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SUMMARY

Between 1957 and 1961, thalidomide was sold under the name of Contergan as a
medication to aid sleep and as a tranquiliser.
Taken in the first three months of pregnancy, Contergan caused serious damage to
the new-born child. Discovery of the damaging side-effects of Contergan led to the
greatest ever medication scandal in Germany’s history. Today, around 2,700
thalidomide survivors live in Germany, of which 800 are in North-Rhine Westphalia.
Almost 90% of the thalidomide survivors were born with malformations of the arms
(double deformity) or with malformation of both arms and legs (multiple deformity). In
addition to this, there are several other primary disorders, and the sometimes
disfiguring facial damage (pronounced squint, incomplete closing of lid, ear defects,
deformity of jaw and facial nerve paralysis) as well as deafness, have a permanent
impact on those affected. Malformations of the internal organs, such as heart defects
and deformed intestines, and also malformation of the hip joints in particular led, for
many of the survivors, to unavoidable operations as young children and frequent, long
periods of hospitalisation.
More than five decades after withdrawal of Contergan from the market, long-term
consequential pain still dominates the fate of thalidomide survivors. Primary disorders
of extremities in particular affect the spine. This results not only in painful tension in the
shoulder, neck and back muscles, but also in radiating neck and/or back pain. The
deficient development of the hip socket (hip dysplasia) often found in thalidomide
survivors can lead to an early onset of wear and tear on the hip joint (coxarthrosis), so
much so that the endoprosthetic replacement of the arthritic joint is not unusual at as
early as the age of around fifty. Such consequential disorders often result in chronic
pain.
In this research project commissioned by the North-Rhine Westphalia Federal Health
Centre, the emphasis is for the first time on the systematic measurement of the original
damage pattern of those affected (primary disorders) together with the resultant
consequential disorders. Equally, there is an examination of the psychosocial effects
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of thalidomide damage as well as both the current and lifelong psychological disorder
patterns.

METHOD
After sometimes repeated postal invitations, of the 800 thalidomide survivors in
NorthRhine Westphalia, we were able to survey and examine 202 affected persons
(56.9% female, ages ranging from 48 – 54 years; double deformity 80.5%, multiple
deformity 9.0%, no dysmelia 10.5%). The study included a comprehensive specialist
orthopaedic examination, a structured interview for the diagnosis of psychological
disorders (SKID1 & II), two psychometric processes per person to measure quality of
life (SF-36, EQ5D) and pain symptoms (painDETECT, MPSS), and where necessary,
additional diagnostic tools (neurology, x-rays, sonography) were used. Significant
sociodemographic data, utilisation of and satisfaction with medical care, as well as
personal or financial self contributions to treatment and care were measured using a
structured questionnaire. Each of the participants received an individual report of the
findings with details of the thalidomide primary and consequential disorders recorded,
possible psychosomatic diagnoses and somatic and psychosomatic treatment
recommendations.

FINDINGS
In respect of the sociodemographic data, income and family status suggest that many
thalidomide survivors have coped with life’s demands thus far. More than 80% of the
thalidomide survivors questioned were employed at the time of this research project.
More than 40% could boast a period of employment of 30 years or more.
In the health questionnaire on quality of life, EQ-5D, more than 95% of participants
reported problems with thalidomide consequential disorders, and 26% of these felt that
they were extreme. In both total scores of the questionnaire on health status, SF-36,
there was evidence of a significantly worse assessment of physical quality of life and
also of mental health when compared with the German standard sample. More than
62% already had pain chronicity at the overall stages II and III of the Gebershagen
scale. In the painDETECT questionnaire, around 50% of participants had nociceptive
pain, and with the other 50% there was already pain with possible or probable
neuropathic components, which also points to a high degree of chronification. The
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most frequent consequential disorder was neck pain, followed by back pain. In terms
of pain in extremities, the most frequent were shoulder pain (64.5%), followed by knee
pain (54.3%) and hip pain (54.3%). 83% had movement restrictions in the shoulder,
71% in the hands and 50.5% in the elbows. For one quarter of the participants, there
were restrictions of mobility in the hip.
Furthermore, the study showed a significantly higher incidence of psychological
disorders when compared to the general population. The point prevalence of
psychological disorders was 47.7%. Of this, depressive disorders were the most
frequent at 23.8%, followed by somatoform (pain) disorders (18.1%) and anxiety
disorders (16%). The lifetime prevalence of psychological disorders was 59.6%,
whereby depressive disorders alone were present in 39.4% of thalidomide survivors.
Both the point and lifetime prevalence suggest that there is a far greater than average
psychological burden on thalidomide survivors which should be taken into
consideration within the context of an integral treatment concept.
If the primary disorders of those affected has been notably well compensated over the
decades (high level of education, high proportion in employment, many years of
employment, stable family networks), there is now the threat that the worsening
physical quality of life, frequent psychological illnesses and an increasing care
requirement, as well as the social network (death of parents, children becoming
independent, care thus far almost exclusively from non-professional support) together
with the working situation (high proportion of long-term sicknesses, only 50% in
workplaces adapted for disability) will nullify these.
Thalidomide survivors are now encountering a care system which is not prepared for
these problems. As a result, there is an under provision and, most particularly, also an
inappropriate provision. Although the number of doctors’ visits to the survivors is above
average when compared to the general population (GP care +33%, orthopaedic
consultations +200%) and there is also a higher incidence of hospital treatments
(+50%), no successful treatment of consequential disorders has ensued. Thus, the
current research shows deficits primarily both in pain therapy, and in the prescription
of suitable procedures in the fields of physiotherapy and physical therapy. The need
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for the required residential rehabilitation measures to intensify the conservative
treatment measures currently stands at 34%.
The causes of the under-provision and inappropriate provision are a lack of knowledge
on the part of GPs and specialist carers in relation to thalidomide embryopathy and its
consequences more than 50 years after Contergan was withdrawn from the market.
Added to this, there are only a few persons affected in comparison with other diseases
(orphan diseases). Moreover, there is a lack of training for GPs and specialists on the
subject of thalidomide primary and secondary disorders. An important cause, however,
is that many thalidomide survivors are suspicious of a drug-based pain therapy on
account of their own life history and this in turn results in an under provision. Thus, the
objective of this report is to take into account the current and future needs for care and
to develop a care concept which goes beyond individual treatment recommendations
for thalidomide survivors in North-Rhine Westphalia.
As a result of the significantly reduced quality of life on account of health-related issues
and the orthopaedic and mental disorders mentioned, thalidomide survivors have
increased unmet treatment needs. Problems with medical care were cited by 64% of
all those surveyed. Those affected also pay a high proportion of their medication costs
themselves. This carries a relatively high financial burden with it and indicates that the
survivors are forced to compensate what would otherwise be an under-provision by
self-provision. It is also established that the survivors report a high need for aids and
appliances which is not being met. This is the case, although in this regard they do
have more prescriptions than the total population. Despite the existing higher supply,
it should be noted that there is a greater subjective and objective need which at the
time of the study is not being met. The aids and appliances necessary for this group
are inexpensive by comparison, for example, to aids and appliances in oncology, so
that covering the greater demand would not represent such a sharp increase in cost.
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Four strategies can be derived from this current care situation:

1. Vulnerability strategy

Within the population of thalidomide Survivors, there are vulnerable sub-groups which
need separate preventative and curative treatment. There should be regular
screenings for survivors in respect of mental and comorbidities. Resulting from this,
further consultations or treatments should be recommended or initiated where
required. In order to strengthen the sustainability of psychological treatment, it is
recommended that specialised psychosomatic surgeries are established.
Further, action should be taken to meet the unfulfilled need for aids and appliances
which is currently not being met. By this, however, we do not mean a lump sum
provision to cover the subjective need, but rather a provision to meet the objective
needs of vulnerable persons which is specific to individuals.

2. Prevention strategy

It will be necessary in the future to supplement the curative care of thalidomide
survivors with preventative components in order to restrict the development or further
progress of consequential disorders. The prevention measures should come into force
long before the legal retirement age. In this way, the development of a preventative
lifestyle would be ensured which can also be maintained beyond retirement. This could
help prolong the survivor’s capability to work to the extent that retirement or early
retirement can be delayed or prove unnecessary. In addition, preventative concepts
for the retirement of thalidomide survivors should be developed, since when the
survivors reach an advanced age, they will also encounter age-related multimorbidity
in addition to their thalidomide disorders.
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3. Utilisation strategy

The catalogue of statutory health insurance benefits which are available to all
thalidomide survivors is indeed comprehensive, but a large number of comments show
that effective therapies are lacking, are not sufficiently applied, or in specific cases of
drug-based pain therapies, are not accepted. Here there is a need for training both for
the doctors and for the thalidomide survivors themselves in order to improve
acceptance, in particular of drug-based pain therapies. With the existing
underprovision, particularly of aids and appliances, the first step in the process should
be to make utilisation easier for those affected. Thalidomide survivors should have
easier access to the benefits, for example by way of exemptions for the prescribing
doctors. Equally, access to benefits outside the health insurance system should be
made easier. This applies to care services as well as services for technical support
and conversion measures at home.
Another building block within the context of the utilisation strategy is the recognition of
thalidomide consequential disorders as involving chronic pain and depression.
Recognition is not just about establishing monetary relief but also about attaining
treatment which is appropriate to the need.
4. Specialist centres strategy

Faced with the care deficit described, it is advisable to establish specialist centres for
thalidomide survivors in North-Rhine Westphalia which alongside direct patient
treatment, can provide for the training of both doctors and patients. These centres
should develop and maintain peer-to-peer programmes so that trained thalidomide
survivors can advise others like them. These centres would also have the task of
implementing the strategies described above (vulnerability, prevention and utilisation).
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BACKGROUND AND OBJECTIVES OF
THE RESEARCH PROJECT

As result of her mother taking thalidomide in pregnancy, Gertrud
G. was born with extremely serious malformations of both arms
and legs (multiple deformity). There is a pronounced malformation
(phocomelia) of both upper extremities as well as of the left leg,
and what remains of the right hand is used as the functional hand,
including for writing. The left arm is used as a holding hand. Due
to her damage pattern, Gertrud G. has been consigned to a
wheelchair for life. Gertrud G. has fought her way through life; she
obtained A-levels, studied and is now employed part-time as a
speech therapist. She lives alone and receives support at home on
an hourly basis from a helper. Previously, Ms G. had been satisfied
with her life despite all the adversities, although she has had
increasing neck and back pain for around eight years. Painful
hypermobility has developed in her right ankle on account of
decades of overburdening it to propel her wheelchair. In the course
of the increasing problems caused by secondary disorders,
Gertrud G. fears for her personal independence and her job, as
she has had frequent spells of incapacity in the last few years. She
is worried about the future and is very concerned that she will not
be able to care for herself and become dependent on outside help.

The case of Gertrud G. is an example of the current situation of many
thalidomide survivors.

