelan population.

In Bolivia, the study identifi ed a need to train rehabilitation 
specialists, particularly for people in mountainous, desert and 
Amazon regions where persons with physical motor disabilities 
have diffi  culty accessing services. As of the time of evaluation, 
17 rehabilitation centers had been opened in 6 of the country’s 9 
provinces, under the guidance of Cuban specialists and staff ed 
by 65 certifi ed Bolivian physiatrists and rehabilitation specialists 
trained by Cuban professors. Specialized nonmedical training 
in physical therapy and rehabilitation is expected to start in 
2016 under the direction of Cuban and Bolivian professors, 
using the specialty program already developed in Bolivia by 
Cuban experts.

In Venezuela, professional and technical training for disability 
care builds on the Barrio Adentro program, begun in 2003, 
off ering comprehensive primary care throughout the country, 
and a new medical education model, the Community Family 
Medicine Program.[14–17]  

Lessons from the Field

Table 1: Number of persons with disabilities and percentage by type in six ALBA countries, and patient consultation

Variables Cubaa

n (%)
Venezuelab

 n (%)
Ecuadorc

n (%)
Nicaraguad

 n (%)
Boliviae 

n (%)

Saint Vincent 
and the Grenadinesf 

n (%)
Total

Persons with disabilities 366,864 338,545 293,743 126,316 82,087 2195 1,207,472

    Cognitive disabilities 140,489
(38.3%)

100,124
(29.6%)

71,417
(24.3%)

32,741
(25.9%)

18,429 
(22.5%)

497
(22.6%)

363,191
(30.1%)

    Other disabilities 226,375
(61.7%)

238,421
(70.4%)

222,326
(75.7%)

93,575
(74.1%)

63,658
(77.5%)

1698
(77.4%)

844,281
(69.9%)

Genetic consultations — 38,972 21,062 27,134 10,231 489 139,772
Other specialty consultations — 15,676 35,257 37,063 15,874 231 104,101
Consultations with other (nondisabled) 
persons in the community — 605,395 825,576 203,457 326,256 7009 1,967,693

ALBA: Bolivarian Alliance for the Peoples of Our America
adata collected 2001–03      bdata collected 2007–08      cdata collected 2010      ddata collected 2009–10      edata collected 2009–10       fdata collected 2010
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Table 2 shows the distribution of human resources—previously 
absent or very scarce—in ALBA countries resulting from work-
force training delivered in response to study fi ndings. In this 
South-South collaboration, Cuba contributed specialized 
services and training, and Venezuela provided logistical support, 

and sent 12,834 pieces of equipment and devices 
to Bolivia and more than 20,000 to Ecuador; 50 
hearing aids were sent to Saint Vincent and the 
Grenadines.

The study provided information on the burden of 
disability and its causes, and led to development 
of social action programs, satisfying its objectives 
of producing knowledge while generating social 
improvements.[10] Among related studies on the 
topic we reviewed, none included active screening 
with analysis of a large number of variables, or imme-
diate intervention in the community.[11–13] Another 

important lesson learned is the crucial role of action research in conso-
lidating Cuba’s support for programs for disability prevention and care 
for persons, made possible by developing a network of 214 trained 
country specialists who work closely together to care for persons with 
disabilities in Bolivia, Ecuador, Nicaragua and Venezuela. 

Lessons from the Field

Table 2: Distribution of Cuban-trained personnel for ALBA countries, by specialty

Role Venezuela
n

Ecuador
n

Nicaragua
n

Bolivia
n Total

Genetic counselor 
(with master’s degree) 24 6 9 9 48

Clinical geneticist 4 4 2 1 11
Cytogenetics laboratory technician 9 — — — 9
Orthotic and prosthetic technician 81 — — — 81
Certifi ed rehabilitation specialist — — — 65 65
Total 118 10 11 75 214

ALBA: Bolivarian Alliance for the Peoples of Our America
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