QOL Recorder

http://www.anyquest.de
Dear Joerg

As I understand it, your site requires the prior purchase of your ' QOL recorder' before the information can be used? If this is correct then I regret that I cannot use this reference on our site, which is strictly non-commercial. If I am incorrect, can

you please indicate to me those features that can be used at no charge?


Date: Tue, 05 Nov 2002 01:31:16 +0100 
From: Jörg Sigle <joerg.sigle@jsigle.com> 
 To: Robert Cummins <cummins@deakin.edu.au> 
Subject: Re: Invitation to visit QL-Recorder WWW-Site 
Dear Bob,

thank you very much for your response.

My software is currently distributed as shareware, which

means that users can try it for free and are asked to

register only if they decide it is useful for them and

they want to support my project.

However, the license agreement states explicitely that

students or other users who think they are not able to

afford the standard registration fee

  *may register for free*.

This is also mentioned at some well visible position

in my WWW site.

The license agreement is available in the online-help of the

software, it also includes a registration form, if you look at

that, you can see the field for "free registration/I appreciate

your feedback".

The software runs on probably any available PC, the fact that

I include a standard configuration including a Pen-Computer

on the order form of my page is only to offer an answer for

those who think they cannot do that themselves.

Even the standard registration fee is only 75 USD, and thus,

1000 fold (!) cheaper than a fill-in-form-solution from Adobe

that does not provide a comparable patient interface nor,

of course, a library of clinical questionnaires in

multiple languages or simple analysis tools.

It is still about 1000 dollars cheaper than an

SF-36-scoring-*only* tool I've seen on the web and even

still cheaper than merely the SF-36 scoring manual (as far

as I remember). If you take into consideration that there

are several 1.000 hours of programming and 18 years of IT

experience behind my software, and that it has been used

in thousands of clinical questionnaire administrations,

and that every CD (the free ones, too) sent out is

individually hand-made and hand-packaged, you may well

regard even my "standard registration fee" as a symbolic

one :-) 

The fully functional version has been available for download

from the WWW since 1996, and usually, a new version is available

there before any evaluation version times out. It is completely

documented and all material is available on the WWW. So

definitely, nobody is forced to register or to buy anything

before they can use it.

In the questionnaire library page, there is also a reference to

a completely free package available from GlaxoWellcome, that

includes the complete all purpose version of my software

together with multiple predefined configurations, and to

an EORTC related package which can be used free for academic

purposes after prior registration.

The information on the site freely available goes far beyond

the software itself. There are (mostly German, however)

3 theses, some papers, templates for research study designs,

documentation, QoL-related literature and link collections,

and - on the cd-rom version only - videos that show how my

software can be used, including a complete tutorial.

If you wish, I can send you a CD-ROM (of course, for free, as

about 95% of the CDs I send out). If you look at the videos

you may immediately understand that the intention behind my

software is not primarily commercial, but trying to provide a

means to [among other things, simplified] *finally* start to

implement a reasonable routine feedback capturing tool in

medicine, trying to turn an open-loop oscillating system into

a closed-loop smoothly working one, trying to bring QoL/patient

satisfaction issues from pure research and marketing into

real-life, trying to prevent costs and temperature of delivered

meals from becoming the *only* widely used outcome parameters...

The funny thing is, that of those who are interested in such

a tool and who (instead of applying for a research grant to

develop another one) actually do a web search and find mine,

some complain that I'm no large commercial company like IBM

or so, the software being too cheap, and that things that don't

cost much can't be much good. Others complain that they are not

able to afford the old PC which is the minimum hardware requirement

to run the software, or a touch screen, or someone who can

set it up or counsel them regarding questionnaires to use

or study design or data evaluation [...] - and a relatively

large proportion are rather astonished about its possibilities,

or say, that numbers of experts told them such a thing was *not*

available.

To conclude, I think that the example you find here shows

that just classifying something according to its being

"strictly non-commercial" or not falls short of being

beneficial to anyone. I have considered to make my work

freeware completely, or to make it really expensive to

start covering my own costs. Neither option would cost

more than not using the solution at all - this is the

current situation, and we'd rather not try to calculate

how many QL-Recorders with any price-tag any politician

or any physician could buy for what is lost as so many

chemotherapies, blood pressure and diabetes treatments,

or merely invasive diagnostics, are administered just

because of a lack of communication or feedback between

patients and doctors.

Instead of classifying according to "commerciality",

I would suggest to classify according to potential

benefit. Or, benefit/cost ratio (beware of calculating

this for the free registration...) :-)

Well, giving the "commercial" issue another questionmark:

I have not been employed at a public or otherwise funded

research position for most of the past time. With that in

mind, please compare the availability and the potential

benefit of my results with the availability of any research

result (be it a questionnaire, a software or a drug)

generated by the "non-commercially" funded colleagues.

A good place to start may be www.ql-med.org  (yes, they

maintained ".org", did not change to ".com"). Noone

seems to complain.

Sorry for writing such a long mail. In any case, I'm

looking forward to hearing from you again and I'd

appreciate any feedback.

Best wishes,

Joerg

-- 

--------------------------------------------------------------------------

Dr. med. Jörg M. Sigle

http://www.jsigle.com     Fon +49-7043-9506864

http://www.anyquest.de    Fax +49-7043-9506865    