20

BACKGROUND

Between 1957 and 1961, the active substance of thalidomide was sold in Germany by
Chemie Grünenthal GmbH under the name of Contergan as a non-prescribed sleeping
aid and tranquiliser which, according to the manufacturer’s indications, could also be
taken by pregnant women without side-effects. It transpired, however, that taking this
substance in the first three months of pregnancy (20-36 days after conception) led to
serious malformations of the new-born baby (Stephens and Brynner 2001). The
discovery of the damaging side-effects led to the biggest ever medication scandal in
the history of Germany (Friedrich 2005, Thomann 2007). In Germany alone there are
around 2,700 thalidomide survivors today, of which 837 live in North-Rhine Westphalia,
according to information from the thalidomide trust for disabled people provided on
19.08.2013. Shortened and malformed arms and legs (dysmelia) are just the most
frequent and conspicuous malformations (Willert 2005). The damage pattern is
wideranging and is a function of the point in time and period when the thalidomide was
taken; it ranges from paralysis of eye muscles and cranial nerves to missing auricles
and deafness, through to malformation of the digestive organs (e.g. defective
primordium/formation of a gallbladder, duodenal stenosis) and of the genitalia (double
primordium/formation of the uterus) see figure 1.
Many thalidomide survivors have only an incomplete knowledge of their own damage
pattern or have not had a systematic examination for primary or consequential
thalidomide damage since the assessment for thalidomide damage carried out when
they were children.
Today, consequential disorders are very much at the forefront for those affected. These
particularly affect the spine where there is damage to extremities. This leads to painful
inbalance of the shoulder, neck and back muscles, and also to radiating neck and/or
back pain. The defective development of the hip socket often present in thalidomide
survivors (hip dysplasia) can lead to premature wear and tear of the hip joint to the
extent that the endoprosthetic replacement of arthritically damaged hips is often
required and has often already been carried out. Such consequential disorders often
lead to chronic pain. This frequently results in incapacity to work for those still in work
or early retirement and further social isolation with consequences such as depression,
alcohol abuse or dependence. Leading an independent life becomes all the more
difficult to the extent that the placing of even 50 year-old thalidomide Survivors in old
people’s homes or care homes is not exceptional these days.

In order to improve the living conditions of the thalidomide Survivors financially, the
government awarded a considerable increase in the thalidomide pension in 2008
(German parliament 2008, Bundestag printed matter 16/8748 and 16/8754) and in
2013.
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Figure 1: Synopsis of sensitive period and nature of damage
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A focal part of the task of this expert opinion report is to compile a systematic record of
the survivors’ original damage pattern (primary disorders), as well as of the resulting
consequential disorders. Equally, there is an examination of the psychosocial effects of
long-term thalidomide damage and current, as well as life-long psychological disorder
patterns.
STATUS OF RESEARCH

Von Moltke and Olbing (1989) asked 250 young adults with thalidomide embryopathy
about their educational and career situation. Almost 50% of those asked were
employed, 23.7% were students and 17.2% were unemployed. Despite having
experienced difficulties to achieve their “desired job”, 80% of those asked described
themselves as “satisfied”. Around one-third still lived with their parents; over 75% were
classified as independent and not in need of help. In terms of methodology, it is
important to note that less than 50% of those originally surveyed did not respond, and
furthermore that there was a selection bias in favour of a higher level of education.
Moreover, neither somatic disorder patterns nor quality of life or psychological
disorders were recorded systematically.

24

Nippert and staff (2002) surveyed 166 women with thalidomide damage and found that
these women had a significantly lower quality of life than those in a non-thalidomide
control group of the same age and gender composition.
Using an English sample of 41 survivors aged 40 (two-thirds women), Bent et al. (2007)
stated that 46% were in work, and only 32% were permanently unable to work. 70%
lived with partners, 56% had their own children. In contrast to the objective, organic
disorder patterns, only 37% considered themselves as “disabled” and 70% described
their quality of life as “good or very good”. Methodologically, it should be noted that as
well as the small sample, only 50% of those originally questioned took part and that
there was no reliable procedure used for recording psychological disorders.
Kruse et al. (2012) showed in a German study that the physical compensation
strategies inherited by thalidomide survivors are increasingly inadequate. The authors
attribute this in particular to damage to joints and the consequential damage ensuing,
as well as to the frequent presence of pain. On account of these changes, there is a
high psychological burden for the survivors (11.7% depressive disorders) which goes
hand in hand, inter alia, with anxiety concerning the loss of independence and mobility.
On account of methodological limitations, the significance is restricted since the data
was predominantly collected via questionnaires. There has for a long time been a
distinct lack of studies on the exact prevalence of organic and psychological disorders
using standardised clinical diagnostics.
In summary, on account of clinical experience and previous observation, it has become
urgently apparent that the long-term consequences of thalidomide damage have led to
a considerable worsening of both the somatic and the psychosocial level of functioning.
Until now there has hardly been any systematic examination for the German-speaking
world which records the real extent accurately and which provides the basis for a
reliable assessment of the treatment and social measures required.
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DESCRIPTION OF THE PROCESS

The focus of this study is to collect and describe the current health and psychosocial
situation of thalidomide Survivors in North-Rhine Westphalia.
RESEARCH DESIGN

We carried out a prospective, systematic recording of the original thalidomide damage
pattern and the resultant consequential disorders, including chronic pain. Additionally,
the psychosocial effects of thalidomide consequential disorders were examined. The
study was awarded as part of an EU open competition bidding process. Execution of
the study received the approval of the ethics committee of the North-Rhine Medical
chamber on 14.10.2011 (see annexe H).
The examination comprised structured questioning of each participant using a
questionnaire, a personal examination by two specialist doctors, and a structured
recording of psychological disorder characteristics. Depending on individual
symptoms, visual diagnostics (x-ray and/or ultrasound) were also carried out. Where
necessary, questioning and examinations were carried out with the support of personal
assistance; in the case of deaf participants with interpreters for the deaf.
Subsequent to the somatic examination and psychosomatic interviews, the individual
results received and therapy proposals arising were each discussed in a team. These
were shared orally with the participants after the examinations. Moreover, all
participants received an individual written report of the results.
As part of this expert report assignment, the welfare trust has awarded a peer-to-peer
project to the thalidomide Survivor interest group North- Rhine Westphalia e.V. This
peerto-peer project serves to provide support and personal assistance to the
thalidomide Survivors from North-Rhine Westphalia who participated in the study. All
examinations were carried out using standardised methodology in the Dr. Becker
Rhein-Sieg-Clinic in Nümbrecht. This clinic is already well-known to many thalidomide
Survivors thanks to the special surgeries it has been holding since 2000, as well as the
event it held here for Survivors and doctors treating the condition on 20 September
2008.
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SAMPLE SELECTION AND RECRUITMENT
In this study, thalidomide survivors who are currently living in North Rhine-Westphalia
(Nordrhein-Westfalen) or were born here were recorded. The volunteers were
contacted through the thalidomide self-help organisation, specifically through the
Association of Thalidomide Survivors of North Rhine-Westphalia (Interessenverband
Contergangeschädigter Nordrhein-Westfalen e.V.), which was informed in writing
about the study. Moreover, information regarding the study was placed on various
internet platforms.

At the trade fairs for Rehacare (10.-12.10.2012) and Medica (14.-16.11.2012), both of
which took place in Düsseldorf, the Association of Thalidomide Survivors of North
RhineWestphalia and members of the working group had information available
regarding the study, which they distributed to interested parties. At the Rehacare trade
fair there was a joint stand representing both Dr. Becker Klinikgesellschaft and the
Association of Thalidomide Survivors of North Rhine-Westphalia. At the Medica trade
fair, the Association was given space on the stand for the region of North
RhineWestphalia.

Furthermore, a publication in two parts on the subject of thalidomide survivors
appeared in the journal “Orthopaedics and Rheumatism” (Peters, 2012), which has a
wide circulation amongst orthopaedic and accident surgeons.

This study consisted of a preparatory study phase of three months to plan the logistics
of the study and the databank, for training and standardisation of all methods
implemented and for scheduling the investigations. This was followed by an
implementation phase of 20 months during which two investigations were carried out
for each day of the survey with an input time of between three and five hours per
volunteer.

As a result of the sample selected, it should be possible to draw representative
conclusions for all thalidomide survivors living in North Rhine-Westphalia.
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INSTRUMENTS OF STUDY AND METHODS USED

Using structured questionnaires, systematic physical examinations and detailed
psycho-diagnostic interviews, comprehensive information was collected in the
following areas:
1. Socio-demographic criteria and current treatment
2. Organic patterns of impairment
3. Experience of pain
4. Quality of life
5. Criteria of psychological disorders

SOCIO-DEMOGRAPHIC CRITERIA AND CURRENT TREATMENT
The following criteria were systematically recorded using questionnaires developed with
clinical and epidemiological questions (see Annexes A and B):

Age, gender, partnership status, level of education, professional situation (employment
and nature of employment, level of income, sources of income), level of disability,
support

in

routine

activities,

current

psychotherapeutic/psychiatric treatments.

illnesses,

current

and/or

former
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ORGANIC PATTERNS OF IMPAIRMENT

The pattern of impairment was recorded using a thalidomide-specific questionnaire (cf.
Annex J) which was developed by the team. For the questionnaire on organic patterns
of disorder, those involved were divided into groups according to the nature of the
impairment and the questionnaire was completed after the examination by two
specialists with comprehensive clinical expertise in thalidomide impairment. A
distinction was made between primary impairment and subsequent impairment.
Depending on the nature of the disorders, imaging diagnostics were also carried out
(X Rays, sonography).

EXPERIENCE OF PAIN

The painDETECT questionnaire (cf. Annex E) is a standardised instrument which is
completed by the volunteers and enables screening for the existence of neuropathic
pain (Freynhagen et al., 2006). It consists of nine questions and records both intensity
of pain and pattern and quality of pain. The questionnaire asks for the characteristic
clinical symptoms for neuropathic pain symptoms, for which a maximum score of 38
points may be obtained. There is an increased probability of the existence of
neuropathic pain components with increasing values. The test divides the final score
into three groups (Freynhagen et al., 2006; Annex E):

•

nociceptive: neuropathic pain components unlikely, Score ≤12

•

unclear: message not clear, neuropathic pain components may
nevertheless exist,

•

13 ≤ Score ≤ 18
neuropathic: neuropathic pain components likely (>90%), 19 ≤ Score
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The Mainz Model of Pain Chronification (MPSS) summarises the medical evaluation of four
axes
•

temporal aspects of pain

•

spatial aspects of pain

•

behaviour of medication use

•

patient career

into a division consisting of three stages. The individual items in the axes were
evaluated on a three-stage scale as a result of information which was recorded in the
pain case histories. A copy of the questionnaire can be found in Annex C. The table in
Annex D provides an overview of the aspects evaluated and the qualitative
significance of the possible stages I to III.1
QUALITY OF LIFE
SF-36 questionnaire on state of health
Quality of life with regard to health was recorded by the standardised questionnaire
SF-36 (Bullinger and Kirchberger, 2011) which is widely used internationally, a
measuring device which is not illness-specific. This questionnaire was completed by
the volunteers independently (see Annex F). It consists of an eight-point scale, which
reflects various dimensions of health. The internal consistency (Cronbachs Alpha) of
subscales is between α = .57 and α = .94. Studies on convergent, discriminant validity
and sensitivity of the method are available. There are separate standardisation data
for various age ranges and patient groups according to gender. Processing time is
approximately ten minutes. The individual subscales are shown as follows:

http://www.drk-schmerz-zentrum.de.drktg.de/mz/pdf/downloads/stadieneinteilung.pdf
01.11.2013)
1

(Access on
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Physical functionality (extent to which health-related physical activities such as the
ability to look after oneself, walking, climbing stairs, bending, lifting and moderate or
strenuous activities impact on the following)
•

Physical role function (extent to which physical state of health, work or other
routine activities are affected e.g doing less than usual, restrictions in the
nature of activities or difficulties in carrying out specific activities

•

Physical pain (extent of pain and impact on pain on normal work, both at
home and outside the home)

•

General perception of health, (personal assessment of health, including
current state of health, future expectations and resistance to illnesses)

•

Vitality (feeling energetic and full of dynamism as opposed to tired and
exhausted)

•

Social functionality (extent to which physical health or emotional problems
impact on normal social activities)

•

Emotional role function (extent to which emotional problems impact on work
or other routine activities e.g. spending less time (on activities), doing less
and not working as carefully as usual)

•

Mental wellbeing (general mental health, including depression, anxiety,
emotional and behaviour-related control, general positive mood)

Two total scores were derived from the subscales. The first score reflects dimensions
of physical health (physical functionality, physical role function, physical pain, general
perception of health). The second score reflects mental health (vitality, social
functionality, emotional role function, mental wellbeing). The mean values of the total
scores were compared with the corresponding age and gender-related reference
groups with regard to the healthy control group from existing data representative of the
population as a whole. The higher the total score, the better the assessment of the
health-related quality of life of the volunteers.
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Volunteers were also asked to assess their current state of health compared with the
previous year.
EuroQol Health survey for quality of life (EQ-5D)
In addition, the EuroQol health survey was used (EQ-5D, 2004, see Annex G), a
simple, general, standardised index instrument to record state of health/health- related
quality of life (Rabin et al., 2011. It tests the five dimensions:
•
•
•
•
•

flexibility / mobility
the ability to look after oneself
the ability to perform routine activities
pain / physical disorders
anxiety / depression

on a three-point scale. The VAS (Visual Analog Scale, thermometer scale) to record
the general state of health of volunteers was not used, but rather two additional
Thalidomide-specific questions on quality of life were asked. They were intended to
record satisfaction with medical care and long-term consequences of Thalidomide (see
Annex G).

