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- LABORATOR ANATOMIE PATOLOGICA
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- CABINET OR.L,
- CABINET CHIRURGIEB.M.E
+ CABINET GINECOLOGIE
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Very approximately known:
- epidemiological/ statistical data about SCI*
- their bio-psycho-social & economical consequences
- the medico-social, “endless” and complex matters, faced by the
persons with sequels after SCI

Subsequently:
- deficiencies within our social assistance system for such
patients
- conceptual links and related opportunities, to more tightly
connect the medical and medico-social states of patients with
SCI sequels, especially in the transition/ post transition period -
including also ICF (DH) specific framings/ core sets
- an emerging target: to improve interactive communication and thus
indirectly, their situation, including through the IT/ E-health means

! #$%&'

(http:/Aww.spinalcord.uab.edu/show.asp?datki6979&site=1021&return=197) g
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Awaiting for the CURE, the global final - in fact,
the only - purpose target/ outcomethat really and

fundamentally interest us all the post SClpara-
and quadri-plegics we havetherefore, to remain:

- ashealthy as possiblgphysical, mental and social
- according to the weltknown, old - but more and
more actual- WHO’s definition of a complete

state of health)
- united and devoted to our legitimate aims

- active - family and professionally- and advocative
socially

/

For a better undesrtanding of the medico-social
problems that are faced by the sequelar SCI patients, in
family and community, in the PRM Clinc of the TEHBA,

was initiated a study to retrospectively asses, in this
respect, their status, over the period of the last 7 years.

The study lot was selected among 70 post SCI patients,
discharged from our PRM Clinic.

It was a postal survey, using the questionaire method,
containig open guestions, leaving the subjects the
posibility to evaluate the major problems face at home
and to formulate opinions about how to solve them.

The responsivity rate was 70,5%




The content of the questionaire addressed to the patients with
SCI squeals, to evaluate their compliance to the project RISCI —
previous to the initiation of the dedicated, informatics portal:

. How do you consider the creation of a portal (data base,web page)
dedicated to your problems: very useful = 86%; useful = 12 %;
useless = 2%

2. What kind of information do you expect/ wish to find within the porta

About medical care = 98%

About assistive devices for ADL/ autonomy = 86%

About low frame (legislation) refereeing your rights and social
protection, economic support

About the working place

About the accesibility into different institutions, buildings, transport
means, other

3. In what measure do you think that the use of this portal will improve
your QOL ? ..o,

The content of the questionaire addressed to the patients with SCI
squeals, to evaluate their compliance to the project RISCI — previuos
to the initiation of the dedicated portal:

4. Our portal will contain also a forum of discussions (patient -patient , specialist -
patient ); towards this , you consider yourself , in the future , to be a:

Simple visiting person

Active/ interactive participant

Non -participant

5. Do you consider that your participa tion, by your responses , to this questionnaire
represents :

An useful activity

A necessary activity

An activity which will contrib te to the improvement of your @ OL

An useless activity

| agree that my actual data referring to my present state, (bio-medical and soci o-familial ) to be
included in the s ecured data base (according to the law ), in the portal dedicated to the

dynamic clustering of the patients with chronic spi nal cord inju ry, from Romania and in the
future national registry  (possibly, also an E uropean one).

Date: .....
Signature
Address: ....




From the statistical analysis of the responders, there resulted the
following conclusions (relevant for the achievement of the next
stages of the project):

. after discharge, 53% of the patients continued the
therapy and/or rehabilitation program

- 18% succeeded to walk independently

of the patients managed to make minor
adaptations to their home and/or closest ambient

. In spite of the comprehensive rehabilitation training for
gaining independence in ADL, of the quadriplegics
and of the paraplegics were not active at home or
In community, remaining totally dependent, and/or
isolated, inactive, depressive, with a very poor QOL;

the majority of the respondents had a good
accessibility to social assistance, but still

had a seldom or even inexistent medical
supervision

- this is due to the fact that the patient does not
manage to arrive to the doctor in the territory (not
included on the lists of a GP, long distances,
transport difficulties, lack of transport possibilities,
financial difficulties)

- the severe medical problems faced by the persons
with SCI sequels, at home and in the community,
were: recurrence of urinary infections (56%) &
urinary incontinence (20%), respectively pressure
sores (24% of the questioned cases):




- socio-medical problems explain also the low percent
of scholar reintegration: only of the subjects had
continued their studies after discharge

- the reduced possibilities of professional reintegration
and to continue the (previous) professional activity are
reflected in the low percent (only of patients
who continued to work, in the same profession or in a
protected (changed) working place

the main causes are related to the lack of enogh
specific: re-qualification trainig courses, adaptations to
transport means and working places and also, to a (still
existing) residual mentality/ atitude of the medical
evaluation boards that choose, in the majority of the
quadri-/ para-plegics, to decide the retirement - less
solutions for professional/ vocal re-orientation
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Legislative and technical -organiz ing
preliminar y specifications
The process of collecting information with personal

content is under the regulation of the:

Law 677/ 2001 (regarding the protection of processed
data with personal content and their free circulation)

Order of the People Attorney nr. 52/ 2002, concerning
minimal prerequisite security measures within processing
data with personal content (www.avp.ro/ord75.html),
standardized measures & specific procedures to insure a
satisfactory protection level of the persons’ rights, whose
data with personal content make the object of analysis/
storage

The security conditions imposed by
processing data with personal character
cover the following aspects:

1. Identification & autentification of the logged-
on person

2. Type of acces

1.Colecting data

2. Storage/ backing up safety copies
3. Computers & acces terminals

4. Acces files

5. Telecomunication systems

6. Use of the afferent computers

7. Printing data
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Results captured with a  Sniffer pac kage during connections to the
server MySQL , within preliminary tests of RISCI ’s functionality on Inter net

a) After some comands to the MySQL server  (being stated without ssl
certificate ):

b) Capture obtained by the same commnads , but USINg SSL certificate
between the server and the MySQL client
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Country and
population
(contact
person(s)

Denmark
5.4 million
(Fin Biering-
Sgrensen)

United Kingdom
(UK): England,
Wales, Scotland
& Northern
Ireland

60 million
(Martin R.
McClelland)

Romania
22.3 million
[GUIEEN
Anghelescu &
Gelu Onose)

Russia
141.7 million
(Vladimir
Baskov)

India
1 billion
(H.S. Chhabra)

China
1.3 billion
(Jianan Li)

System of acute care for SCI

Traumatic:2 neurosurgical departments
Non-traumatic:Variety of departments in particular
neurosurgical and neurological

Traumatic:Mostly by spinal orthopedics surgeons,
occasionally by neurosurgeons in major trauma cente
and associated with Spinal Injuries Centers.
Non-traumatic:by neurologists and neurosurgeons in
most large hospitals

One dedicated spinal injury center in neurosurgical
department

Traumatic: Sporadically operated in another 3
Emergency Hospitals in Bucharest and 4 neurosurgica
departments in the country

Non-traumatic:Variety of neurosurgical departments in
University hospitals in Bucharest and in the copntr

Professionals (MASCIP.

System of treatment and rehabilitation

2 centers for Spinal Cord Lesions for those with
significant deficits. Those with very mild spinaird
lesions may go to a variety of departments

10 Centers in UK. Some have orthopedics surgeons;
and carry out spinal surgery "in-house"; some heg t
spinal orthopedics colleagues or only take patients
after the ‘acute’ phase. Some are not inclineak® t
psychiatrically disturbed patients because theytdon
have the psychiatry back up. Not all take ventilato
dependent patients

One dedicated spinal injury postacute rehabilitation
department.

5 important rehabilitation centers for postacute and
chronic patients. Two of these and 3 in Spas balnee
centers have SCI care skills for SCI with significa
deficits. Sporadically, chronic patients go to st
general rehabilitation wards and some other Spa uni

Traumatic:neurosurgical or traumatological departmen's Neurosurgical departments of major multy-profile

at major regional clinical centers
Non-traumatic:n

Traumatic:Various orthopedics and neurosurgical
departments. One dedicated spinal injury centaleiw
Delhi

Non-traumatic:Variety of departments

Traumatic:Mostly by spinal orthopedic surgeons, some
by neurosurgeons in major general hospitals.
Non-traumatic:by neurologists and/or neurosurgeons ir
major general hospitals depending on spinal cord
pathology

hospitals. Rehabilitation at health centers of

srological or neurosurgical departmerntsneurological profile

Several centers in different parts of the courye
tertiary and four regional dedicated spinal injury
centers in the civil set-up and two dedicated dpina
injury centers in armed forces

Spinal surgeries are conducted in all of the 94fpma

Who pay hospital care

Publicly paid. Everything covered by tax paymen

Medical care is free to all UK citizens through
taxation. There is reciprocity for all European
Union citizens

Publicly paid. Covered by tax payments, i.e.
National Health System Insurance

Publicly and insurance companies paid

. Government

. Insurance (1.08% of the population)

. The company (where the patient is employed)
. The patient

. Government medicare for government officers

general hospitals (more than 800 beds) and sortfeof 2. Public medicare (insurance) for gerneral

5156 district hospitals (200 to 800 beds) in Chiftee

population

number of the surgeries is more than 40,000 caaes p 3. Work injury compensation and/or insurance frc

year. However, high quality and quantity of spinal
rehabilitation services are limited in a few cester
even though most major hospitals have basic
rehabilitation services in the department of
rehabilitation medicine

government

4. Traffic Accident Insurance Fund

5. Employers (national and/or private)

6. Health cooperative fund in the rural areas
7. Personal fund
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Dear Dr ONOSE Gelu & Dr ANGHLESCU Aurelian,
Thank you for your e mail and congratulations on yo ur National Award.
| am not clear in my mind what exactly you wish to achieve.

If you wish to achieve a National Data base for pati __ents | think you will be one of

the first in Europe to do this .
It also depends on what information you wish to reg ister on this data base.

| have my own data base in the Hospital which conta  ins some of the demographic
and clinical information. This is managed by my IT officer.

Perhaps what you need to do is to pay me a visit whe  re we can discuss all this,
introduce you to my IT officer and perhaps also dis cuss what information needs
to be collected on a regular basis and computerised which is something my IT
officer is currently considering.

I will be willing to host you for up to a period of 2 weeks or if you need a little
longer. You will be my guests from the time you arri ve in Manchester airport until
the time you reach Manchester airport for your retu rn.

| need at least 2-3 months period of notice in orde  r to ensure that | am around and
not out of the country when you come.

| am sorry | am unable to be more helpful as much o f what you are asking about is
a little too technical however | can introduce you to those who would be able to
help you

Sincerely

WS El Masri FRCS ED FRCP Lond

Conagiiltant Siirnenn in Sninal Initries
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