Both additional items were included after extensive discussion of the study design and
instruments with those affected by Thalidomide (NRW Self-help group). They were
created by the initiators of the study and consist of a scaling similar to the original items
(no problems, some problems, severe problems).

CRITERIA OF PSYCHOLOGICAL DISORDER

The diagnosis of psychological disorders such as, for example, depression, anxiety
disorders and addictions was determined by the method established and validated in
a clinical setting, “the structured clinical interview for DSM-IV diagnoses (SKID-I and
SKID-II; Dt. developed by Wittchen, Zaudig and Fydrich, 1997), and by a clinical
psycho-diagnostic examination.
SKID-1 is used for the establishment and diagnosis of psychological disorders as
defined in DSM-IV on the axis (“clinical syndrome”):
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•

affective disorders

•

psychotic disorders

•

disorders due to substance abuse (including alcohol)

•

anxiety disorders and obsessive-compulsive disorders

•

somatoform disorders (including somatoform pain disorder)

•

eating disorders

•

adjustment disorders and post-traumatic stress disorder

SKID-II may be used for outpatients and inpatients with psychiatric disorders in the
psychiatric and psychotherapeutic area. It is an instrument for diagnosis of ten on axis II and
of two in the annex to the personality disorders detailed by DSM-IV. SKID-II is a two-stage
process consisting of a questionnaire representing the criteria of the DSM-IV and which is
used for screening for the criteria of the twelve established personality disorders (stage 1).
Noticeable features are the focus of clinicians in their validation in the second stage (stage
2).
All diagnoses were recorded as point prevalence (last four weeks) and lifetime
prevalence. The duration of SKID-I was between 30 and 180 minutes in this study. At
the beginning, there was an open interview to establish biographical information and
current problems. This freely structured part was used to establish a relationship based
on trust with the volunteers some of whom were severely traumatised by the medical
system. Nevertheless, an initial clinical impression of the volunteer could be gained. In
the second part, there was a structured interview using the questions in SKID-I. Then
the SKID-II interview was used according to specific requirements, to validate the
details in the SKID-II questionnaire, forming the conclusion of the psychological
diagnosis. This questionnaire was completed before the discussion with the volunteers.
After evaluation of the questionnaire, which was undertaken directly, if it appeared that
the defined critical limit values were exceeded, the SKID-II interview was carried out
accordingly. The duration of this was between 30 and 60 minutes.
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ASPECTS OF HEALTH ECONOMICS

A further aim of the study was to carry out an evaluation of the costs of the illness
according to health-economic criteria. Volunteers were questioned on their needs
(quantitative) in the following areas:
•

Visits to doctors

•

Medication, long-term medication

•

Hospital admissions and reason for the admission (main diagnosis)

•

Therapy and medical aids

•

Rehabilitation

•

Health insurance payments

•

Actual needs and expenditure apart from health insurance

•

Days off work

A questionnaire was used based on health-economic standards to assess the burden
of the illness with Thalidomide-specific adjustment. In addition, care needs and care
provision were recorded from the point of view of those affected. On the one hand,
recording of use of resources was key in order to form a comparison with the general
population. The focus was on asking about quantities, which were assessed in the
evaluation in accordance with prices. Information was generally recorded in the main
service areas of statutory health insurance.

On the other hand, specified needs of medical care were not able to be adequately
recorded. This could be in areas of quantitative under-provision (e.g too few
prescriptions for physiotherapy) or also qualitative under-provision (e.g non-availability
of suitable painkillers free of side effects). On the whole, this was a subjective
evaluation of volunteers in contrast with the individual treatment recommendations
provided by the doctors involved in the examination.
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ESTABLISHMENT OF PRICES APPLIED
1. Prices of therapy
Prices were established on the basis of the remuneration agreement according to §125
of the Code of Social Security (SGB) V for physiotherapeutic services, massage and
medicinal baths, ergotherapeutic services and voice, speech and language therapies
(valid from 1.4.2013 and 1.1.2013).2,3
Moreover, within a group the most frequently prescribed therapy was used (e.g for
“massage“, classic massage therapy was applied). No details regarding either regular
or occasional needs for services were considered, but on the basis of expert evaluation
it was assumed that six treatments were given on prescription and one prescription
was issued per quarter.
As these services do not appear in a standard remuneration catalogue for statutory
health insurance, osteopathic services were quoted with the amount remunerated by
most supplementary health insurance (Ersatzkassen) (Kraut et al., 2005).4
2. Prices of medical aids
Prices were established using price comparison sites on the internet on 6th./7th.
August 2013 (see Annex L). By searching systematically using keywords from the
medical aids specified by the volunteers, suitable minimum and maximum prices for
the medical aids were documented. As no insight into discount agreements between
health insurance companies and manufacturers of medical aids is possible, the prices
were approximated using current market price ranges. For this reason it may be
assumed that prices for medical aids have been over-estimated.

2

http://www.aok-gesundheitspartner.de/rla/heilberufe/vertraege/index.html (access on 26.07.2013)
3

http://www.vdek.com/vertragspartner/heilmittel/rahmenvertrag.html (access on 26.07.2013)
4

http://www.bv-osteopathie.de/de-kostenerstattung.html (access on 26.07.2013)
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3. Price of medication
Details of costs for medication were based on the report on medicine regulation of 2012
(Schwabe et al., 2012). For this, the defined daily dose of a medicine (DDD) was
established as an independent comparative figure. The DDD is defined as the
accepted average daily dose of a medicine taken by adults for the primary indication.
The average value of the DDD for the specified active ingredient was accepted. For
non-specific information (e.g “painkiller”), the DDD price of the medicine was used
which is most frequently prescribed (e.g stomach protection: Omeprazol, painkiller:
Ibuprofen). After determining the average values, they were multiplied by 365 days to
calculate the costs for annual treatment with this active ingredient.
Over the counter medication were priced using the pharmacy prices for the largest size
(N3) of the respective medication (Braun et al., 2009).
4. Costs for outpatient medical care
An approximation of costs was applied on the basis of the case values of the standard
benefit remuneration.
A maximum payment of four case values was accepted according to the frequency of
doctors’ visits per year. The average of the values of Nordrhein and WestfalenLippe
Medical Insurance Company was used, where available, as no classification of place
of residence was possible. Moreover, about 50% of those with statutory health
insurance in North RhineWestphalia were insured with Nordrhein medical insurance
company and 50% with Westfalen-Lippe medical insurance company, resulting in the
calculation of an unweighted average value6.

5 http://www.kvno.de/10praxis/30hnorarundrecht/10honorar/regelleistungsvolumen/ rlvarchiv/index.html

(access on 26.07.2013)
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Due to the lack of selectivity of specific medical services which fall both within the
framework of reimbursement by GKV (General Insurance Company) and within the
sphere of self-payment, in the case of information on medically comparable service,
the services of GKV have been used for cost estimates. The chiropractic therapy cost
block was equated with the osteopathy cost block in the GKV services catalogue. For
this process, the costs for a doctor’s visit are considerably underestimated according
to group of specialists.
Table 1: Services of alternative practitioners

Figure

Meaning

1

Detailed case history

2a

Homeopathic case history

2b

Complete examination of patient with
repertorisation

4

Detailed consultation (at least 10 mins, where
required incl. brief examination)

12.1

Qualitative urine test (test strip)

12.2

Quantitative urine test (e.g diabetes)

12.3

Urine examination - sediment

35.2

Osteopathic treatment of shoulder joint/spine

35.3

Osteopathic examination: wrist, ankle, hip, elbow

These points correspond to the minimum standard of a clinical visit to an alternative
practitioner. What is different from non-Thalidomide Survivors here is the proportion
using osteopathy. The Thalidomide impairment calculation is made in this way.
Alternative practitioner services were used according to the Code of Alternative
Practitioners.7 Numbers 1, 2, 4, 12.1, 12.2, 12.3, 35.2 and 35.3 were used to establish
prices (table 1). It was assumed that numbers 35.2 und 35.3 are only considered based
on a service need of at least seven visits per year and were calculated accordingly.
6

http://www.bmg.bund.de/krankenversicherung/zahlen-und-fakten-zur-krankenversicherung.html
(Access on 26.07.2013) 7
http://www.heilpraktiker.ac/pdf/Gebueh.pdf (access on 12.06.2013)
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5. Medical rehabilitation
Average costs per stay in rehab were established along the lines of the approach of
Prenzler et al. (2010).

From previous examinations, it is known that prices of stays in rehab are of
approximately the same level irrespective of the care provider (Krankenkasse (German
health insurance) or Deutsche Rentenversicherung (German pension insurance) –
DRV). Thus, costs were considered from the perspective of statutory pension
insurance. These were used with a top down projection from the statistics based on
routine data of 2011.8 The average costs of a stay in rehab were calculated in a similar
way to the approach according to Kraut et al., 2005. The total costs for normal services
as an inpatient for medical rehabilitation were divided by the number of normal services
for the calculation in order to obtain the average costs per hospitalisation. A similar
approach was taken for outpatient rehabilitation.
6. Hospitalisations
Average costs per hospitalisation were established from the perspective of GKV based
on the Z-Bax (Index of number base case values)9 (Prenzler et al., 2005). The Z-Bax
was taken as basis for the year 2011, as that was the year when the study began (see
Annex N).
Outpatient hospitalisation was evaluated with flat rates from the standard benefit
remuneration of the corresponding specialist group (see source of costs for outpatient
medical care).

8

http://www.deutsche-rentenversicherung.de/cae/servlet/contentblob/238782/publicationFile/
50129/statistikband_reha_2011.pdf (Access on 12.06.2013)
9

http://www.wido.de/fileadmin/wido/downloads/pdf_krankenhaus/Z-Bax/wido_kra_zbax_20130812.pdf
(Access on 11.09.2013)
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7. Psychological treatment recommendations
To establish costs of inpatient hospitalisation, initially the weighted average value of
the median of the duration of the stay was calculated in the different types of hospital
(general hospitals, psychiatric specialist hospitals) (see PSYCH barometer 2011).
Then, daily nursing charges were multiplied proportionately by the frequency of their
appearance10. Finally, the average value of the duration of the stay and the average
daily nursing charge were multiplied with each other, to obtain a total price according
to type of hospitalisation.
The outpatient services for psychotherapy and psychiatry were also evaluated with the
flat charge of the standard benefit remuneration (see (4). (Costs of outpatient medical
care).
Other treatment recommendations such as self-help groups, counselling and welfare
advice were not priced.
8. Somatic treatment recommendations
Due to differing levels of disability or somatic secondary disorders, it is not possible to
use a standardised scheme for physiotherapy, physical therapy or ergotherapy. For a
cost estimate, the assessor has defined an analogous value of a 30 minute massage
for the three specified forms of therapy. This value was taken from the catalogue of
remedy prices (1).
For drug therapy and reinforcement of pain therapy, medication including visits to pain
therapists was used according to the WHO step-by-step scheme for pain therapy stage
1 (drug-based pain therapy) and stage II (reinforcement of drug-based pain therapy),
and established in a similar way to the costs of outpatient medical care (4) and prices
of medicines (3). Acupuncture was priced as a general practitioner service according
to standard benefit remuneration, inpatient pain therapy and surgical procedures in a
similar way to the costs of a hospitalisation (6) and the prices for rehabilitation were
established as under (5).
10

http://www.gkv-spitzenverband.de/media/dokumente/presse/pressekonferenzen_gespraeche/
2012_2/121217_pepp/2012-12-12_PEPP-PG_Vortrag_Leber.pdf (Access on 07.10.2013) and internal data
of the GKV central association.
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SYNCHRONISATION OF DATA WITH THE COSTS OF MEDICAL CARE USING HEALTH
INSURANCE DATA (KRANKENKASSE)
In addition to asking about the need for medical care, health insurance data was
evaluated. Here we are trying to avoid the selection effects of the parallel survey study
carried out here (distortion through non-participation in the study).
An insured group “limb malformations“ was selected, for whom we tried to reproduce
the criterion of Thalidomide impairment. Selection was made using the following
criteria:
•
•

Age cohort of the years 1958-1961
Existence of an ICD diagnosis Q71 - Q74 and Q87.2

For the selection criteria used here, it may be that those insured in the group with
malformed limbs were also included here, where there is no Thalidomide impairment.
It is not possible to ascribe this unequivocally to Thalidomide impairment, as at the time
of data recording, there was still no specific ICD-10-code for Thalidomide impairment.
This was only introduced in 2013: Q86.80 (Thalidomide embryopathy).
In the following the specified “limb malformation” group was restricted to the years
1958-61, in a similar way i.e. the years of birth of the thalidomide group.
For the group selected, the health insurance service areas were recorded in relation to
cost for one year. The costs of the same health insurance age cohort were used as a
control group.
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For the evaluation, the cooperating health insurance company (AOK-Rheinland
Hamburg) was able to identify a total of 617 insured individuals from the insured area
it covers. According to year and gender, the group size was between 57 and 94 people.
In the health insurance company’s control group for all those insured of that age cohort,
there were around 150,000 insured individuals. More details can be found in the
chapter “Costs of medical care” (see page 116).
DATA MANAGEMENT AND STATISTICAL ANAYLSES

The data was evaluated using SPSS, Version 21. Descriptive analyses were carried
out. For the comparisons with SF-36, an average value comparison was carried out
using the t-Test.
The evaluation was not conducted on the basis of individuals, but as a pooled size
(sum of the quantities evaluated). On the one hand, the expenditure for people of the
same age and gender according to the risk structure compensation scheme was
contrasted using health insurance data, on the other hand, a comparison was drawn
with a group of individuals with malformed limbs (see the section on data
synchronisation with the costs of medical care based on health insurance data, P 40).
Data was then evaluated according to gender and impairment sample, and here
differentiation was made according to limb malformations (no dysmelia, double
impairment, quadruple impairment) and hearing impairment (no hearing impairment,
hearing impairment or significant hearing impairment).
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RESULTS
GROUP FORMATION USING CLINICAL CRITERIA

In the study, sub-groups were formed with regard to pattern of impairment (no
dysmelia, double impairment and quadruple impairment). The quadruple impairment
group (n=20) variously shows severe malformations (amelia, phocomelia or
radial/tibial anomalies) both of the upper and of the lower limbs. The double
impairment group (n=161) variously shows severe malformations of the upper limbs.
The sole example of hip dysplasia or hip dislocation was not considered as a
malformation of the lower limb. Thus, those with double impairment may also show hip
dysplasia or hip dislocation.

The proportion of those with deafness is 11.2% (18 out of 161 volunteers) or 10% (2
out of 20 volunteers) in the groups of those with double and quadruple impairment.
The proportion of volunteers without dysmelia is 39.4% (13 out of 33 volunteers) in
the group of those with deafness.

Facial changes are preponderant amongst volunteers without dysmelia (n=21). The
proportion of deafness is 61.9% in this group. The percentages of individual subgroups
may be seen in Table 2.
Table 2: Group formation using clinical criteria
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SOCIO-DEMOGRAPHIC CRITERIA

GENDER AND AGE
According to the conclusion of the investigations and plausibility monitoring, there are
202 datasets which may be evaluated. 87 (43.1%) of these volunteers are male and 115
(56.9%) are female. The predominantly female volunteers represent a certain selection
bias, as there is no gender preference in thalidomide embryopathy. Thus, the Swedish
group of thalidomide survivors consists of 88 people who were born between 1959 and
1963, of whom 43 are women and 45 are men (Strömland et al. 2002). Kruse and
colleagues (2012) also had a higher proportion of female volunteers in their study: within
the survey sample (n=870), the relationship of men to women was 48.5% to 51.5%,
within the interview sample (n=286) 46.5% to 53.4%. The average age of volunteers is
this study is 50.6 (SD = 1.01), where the age range is 48 to 54.
Figure 2 shows how the volunteers are distributed amongst the individual years of birth.
There is a cluster of thalidomide survivors in the year 1961. Lenz (1988) shows a similar
distribution sample.
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Year of birth
Figure 2: Distribution of volunteers according to individual years of birth (n=202)

THALIDOMIDE IMPAIRMENT POINTS AND COMPENSATION PAYMENTS

The Thalidomide impairment points represent the basis for compensation payments of
thalidomide survivors. The payments to thalidomide survivors are comprised of five
categories
•

One-off capital compensation
(minimum 1,278 Euros for one to five impairment points, maximum 12,782
Euros for more than 80 impairment points) (see Annex O, Table 1)

•

Lifetime monthly Thalidomide pension

•

Pension capitalisation

•

Specific needs

•

Annual special payment (since 2009)
(at least 460 Euros for ten or more impairment points and a maximum of 3,680
Euros for more than 80 impairment points) (see Annex O, see Table II)
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The thalidomide pension is a lifetime monthly payment which is paid by the
Thalidomide Foundation to disabled individuals. The level of the thalidomide pension
is according to the severity of physical impairment and physical dysfunction which has
resulted from this impairment. It starts with ten thalidomide impairment points and
increases in stages of five points (highest stage 95-100 impairment points).

The level of the monthly thalidomide pension was a minimum of 250 Euros and a
maximum of 1,127 Euros when the study began in October 2011. A schedule of
pension development from 2011 to 2013 can be found in Annex K.
There was then a further increase in thalidomide pensions to a minimum of 612 Euros
(10-14.99 impairment points) and a maximum of 6,912 Euros (95-100 impairment
points)11 retrospectively as of January 1st. 2013 as a result of the third amendment act
to the Thalidomide Foundation Act. By increasing the thalidomide pensions, it is to be
expected that the thalidomide impairment points for survivors will increase by more
than 45.00 points compared with the recorded data (see Fig. 3), as at the time of the
study, due to the capping of the Thalidomide pension at 45.00 points, there was no
incentive to seek recognition of impairment which would have led to a higher number
of points. As a result of the change in the law, this capping was lifted and it may be
assumed accordingly that a potential distortion of the Thalidomide impairment points
is revised downwards due to the direct monetary incentive.
In so far as the Thalidomide Foundation has resources according to § 11 Sentence 2
Nr. 1 ContStifG i.V. m. § 4 section 1 ContStifG, the Foundation makes an annual
special payment to thalidomide survivors eligible for benefits. The level of the special
payment is according to the severity of the physical impairment and the physical
dysfunction which has resulted from this impairment. The payment has been made on
01.03 of each year since 2011.12 the annual special payment increases by ten points
in stages of ten points and reaches its maximum at 80 impairment points (Annex O,
Table II).

Impairment points can be evaluated by 169 volunteers. The other 33 volunteers are
not able to provide any details of their impairment points. Figure 3 shows the
percentage distribution of volunteers with regard to the Thalidomide impairment points
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obtained. The largest proportion of volunteers (18.9%) show between 60 and 70 points,
followed by volunteers with 50 to 60 impairment points (15.4%).

11

http://www.contergan.de/671/files/20130723131425Richtlinien-Gewaehrung-LeistungenContergan.pdf (Access on 10.02.2014)
12

http://www.conterganstiftung.de/leistungen/leistungen_sonderzahlung.htm, (Access on 10.02.2014)
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Thalidomide impairment points
Figure 3: Distribution of volunteers by degree of Thalidomide impairment as points (n=169)

Figure 4 shows the distribution of impairment points divided according to male and
female volunteers. For men, the largest proportion have 60 to 70 points (22.6%), while
women are most frequently represented in the 30 to 40 point group (18%).

Points

Points

Points

Points

Points

Points

Points

Points

Points

Points

Thalidomide impairment points grouped according to gender
Figure 4: Relative proportion of female and male volunteers with regard to Thalidomide impairment points (n=202)
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If one considers the distribution of volunteers grouped according to organic pattern of
impairment to Thalidomide impairment points (cf. Figure 5), then it is apparent that
volunteers without dysmelia are most often represented in the group between 80 and
90 points due to facial disfigurement and more frequent deafness. The volunteers with
double impairment generally receive between 60 and 70 points. Volunteers with
quadruple impairment are more often in the 40 to 50 point group and e.g in the case
of additional facial impairment in the two highest groups (80 to 90 and 90 to 100 points).
This is due to the fact that facial impairment is assessed at a relatively high level in
compared to orthopaedic impairment.

Points

Points

Points

Points

Points

Points

Points

Points

Points

Points

Thalidomide impairment points grouped according to pattern of impairment
Figure 5: Relative proportion of volunteers grouped according to organic pattern of impairment with regard to
Thalidomid e impairment points (n=202)

In the case of volunteers with deafness or severe hearing impairment, the minimum
number of points is between 40 and 50 impairment points, and there is a cluster
between 80 and 90 points (cf. Figure 6).
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Thalidomide impairment points grouped according to hearing impairment
Figure 6: Relative proportion of volunteers grouped according to hearing impairment with regard to Thalidomide
impairment points (n=202).

RESIDENTIAL CIRCUMSTANCES
55 out of 202 volunteers (27,2%) state that they live alone. The micro census of the
German Federal Statistical Office (Statistisches Bundesamt) of 2011 specifies that
amongst the entire German population, 45% of all households consist of a married
couple and another 7% of cohabitees. Almost 42% consist of single person households
(living alone). Thus, amongst the volunteers, there are clearly fewer single households
compared to to the general population. The majority of volunteers (n=147; 72.8%) live
together with a partner, children or parents, within shared accommodation, in a care
home or in another residential setting. Figures 7 to 9 give an overview of the residential
circumstances of volunteers who do not live alone, grouped according to gender and
organic disorder. Multiple responses are possible.
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Figure 7: Percentage proportion of male and female volunteers in their respective residential circumstances (n=202, 266
responses)

With regard to residential circumstances, there is no relevant difference between the
male and female volunteers (cf. Figure 7). Over 60% of volunteers live together with a
partner.
With regard to grouping according to organic pattern of impairment, in all three groups
over 80% of volunteers who do not live alone live with a partner. It is apparent that the
proportion of volunteers living together with children in sub-groups of volunteers with
double and quadruple and impairments is clearly higher than in volunteers without
dysmelia (cf. Figure 8).
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Figure 8: Percentage proportion of volunteers in respective residential circumstances grouped according to organic
pattern of impairment (n=202, 266 statements)

With regard to deaf survivors who do not live alone, a larger proportion of these live
with their parents than in comparison with the group of non-hearing impaired Survivors.
The percentage of volunteers without hearing impairments who live with their children
is higher than that of volunteers with hearing impairments (cf. Figure 9).

Figure 9: Relative proportion of deaf / non-hearing impaired volunteers in the respective residential circumstances
(n=202, 266 responses)
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Moreover, 27.7% of volunteers specify that they live in accommodation equipped for the
disabled. For 27.7% of volunteers, the accommodation equipped for the disabled is
individually adapted. 19.3% of volunteers have other medical aids in their living
environment.
LEVEL OF EDUCATION
202 volunteers were recorded to have the highest level of educational qualifications. For
49.9% of all volunteers, the higher education entrance qualification (Hochschulreife) is
the most common educational qualification, followed by the school-leaving certificate
(mittlere Reife) (equivalent of GCSEs) for 8.9 % of volunteers. 35.1% of volunteers are
graduates and 29.9% have completed an apprenticeship or vocational training. Only
4.0% of volunteers have no school-leaving qualifications. Figures 10 to 12 indicate the
percentage proportion of volunteers with the respective educational qualifications,
grouped according to gender and organic pattern of impairment.

No educational lower secondary school-leaving apprenticeship
qualifications qualification
certificate
or training

A levels
education not yet
completed

graduates

Highest educational qualifications grouped according to gender
Figure 10: Percentage proportion of male and female volunteers with respective highest education qualifications
(n=202)
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In general, the female volunteers have a higher level of educational qualifications than
the male volunteers. Thus, more of them have A Levels and are graduates (cf. Figure
10).

No educational lower secondary school-leaving apprenticeship
qualifications
qualification
certificate
or training

A levels
education not yet
completed

graduates

Highest educational qualifications grouped according to pattern of impairment
Figure 11: Percentage proportion of volunteers with the respective highest educational qualifications, grouped according
to organic pattern of impairment (n=202)

In the sub-groups of organic pattern of impairment, it is apparent that volunteers with
quadruple impairment most frequently achieve a higher education entrance
qualification (cf. Figure 11).
It is apparent that volunteers without hearing impairments more often have A Levels
and are graduates. Amongst volunteers with hearing impairments, a lower secondary
qualification

(Hauptschlusabschluss)

or

intermediate

secondary

qualification

(Realschlusabschluss) is most common. Moreover, it is apparent that a larger
proportion of hearing impaired volunteers has no school-leaving qualifications (cf.
Figure 12).
It can be seen that Thalidomide Survivors have a higher level of education than the
general population. Higher level educational qualifications are over-represented, on
the other hand lower level educational qualifications are under-represented. In the
5055 age group, 26.9% have an advanced technical college educational qualification
(Fachhochschulreife) or higher entrance education qualification (Hochschulreife)
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(German Federal Office of Statistics, 2013), while in this survey 49.9% have an
advanced technical college educational qualification or higher entrance education
qualification, (those who have specified “graduate”, “university studies not yet
completed/interrupted”, “A Levels”). Moreover, it can be seen that the proportion of
people with graduate level qualifications is considerable higher than in the general
population in this age range (35.1% v 9.9%). The proportion of those who have no
educational school-leaving qualifications is similar in both groups. Only half as many
volunteers have specified a lower secondary school qualification than in the general
population.

No educational lower secondary school-leaving apprenticeship
qualification
certificate
or training

A levels
education not yet
completed

graduates

qualifications

Highest educational qualifications grouped according to hearing impairment
Figure 12: Percentage proportion of deaf / non-hearing impaired volunteers with regard to their respective educational
qualifications (n=202)

EMPLOYMENT AND INCOME
A high proportion of volunteers is employed at the time of recording (82.3% out of
n=198). The employment status differs little according to gender. Amongst men, 87%
are employed, while amongst women the figure is 79%. The employment status also
show no significant fluctuations according to pattern of impairment. 81% of volunteers
without dysmelia are employed, 82% with double impairment and 85% with quadruple
impairment (cf Figure 13). There is only a slightly lower rate of employment in the case
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of deaf Survivors or Survivors with severe hearing impairment. The rate of employment
for these was still 78%.

With regard to the duration of employment in recent years, it is apparent that in the case
of both men and women, 30 or more years of employment is the category most
frequently represented. On the other hand, a life of comparatively limited employment
(below ten years) is the category most infrequently represented. It is noteworthy that
only 52% of those questioned said they had required a disability-adapted workplace,
while 48% said that this had not been necessary (cf. Figure 14).

No

Yes

Employment grouped according to pattern of impairment

Figure 13: Status of employment grouped according to pattern of impairment
(n=202)
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Below ten years

10 to 19 years

20 to 29 years

30 or more years

Years of employment grouped according to gender
Fig. 14: Years of employment grouped according to gender (n=202)

The most common form of employment is salaried employee (39%), followed by
parttime employee (17%), minimally employed (15%) and civil servant (10%). On the
other hand, only 4% are occasionally or irregularly employed (cf Fig. 15). Multiple
responses are possible for this question, for which the combination of criteria specified
are employed/fully employed, employed / in part-time employment, civil servant / fully
employed, civil servant / in part-time employment and employed / in minimal
employment.
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Figure 15: Form of employment in percent (n=223 responses)

The household income of those questioned is most frequently between 1,000 and
2,000 Euros (33.5% of volunteers). Higher incomes of above 4,000 Euros per month
are earned by just 10% of volunteers. On the other hand, 18% of households have a
monthly income of below 1,000 Euros (cf Figure 16).
Income apart from the thalidomide pension is frequently derived from several sources.
Thus, 15% of volunteers specify wages and 7% income from independent activities.
15% refer to a pension for reduced earnings capacity, 6% a disability pension. On the
other hand, only 3% of volunteers live off basic income support financed by taxes. In
fact, 17% have further sources of income apart from the sample mentioned above.
Household income was defined as the monthly sum of money which is actually
available (net income). For this, the income of all persons living in the household was
considered. thalidomide pension, care allowances or the equivalent of assistance at
work was not considered for this.

under € 500
€ 999

€ 500 to
€ 1999

€ 1000 to
€ 2999

€ 2000 to
€ 3999

€ 3000 to

over € 4000

Income

Figure 16: Household income grouped per month, without Thalidomide pension and care assistance
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THALIDOMIDE PENSION, ANNUAL ONE-OFF PAYMENTS AND PENSION

In addition to employment, income is supplemented by thalidomide pensions, (see
section on thalidomide impairment points and compensation benefits) and annual
special payments. The majority of volunteers receive a monthly thalidomide pension
(according to their own information) of between 1,000 Euros and 1,500 Euros (cf.
Figure 17). The (additional) annual special payment (granting of benefits for specific
needs by the Thalidomide Foundation) most often amounts to between € 2,000 and €
3,000 (cf. Figure 17).

under € 500

€ 500 to € 999,99

€ 1000 to € 1500

Monthly Thalidomide pension
Figure17: Level of Thalidomide pension in Euros per month (2013 figures)

The thalidomide pension represented in Figure 17 is paid out depending on the level of
Thalidomide impairment points (see table in Annex K).
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under € 100

€ 1000 to € 1999,99

€ 2000 to € 2999,99

€ 3000 to € 4000

Annual single payment
Figure 18: Level of special payments in Euros per year

ORGANIC PATTERN OF IMPAIRMENT
PRIMARY IMPAIRMENT
The datasets of all 202 volunteers could be assessed with regard to the organic pattern
of impairment.
SKELATAL MALFORMATIONS
Amongst 161 of the volunteers examined (79.7%), the primary impairment was dysmelia
only extending to the upper limbs (double impairment), amongst 20 volunteers (9.9%),
there is dysmelia of the upper and lower limbs (quadruple impairment) (see Table 4).
Dysmelia extending only to the lower limbs does not exist within the context of
Thalidomide embryopathy (Willert & Henkel, 1968). 10.5% of volunteers (n=21) do not
have any dysmelia.
Within the group of volunteers with malformations of the upper limbs (double and
quadruple impairment), there is a preponderance of radial anomalies (64.4%) of
longitudinal pattern of impairment, 52.2% of which are related to a missing

thumb
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(aplasia of the thumb). Triphalangia of the thumb, i.e a first digit which has developed as
a long finger, exists in the case of 25 volunteers (12.4%) (cf. Table 4). In two cases, there
is a complete absence of arms (amelia), in 14 cases (6.9%) phocomelia, i.e the hand
remnant linked directly with the chest wall. In 13 out of 16 cases, the volunteers are
female with the most severe mutations of the upper limbs (amelia and phocomelia). In
the largest group of malformations of the upper limbs, radial anomalies, there is,
however, no gender-specific difference (men: 65.5%, women: 63.5%).

In the case of combined dysmelia of the upper and lower limbs (quadruple impairment,
n=20), there is one case of phocomelia and 19 cases (9.4%) of a radial anomaly. There
also do not appear to be any gender-specific differences in this small number of cases.

In 117 cases (57.9%), volunteers have dysplastic hip joints, there are 15 cases of hip
dislocation (7.4%). Malformations of the jaw exist for 44 volunteers (21.8%). Spine
abnormalities in terms of scoliosis exist for 139 volunteers (68.8%), followed by
spondylolisthesis as a result of spondylolysis (8.4%) and dysplasia of the sacrum (5%).
Abnormalities of the spine are found more frequently in female volunteers than in male
volunteers (see Table 3).
Table 3: Frequency of spine mutations with regard to gender

Gender

male (n=87)
No.of
cases

female (n =115)

Percent

No. of
cases

Percent

Scoliosis

56

64,4

83

72,2

Dysplasia of the sacrum

2

2,3

8

7,0

Spondylolysis, spondylolisthesis

6

6,9

11

9,6
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However, scoliosis is also more prevalent amongst females in the general population,
where the frequency is 2-4%. Five time more girls than boys are affected by scoliosis
requiring treatment (Pflugmacher & Koch, 2012.)
An

association

with

the

pattern

of

limb

impairment

(no

dysmelia/double

impairment/quadruple impairment) is shown in the proportion of volunteers with
scoliosis which increases with increasing limb impairment (no dysmelia: 61.9%; double
impairment: 67.1%, quadruple impairment 90.0%). This association does not,
however, exist for other spine abnormalities. The proportion of hip dysplasia is 33.3%
for Thalidomide Survivors without dysmelia (7 out of 21), 60.9% for double impairment
(98 out of 161) and 60.0% for quadruple impairment (12 out of 20). Moreover, hip
dislocation also exists in both groups with limb dysmelia (4.3% for double impairment,
40.0% for quadruple impairment).
Table 4: Primary impairment to the skeletal system in Thalidomide embryopathy (n=202)

Impairment

No. of cases

Percent

Malformations (dysmelia) of the upper limbs

181

89.6

Amelia

2

1.0

Phocomelia

14

6.9

Radial anomalies of the upper limbs

130

64.4

Aplasia of the thumb

106

52.5

Triphalangia of the thumb

25

12.4
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Table 4 (Cont.): Primary impairment in the skeletal system in Thalidomide embryopathy
(n=202)

Impairment

No. of cases

Percent

Malformations (dysmelia) also of lower limbs
Amelia

20

9,4

0

0

Phocomelia

1

0,5

Radial anomalies lower limbs

19

9,4

Dysplasia of the hip

117

57.9

Dislocation of the hip

15

7.4

Malformation of the jaw

44

21.8

Scoliosis

139

68.8

17

8.4

Dysplasia of the sacrum

10

5.0

Dwarfism

20

9.9

Spondylolysis/Spondylolisthesis

COMPARISON DATA WITH OTHER THALIDOMIDE DAMAGE INVESTIGATIONS
To examine the representative nature of the data collected from thalidomide Survivors
born, or currently residing in, North Rhine-Westphalia, Germany, a letter of enquiry
was sent on 02.05.2013 to the Conterganstiftung für behinderte Menschen [Contergan
Foundation for People with Disabilities] asking for information on age patterns, gender
distribution, level of education, patterns of damage, retirement grade and distribution
of thalidomide Survivors into individual thalidomide damage point groups.
Unfortunately, this data was not provided by the Conterganstiftung for survey and data
protection reasons. Therefore, a comparison has been made between thalidomide
damage information collected in this study and data collected in 1991 by Marquardt
from all over Germany from 2,540 thalidomide Survivors (Marquardt, 1994).

62
Table 5: Distribution of skeletal abnormalities in our own investigation compared with data collected from all over Germany
by Marquardt in 1991.

Pattern of damage

Marquardt
1991 n=2540

Own
investigation
n=202

Limb damage (participant with double and quadruple limb damage)
of which:

89.8%

89.6%

-

80.5%
5.1%

79.7%
1.0%

26.6%

9.9%

upper extremities (Survivor with double limb damage)
amelia of the upper extremities

-

upper and lower extremities

0%
(survivor with quadruple limb damage) amelia of the
lower extremities
-

Hip dysplasia
consequential damage

Vertebral column

0.04%

53.6%
81.1%

57.9%
68.8%

Scoliosis and developmental disorders of the vertebral column
Spondylolysis/spondylolisthesis
Dysplasia of the sacroiliac joint

4.3%
6.7%

8.4 %
5.0%

-

Dysplasia of the jawbone

15.1%

21.8%

-

Dwarfism

3.6%

9.9%

It is clear that the percentage of limb damage in Marquardt's sampling collective is
virtually equivalent to that in this study (89.8% versus 89.6%). However, in the
Germany-wide sample collected by Marquardt, the percentage of Survivors with
fourlimb damage is clearly higher at 26.6% than in the survey sample presented here
from North Rhine-Westphalia (9.9%). This could indicate a selection bias, i.e. less fourlimb damaged participants from North Rhine-Westphalia took part in the presented
voluntary survey. However, in the hip dysplasia group
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categorised by Marquardt as consequential damage, another similar percentage can
be found (53.6% versus 57.9%). The percentage of damages to the vertebral column
was slightly higher in Marquardt's sample, however this included scoliosis and
developmental disorders of the vertebral column (see table 5).
As a different classification into focus groups was conducted in the study performed
throughout Germany by Kruse et. al. 2012 compared to that conducted in Marquardt's
investigation (1991) and to that conducted in the current survey, data on patterns of
damage in the Kruse study can only be compared to a limited extent. The information
was also supplied by the participants themselves by ticking the relevant damages on
a questionnaire. 88.7% of the thalidomide survivors recorded by Kruse et. al. (2012)
were affected by damage to the upper extremities, 10.5% by phocomelia of the upper
extremities and 4.9% by amelia of the upper extremities. The percentage of Survivors
with damage to the lower extremities and hips was indicated as 59.9%. Phocomelia
and amelia of the lower extremities existed in another 1.8%. The percentage of
participants with spinal defects was 91.7% and was therefore clearly higher than in our
own survey and in Marquardt's investigations.

NON-SKELETAL ABNORMALITIES
In the 57 participants with eye damage, two cases of blindness exist (1% of the total
sample). Another 18 participants (8.9%) suffer from visual impairments. 49 participants
(24.3%) suffer from ophthalmoplegia, and 23 participants (11.4%) from limitation of
eyelid closure (see table 6).
33 participants (16.3%) suffer from deafness, whereby this affects 18.6% of the male
and 14.9% of the female participants. Figure 19 shows the distribution as a percentage
of hearing impairments in the sub-groups of different degrees of dysmelia. In the
participant group without dysmelia (n=21), 13 participants are deaf (61.9%), and the
remainder have hearing impairments. In the group of Survivors with double limb
damage (n=161), the percentage of deaf Survivors is 11.2% and Survivors with hearing
impairments is 16.1%. In the group of Survivors with quadruple limb damage (n=20),
10.0% are deaf and 10.0% have hearing impairments.
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In the total sample, 16.8% of all participants exhibit defects of the auricle, and 30.7%
suffer from narrowing of the ear canal. 51 participants (25.2%) have a flat nose.
Table 6: Birth defects affecting the sensory organs in cases of thalidomide embryopathy (n=202)

Damage

Number of
cases

Percent

Blindness

2

1.0

Visual impairment

18

8.9

Ophthalmoplegia

49

24.3

Limitation of eyelid closure

23

11.4

Deafness

33

16.3

Hearing impairment

36

17.8

Defect of the auricle

34

16.8

Narrowing of the ear canal

62

30.7

Flat nose

51

25.2

Cleft palate

1

0.5
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No dysmelia

Double limb damage

Quadruple limb damage

Pattern of damage grouped according to hearing impairment

Figure 19: Relative frequency of hearing impairments in participants grouped according to type of dysmelia (n=202).

In table 7, the distribution of abnormalities of the sensory organs in Marquardt's
investigation is compared with the survey presented here. Here, similar percentages
of eye abnormalities are found (total birth defects affecting the eyes: 50.3% versus
45.6%). Defects of the auricle were indicated slightly more often by Marquardt at
26.6%, but the percentage of deaf Survivors in the presented survey is slightly higher
(10.3% versus 16.3%). In Marquardt's survey, the percentage of Survivors with hearing
impairments is 24.7% and in the sample investigated here, 17.8%. Of particular note
is the clearly higher percentage of Survivors with flat noses in the survey presented
(1.7% versus 25.2%).
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Table 7: Distribution of abnormalities of the sensory organs in our own investigation compared to Marquardt's
investigations (1991)

Pattern of damage

Marquardt
n=2540

Own

Visual impairment and blindness

3.8%

9.9%

Ophthalmoplegia

39.4%

24.3%

Limitation of eyelid closure

7.1%

11.4%

Defect of the auricle

26.6%

16.8%

Deafness

10.3%

16.3%

Hearing impairment

24.7%

17.8%

Flat nose

1.7%

25.2%

Cleft palate

0.9%

0.5%

investigat
ion n=202

In their investigation (2012), Kruse et al. report a similar percentage of mainly visually
impaired and blind test subjects (35.1%). However, at 5.4%, the percentage of deaf
survivors is clearly lower than in the survey presented here and in Marquardt's survey.
In the investigation submitted here, facial changes such as damage to the eyes and
ears, facial paralysis and paralysis of the soft palate were found more frequently in
cases without associated extremity deformations. The same applies to dysplasia of the
jawbone (cf. table 8). An exception to this is flat nose.
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Table 8: Facial changes depending on an extremity deformation with percentages relative to the respective pattern of
damage

double limb

quadruple

damage

limb damage

(n=161)

(n=20)

no dysmelia
(n=21)

Visual impairment

5

(23.8%)

10

(6.3%)

3

(15.0%)

Ophthalmoplegia

19

(90.5%)

26

(16.1%)

4

(20.0%)

Limitation of eyelid closure

12

(57.1%)

9

(5.6%)

2

(10.0%)

Defect of the auricle

19

(90.5%)

13

(8.1%)

2

(10.0%)

Hearing impairment

8

(38.1%)

26

(16.1%)

2

(10.0%)

Deafness

13

(61.9%)

18

(11.2%)

2

(10.0%)

Flat nose

2

39

(24.2%)

10

(50.0%)

Facial paralysis

17

(81.0%)

11

(6.8%)

2

(10.0%)

Paralysis of the soft palate

7

(33.3%)

4

(2.5%)

Dysplasia of the jawbone

11

(52.4%)

29

(18.0%)

(9.5%)

0

3

(0%)

(15.0%)
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With the neurological changes in the facial area, facial paralysis dominates in the
survey presented with 14.9% (n=30 participants). Paralysis of the soft palate is found
in eleven participants (5.4%) and brain damage in five cases (2.5%).
Table 9: Neurological birth defects in cases of thalidomide embryopathy (n=202)

Damage

Number of
cases

Percent

Brain damage

5

2.5

Facial paralysis

30

14.9

Paralysis of the soft palate

11

5.4

In Marquardt's survey, neurological damage is represented at a slightly higher rate:
brain damage 5%, facial paralysis 19.2% and paralysis of the soft palate 7.6% (cf. table
10). Kruse et al. included facial paralysis and paralysis of the soft palate in their
investigation with damage in the head area and of sensory organs (35.4%). No
information is provided about brain damage.
Table 10: Neurological abnormalities in our own investigation compared to Marquardt's investigations (1991)

Pattern of damage

Marquardt
n=2540

Own

5.0%

2.5%

Facial paralysis

19.2%

14.9%

Paralysis of the soft palate

7.6%

5.4%

investigation
n=202

Brain damage
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102 participants (50.5%) exhibit birth defects in internal organs which most often
includes kidney defects (19.3%) (cf. table 11). Weicker (1967) found kidney defects in
25% of surviving children with thalidomide embryopathy. This included unilateral renal
agenesis, horseshoe kidney, pelvic kidney, renal rotation abnormalities and double
renal pelvis and ureter (Lenz 1994).
Table 11: Birth defects affecting the internal organs in cases of thalidomide embryopathy (n=202)

Damage

Number of
cases

Percent

Heart defect

21

10.4

Malformation of the bowels

15

7.4

Gall bladder absence

13

6.4

Kidney defects

39

19.3

Hernia

24

11.9

Abnormalities in internal organs are all represented slightly more often in the present
survey than in Marquardt's investigations. This particularly applies to kidney defects
(see table 12). An explanation for this could be that, in many cases, lower grade
abnormalities in the internal organs without noticeable functional restrictions were only
discovered at a late stage or have only just been discovered now as part of the present
study. In 1994, Lenz reported 9.2% recognised kidney deformations in 2,864 of the
cases with thalidomide recognised by the Conterganstiftung.
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Table 12: Distribution of abnormalities in the internal organs in our own investigation compared to Marquardt's
investigations (1991)

Pattern of damage

Marquardt
n=2540

Own

Heart defect

7.6%

10.4%

Malformation of the bowels

6.0%

7.4%

Gall bladder absence

0.8%

6.4%

Kidney defects

6.4%

19.3%

Hernia

5.7%

11.9%

investigation
n=202

With regard to birth defects in the sexual organs, 8 out of 115 female participants (7%)
exhibit a deformation of the uterus and/or vagina. Hypospadias was found in 2 out of
87 male participants (cf. table 13). Almost a third of thalidomide affected males were
found to have undescended testes during childhood. Marquardt noted a total of 100
vaginal and uterine abnormalities in his total sample of 2540 thalidomide survivors.
However, because there was no division by gender no percentages can be specified.
Out of the cases of male sex organ abnormalities, there were six affecting the penis or
scrotum and 298 with undescended testes.
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Table 13: Birth defects affecting the sexual organs in cases of thalidomide embryopathy (n=115 women, 87 men)

Damage

Number of
cases

Percent

Abnormality of the uterus and/or vagina (n=115)

8

7.0

Hypospadias (n=87)

2

2.3

Undescended testes (n=87)

29

32.5

CONSQUENTIAL DAMAGE
68 participants (33.7%) indicate increased tooth wear. As expected, this is significantly
more frequent in participants with extremity deformations (36% in Survivors with double
limb damage, 35.9% in Survivors with quadruple limb damage) than in thalidomide
Survivors without dysmelia (14.3%).
From the types of pain specified, neck pain (80.7%) dominates over back ache
(78.2%). In cases of pain in the extremities, shoulder pain (64.4%) is specified more
regularly than knee pain (53.5%) and hip pain (47.0%) (cf. table 14). Headaches are
predominant in the group of thalidomide survivors without dysmelia and with facial
changes (61.9% versus 36.6% in cases with double (upper) limb damage and 40.0%
in victims with quadruple limb damage). As expected, there was a higher percentage
of shoulder pain in participants with upper limb damage (63.9%) and those with
quadruple limb damage, (80.0%), however shoulder pain was also noted in 52.4% of
thalidomide survivors with normal limbs.
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Table 14: Pain in thalidomide Survivors (participants' own information)

Localisation

Number of
cases

Percent

Head

79

39.1

Neck

163

80.7

Back (thoracic spine)

64

31.7

Small of the back (lumbar spine)

158

78.2

Shoulder

130

64.4

Elbow

32

15.8

Wrist

55

27.2

Hand

70

34.7

Hip

95

47.0

Knee

108

53.5

Ankle

21

10.4

Foot

22

10.9

In the clinical investigation of the vertebral column, movement restrictions in the
cervical spine (36.6%) dominate over those in the thoracic/lumbar spine (22.3%). In
the localisations of movement restrictions of extremities, hand (70.8%) dominates over
shoulder (62.4%) (see table 15), whereby these movement restrictions are mainly due
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to birth defects. Movement restrictions in the hip joint occur in 26.2% and in the knee
joint in 8.9% of participants.
Table 15: Movement restrictions in thalidomide Survivors (n=202) (clinical examination)

Localisation

Number of
cases

Percent

Cervical spine

74

36.6

Thoracic spine/lumbar spine

45

22.3

Shoulder

126

62.4

Elbow

101

50.0

Hand

143

70.8

Hip

53

26.2

Knee

18

8.9

Ankle

16

7.9

Foot

8

4.0
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In particular, the paracervical muscles (65.8%) and the Trapezius muscle (76.7%) (cf.
table 16) are affected by muscular inbalances with painful, hypertonic muscle sections.
Table 16: Painful, hypertonic muscle sections in thalidomide Survivors (n=202) (clinical examination)

Localisation

Number of
cases

Percent

paracervical muscles

133

65.8

trapezius muscle

155

76.7

parathoracic muscles

80

39.6

paralumbar

72

35.6

Degenerative changes occur in the area of the cervical spine in 23.3%, and in the
lumbar spine in 21.3% of participants. In joints with degenerative changes, the hip joint
(16.8%) is most frequently affected, followed by the knee (14.4%) and shoulder joint
(7.4%).

ACCOMPANYING DISEASES
All of the 202 participants were asked in a questionnaire for thalidomide Survivors (see
annex B) about other accompanying illnesses diagnosed by a doctor. In their answers,
162 participants provided information. This is voluntary information. Figure 20 provides
an overview of the frequency of each type of illness mentioned. Diseases of the
digestive system (43.1%), of the musculoskeletal system and connective tissue
(27.7%), of the cardiovascular and circulatory system (27.7%) and endocrinal
nutritional and metabolic diseases (17.8%) were most frequently mentioned.
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Figure 20: Information about accompanying diseases, ICD-10 disease groups (n=202)

PAIN EXPERIENCE

PAINDETECT-QUESTIONNAIRE ON PAIN
Below are the results of the painDETECT questionnaire (see annex E). Here, findings
of neuropathic pain, pain intensity, pain patterns and pain quality were measured.
There is nociceptive pain with warning function up to a value of 12 points. Starting from
the value of 13, the statement is considered to be ambiguous. However, a neuropathic
pain component can be present. Starting from 19 points, a neuropathic pain
component is likely. On average, a pain score of 12.78 points (SD = 6.93) will be
achieved (n=171 analyzable questionnaires, n=31 not completely analyzable
questionnaires due to the lack of data).
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Here, 72.0% of the respondents feel radiating pain. 23.0% of respondents describe their
pain as persistent pain with slight fluctuations, 25.1% as continuous pain with pain
attacks. 37.3% of the respondents describe pain attacks with intermediate analgesia,
14.4% with pain even between attacks.

neuropathic component
improbable

uncertain

neuropathic component
probable

painDETECT score grouped according to Pattern of Damage
Figure 21: Percentage of respondents with and without dysmelia who suffer with low, uncertain/medium or high probability from a
neuropathic pain component (n = 171)

Figure 21 shows the relative frequencies of the probable or improbable existence of
neuropathic pain for the sub-groups of respondents with double damages, quadruple
damage and without dysmelia. In Figure 22, a distinction is made between respondents
with deafness and without hearing impairment. Here, it can be seen that in all three
sub-groups with and respectively without dysmelia approximately 50% of the
respondents feature a nociceptive pain (neuropathic pain improbable). Comparing the
sub-groups, a neuropathic pain component is most likely to be found on respondents
withouth dysmelia, followed by respondents with quadruple damage. In terms of pain
experience, the sub-group of hearing-impaired respondents does not significantly differ
from the respondents without hearing impairment (figure 22).

77

Ohayon and Stengl interviewed (2012) a German norm representative sample for
normative comparison (n=3011 respondents) and found in 1.9% acute (nociceptive)
pain (pain duration <3 months) and in 24.9% chronic pain (pain duration ≥ 3 months). In
the age cohort of 45 to 54 years, those divided into 20.4% with non-neuropathic chronic
pain and 8.2% with neuropathic chronic pain.

Thus, all studied sub-groups of thalidomide survivors (double/quadruple damage/no
dysmelia, deafness/no hearing impairment) showed a significantly higher proportion of
neuropathically chronic pain than the general population in the corresponding age
cohort.

neuropathic component
improbable

uncertain

neuropathic component
probable

painDETECT score grouped according to hearing impairment

Figure 22: Percentage of respondents with and without hearing impairment who suffer with low, uncertain/medium or
high probability from a neuropathic pain component (n = 171)
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MAINZ STAGE MODLE OF PAIN CHRONICITY (MAINZER STADIENMODEL L DER
SCHMERZCHRONIFIZIERUNG – MPSS)
The Mainz Stage Model of Pain Chronicity is analysable on 191 respondents.
Figure 23 shows the distribution of the groups with damages across the single stadia of pain
chronicity.

Stage I

Stage II

Stage III

MPSS stage
Figure 23: Distribution of damage groups by the stages of chronic pain

Figure 24 shows the percentage of respondents being in the respective stages on
measuring time (see also Appendix D). As to pain progression (temporal duration of
pain) and pain localization (spatial aspects of pain: one, two painful body regions, many
painful body regions, respective whole-body pain) a major part of the respondents can
be found in stages II and III. In terms of medication, Stage I dominated among
respondents in terms of medication, whereas most respondents are attributable to
stages I and II when using health care.
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Figure 24: Pain and use of medication amongst respondents in the respective stages according to Gerbershagen (n=191) (see also
Appendix D).

SUMMARY AND CONCLUSIONS

Almost 90% of participants examined show dysmelia which exactly matches the
nationwide data collected by Marquardt in 1991. In the study presented here, among
the loss of limbs dysmelia of the upper extremities (double damaged persons) prevail
with 80.5%. Compared to the data of Marquardt, the percentage of injured quadruple
damaged persons, i. e. respondents with malformations of upper and lower extremities
is smaller with 10% against 26.6%. We found comparable incidence of initial damages
in both studies including those with dysmelia.
By now, more than 50 years after the withdrawal of Contergan (Thalidomide), painful
consequential damages dominate the condition of thalidomide Survivors. 62.4% of the
respondents already have a pain chronicity of the entire stages II and III according to
Gerbershagen. Based on the painDETECT questionnaire about 50% of the
respondents have nociceptive pain. The remaining 50% have pain with a possible or
probable neuropathic component already, which also indicates a high degree of
chronicity. Among consequential damages of the respondents, neck pain prevails with
over 80% followed by pain in the back in 78% of the cases. If there is pain in the
extremities, the most frequent indicated pains are shoulder pain (64.5%) ahead of knee
pain (54.3%) and hip pain (47%).
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Movement restrictions of the cervical spine can be found on 36.5% of respondents, of
the thoracic/lumbar on 22.5%. Movement restrictions of the upper extremities prevail,
whereas initial and painful consequential damages coincide here. In 83% of the cases
there are restricted movement of the shoulders, in 50.5% of the elbows, in 71.5% of
the hands. 25.5% of the respondents show restricted movement of the hips.

QUALITY OF LIFE

SF-36 QUESTIONNAIRE ON STATE HEALTH
The SF-36 measures the health-related quality of life in eight dimensions by means of
36 items. The results can be interpreted as two total scores (physical vs. mental quality
of life) and be evaluated separately in eight dimensions (subscales) (cf. methodology,
p. 25).
A total of 186 questionnaires were analyzable (92% of all respondents), as the SF-36
allows some missing information. 16 questionnaires, however, were below limit of
tolerance. The physical sum scores for all respondents is 29,6+13,4 (MW+SD) being
significantly lower (p = .000) if compared to the German, age-adjusted representative
sample for normative comparison (49,2+8,2). The mental sum scores of 47,8+14,6 is
also significantly lower (p = .014) than the one of the general population (50,5+8,8).
Thus, the total random sample of thalidomide Survivors shows a significantly reduced
quality of life compared with the same general population in both, the physical and
mental sum score, whereas the differences of mean value are particularly prevalent in
physical health.

The sum scores for physical and mental health were also examined for three
subgroups according to the organic damage patterns (without dysmelia (n=21), dual
(n=161) quadruple damage (n=20)). In addition, the sum scores were compared
separately in view of presence or non-presence of a severe auditory defect or complete
deafness (n=33 vs. n=169).

The total score for the physical quality of life in all three sub-groups of the organic damage
pattern is significantly worse than in the general population. This applies to
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respondents with damages to the upper and lower extremities (p = .000) as well as for
respondents with dysmelia of the upper extremities (p = .000) and for respondents without
dysmelia (p = .015).

The sum score for mental health for respondents with double damage (p = .046) and for
respondents without dysmelia (p = .005) is significantly worse than in the general
population. By contrast, respondents with quadruple damage experience their overall
mental health not significantly worse (p = .183). Maybe the number of respondents with
quadruple damage was too small in comparison to the number of respondents with
doubly injury to secure a significant difference when looking at comparable mean values
with regards to the general population. By contrast, the psychic burden of respondents
without dysmelia is so much higher if compared with the general population that despite
a comparatively small group size being comparable to the group of quadruple damaged
respondents, a significant difference could be observed.

Respondents without hearing impairment judge both their physical and their mental
health significantly worse than the general population (p = .000 and p = .043). In
contrast, deaf respondents or those with pronounced hearing impairment indeed
experience their global physical health condition as significantly worse (p = .000). They
rate the overall mental quality of life, however, significantly worse (p = .126).

In addition to the inductive analysis of the sum scores, a descriptive analysis of the eight
dimensions (subscales) of the SF-36 was performed. Figure 25 illustrates the mean
values (including standard deviation) of participating thalidomide Survivors for the
individual subscales in comparison to the comparable age cohort of the general
population. The mean values of all subscales of thalidomide Survivors are in part
significantly below those of the general population, whereas the often big standard
deviation suggests considerable inter-individual differences. In the area of physical
functioning, physical role function and pain there are particularly pronounced
differences from the general population.
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Figure 25: Mean values of the respondents compared with the representative sample for normative comparison in the 8 subscales of
SF-36. (n=186). The error bars represent standard deviation

Figure 26 shows the mean values with standard deviation of the sub-scales separated
according to the organic damage pattern in question (without dysmelia, with double or
quadruple damage). Again, the mostly large standard deviation indicates considerable
interindividual differences.

In both subgroups, all mean values are below those of the general population, with the most
obvious differences of mean values in the area of physical functioning, physical role function,
pain, general health perception and social functioning (see figure 26).

The most significant disparities between the subgroups of organic damage patterns remain
in the areas of physical functioning and the physical and emotional role function. Particularly
the respondents with quadruple damage rate the physical functions significantly worse than
respondents with double damage or respondents without dysmelia. In terms of social role
function, there is an inverse correlation; here the very respondents without dysmalia indicate
a limited role function. This might be due to detectable injuries of face or skull which had a
negative impact on social interactions (see figure 26).
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Figure 26: Mean values of the respondents compared with the representative sample for normative comparison in the 8 subscales of
SF-36 according to pattern of damage. The error bars represent standard deviation (n=186)

Figure 27 shows the mean values with standard deviation of the sub-scales separated for
respondents with and without hearing impairment. Again, the mostly large standard deviation
of this analysis indicates considerable inter-individual differences.
The mean values of both subgroups are partly well below those of the general population,
with the biggest differences of mean values in the area of physical functioning, physical role
function, pain, general health perception, social functioning and emotional role function.
Psychological well-being shows the slightest difference (see figure 27) compared to the general
population.
Discrepancies between the subgroups "no deafness" vs. "deafness or pronounced hearing
impairment" exist in physical functioning or role function and to the extent of pains that
respondents without hearing impairment perceive negatively (see figure 27). This is probably
due to the fact that deaf respondents or those with pronounced hearing impairment have, in
relative terms, less often quadruple or double damage. The differences in the other
dimensions of SF-36 are low.
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Figure 27: Mean values of the respondents compared with the representative sample for normative comparison in the 8 subscales of
SF-36 for respondents with and without hearing impairment. The error bars represent standard deviation (n=186)

EUROQOL HEALTH QUESTIONNAIRE ON QUALITY OF LIFE
An expanded version with two additional questions of the EuroQol health questionnaire
(EQ5D, 2004) was used in addition to SF-36. As SF-36, EQ-5D measures health-related
quality of life, but the number of items is limited to 5 (mobility, take care of oneself, everyday
activities, pains/physical complaints, anxiety/depression). The two questions that were added
by the team taking care of this study address specific issues of thalidomide Survivors, such
as problems with medical care or with long-term consequences of thalidomide which are not
covered by SF-36 (see methodology, p. 25).
In total there were 167 analyzable questionnaires (82.7% of all respondents), but in part not
all items could be evaluated. The results for the items "mobility", "take care of oneself,
everyday activities” and “pains/physical complaints" were accordant with the relevant
subscales of SF-36, which is why they will not be discussed in detail at this point. Instead,
the subsequent presentation of results is focused on the three items which form contentbased
added value:
•
•
•

anxiety/depressiveness (as data on specific psychological symptoms)
problems with medical care
problems with long-term consequences of thalidomide

The presentation of results will be done similar to the SF-36, meaning consistently for the
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entire group, separated according to organic damage pattern and existence vs. nonexistence of
severe hearing impairment.

Figure 28 shows an overview of the distribution of severity of anxiety/depression covering all
respondents with measurable questionnaire (n = 161). 53.4% of the respondents describe
themselves as anxious/depressed, 41.6% are "moderately anxious/depressed", and 5.6%
are "extremely anxious/depressed". The fact that 46.6% of of the respondents experience
themselves as moderately depressed/anxious is evidence for relatively pronounced
psychological stress, consistent with the findings of the psychological dimensions of SF-36.

not anxious or depressed

moderately anxious or depressed

extremely anxious or depressed

Anxiety / Depressiveness
Figure 28: anxiety/depressiveness - comprehensive overview (n=161)

Figure 29 shows the distribution of the variable "anxiety / depressiveness" separated
according to the organic damage pattern, i. e. respondents without dysmelia vs. respondents
with double damage vs. respondents with quadruple damage. Here, the principal result is
that respondents without dysmelia feel significantly more likely "extremely anxious /
depressed" (17.6% vs. 3.8% of the double-damaged). By analogy with the SF-36 results, this
refers to the particular importance of face damages for mental condition.
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Not anxious or depressed

moderately anxious or depressed

extremely anxious or depressed

Anxiety / Depressiveness
Figure 29: Anxiety/depressiveness, separated according to pattern of damage (n=161)

Figure 30 shows the distribution of the variable "anxiety / depressiveness" separated
according to existence vs. non-existence of hearing impairment. The finding that this analysis
does not show any marked difference suggests that this feature alone does not lead to
particularly high mental stress. This is also consistent with the results found for SF-36.

not anxious or depressed

moderately anxious or depressed

extremely anxious or depressed

Anxiety / Depressiveness
Figure 30: Anxiety/Depressiveness separated according to hearing impairment (n=161)
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Figure 31 shows the results for the item "problems with thalidomide long-term
consequences" for all respondents with valid questionnaire (n = 152). Only 4.6% of the
respondents stated that they have no problems with long-term consequences of thalidomide,
69.1% stated that they have "some problems", and 26.4% said they have "extreme
problems". Thus, 95.4% of the respondents indicated at least some problems with longterm
consequences of thalidomide characterizing the specific stress of thalidomide Survivors
about 50 years after birth. Again, this finding is clinically plausible and consistent with the
corresponding results of SF-36.

no problems with long-term
consequences of thalidomide

some problems with long-term
consequences of thalidomide

extreme problems with long-term
consequences of thalidomide

Long-term consequences of thalidomide
Figure 31: Long-term consequences of thalidomide – comprehensive overview (n=152)

Figure 32 shows the results regarding the same item separated according to organic patterns
of damage of respondents. Here, especially the linear increase of the perception of "extreme
problems with long-term consequences of thalidomide" of respondents without dysmelia
(17.6%) in comparison to those with double damage (28.8%) and quadruple damage (40.0%)
are striking. This finding is clinically plausible and congruent with the corresponding results
in SF-36.
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no problems with long-term
consequences of thalidomide

some problems with long-term
consequences of thalidomide

extreme problems with long-term
consequences of thalidomide

Long-term consequences of thalidomide
Figure 32: Long-term consequences of thalidomide separated according to pattern of damage (n=152)

Figure 33 shows that "extreme problems with long-term consequences of thalidomide" are
about equally dispersed among respondents with and without pronounced hearing
impairment (26.0% vs. 28.0%). But again, the statement of 96.9% of respondents without
auditory defect and 88.0% of respondents with pronounced auditory defect to have at least
some problems with long-term consequences of thalidomide displays a significant need for
medical supply.

no problems with long-term
some problems with long-term
extreme problems with long-term
thalidomide
consequences of thalidomide
consequences of thalidomide
Long-term consequences of thalidomide

consequences of
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Figure 33: Long-term consequences of thalidomide separated according to hearing impairment (n=152)

Figure 34 shows the results for item "problems with medical supply" based on 157
respondents with valid questionnaires. 35.7% of respondents indicate "No problems with
medical care", 55.4% "some problems", and 8.9% "extreme problems" on. Thus, 64.3% of all
respondents stated that they have at least “some” problems with medical care which indicates
a substantial, unmet need for health care.

no problems with medical care

some problems with medical care extreme problems with medical care

medical care
Figure 34: Medical care – comprehensive overview (n=157)

Figure 35 shows that particularly respondents with quadruple damage indicate "extreme
problems with medical care" (26.7% vs. 7.1% for double damage respective 7.1% on
respondents without dysmelia). This underlines a particularly high unmet need for health care
especially in this group. On the other hand, 38.1% of respondents with double damage and
31.3% of respondents without dysmelia indicate to have "no problems with medical care"
which underlines the need for improvement of supply for all sub-groups.
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no problems with medical care

some problems with medical care

extreme problems with medical care

medical care
Figure 35: Medical care separated according to pattern of damage (n=157)

Figure 36 shows that differences with regards to perceived problems with medical care can
be displayed in groups separated according to the characteristic “existence of auditory
defect”, too, albeit to a lesser extent, 65.9% of respondents with largely intact hearing claim
to have at least "some problems" with medical care. Even though deaf respondents or
respondents with pronounced hearing impairment indicate this with 56.0%, 44.0% have "no
problem" with it. This finding is probably due to the fact that there is a higher proportion of
respondents with dysmelia in the group of respondents without auditory defect suffering more
severely from long-term consequences of thalidomide.
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no problems with medical care

some problems with medical care

extreme problems with medical care

medical care

Figure 36: Medical care separated according to hearing impairment (n=157)

SUMMARY AND CONCULUSIONS
In SF-36, health-related quality of life of persons with thalidomide damages were almost
consistently worse than in the general population with comparable age. All groups of
damaged people experienced the physical quality of life being significantly worse. The mental
quality of life is in particular significantly worse among respondents with double damage and
and damages to the facial skeleton. The findings suggest a serious strain on health
comparable to that caused by other chronic physical diseases such as of coronary heart
disease (Ladwig et al., 2013).

In EQ-5D, almost half of the thalidomide Survivors describe themselves as at least moderately
depressed or anxious. An average of 5% experience themselves to be extremely depressed
or anxious, particularly affecting those respondents with lesions of the face (18%). The other
items of EQ-5D (i. e. mobility, take care of oneself, everyday activities, pains or physical
disorders) indicate similar results to SF-36.

Thus, about 50 years after birth, health-related quality of life of thalidomide Survivors with
regards to physical and mental aspects is represented far below average. The results obtained
in this study are consistent with the current, nationwide thalidomide study (Kruse e al.
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2012 ) which showed, by means of WHQOL-BREF, a significantly worse mental and physical
quality of life, too, being comparable to that one of a 85 year old person.

The Thalidomide group suggested two additional enquiries concerning problems with
longterm consequences of thalidomide damage and concerning medical care. Approximately
95% of those affected indicated at least some problems with long-term consequences, 26%
indicate extreme problems. Extreme problems are specified the most by respondents with
quadruple damage (40%) followed by those affected by double damage (26%) and
respondents without dysmelia (18%). An average of 64% have at least some problems with
medical care, 9% indicate extreme problems. This applies especially to respondents with
quadruple damage who indicate extreme problems with medical care in 27% of cases. It can
be assumed that both problem areas have crucial importance for the reduced quality of life of
thalidomide Survivors.

The Germany-wide study of thalidomide Survivors by Kruse et al. (2012) comes to comparable
results: Here, especially these factors were associated with a low quality of life: pain,
limitations in activities of daily living, depressiveness, lack of social support, unmet need for
medical treatment, non-funded reconstruction needs and low income.

In conclusion, this study indicates a currently burden due to long-term consequences of
thalidomide and a significantly need for appropriate medical care being unmet.
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CHARACTERISTICS OF MENTAL DISORDER

Below are the results for psychological co-morbidity among thalidomide Survivors. 187 from
a total of 202 respondents had a structured clinical interview for DSM-IV diagnoses (SCID-I
and SCID-II) (92.5%). 15 participants did not have a SCID interview. Reasons for non
performance were either an explicit rejection of the study (n=8) or organizational reasons
(n=1). Due to the clinical picture, it was impossible to conduct the SCID interview with another
six respondents. However, it was possible to ascertain a mental disorder diagnosis based on
clinical judgment and available findings. Thus, there are examination findings available on
psychological co-morbidity of 193 respondents, i. e. 95.6% of the total sample.
PREVALENCE OF MENTAL DISORDERS
Figure 37 shows the global point and lifetime prevalence of mental disorders in the group of
thalidomide survivors in total (n=193), in sub-divided by gender and pattern of damage.
Overall, at least one mental disorder exists for 92 respondents at the time of examination
(47.7% point or 4-week prevalence). Considering the prevalence of mental disorders in the
course of the entire life span, at least 115 respondents show at least one mental disorder
(59.6% lifetime prevalence). As recent study results of the Robert Koch Institute (DEGS
MHstudy) show, the 12-months prevalence of mental disorders in the German general
population is 27.7% (Jacobi et al. 2014). Thus, mental disorders are as twice as common
among the respondents as in the German general population (increased by a factor of
1.72.2). In the age cohort of 50 - 64 year old Germans, the 12-months prevalence of mental
disorders is
27.1%, slightly under the value of the age-averaged total population.
In gender comparison, male respondents show mental disorders more often than female
respondents. This is particularly evident when comparing the respective lifetime prevalence
(48.8% vs. 46.8% point prevalence; 63.1% vs. 56.9% lifetime prevalence). In contrast to this,
the DEGS MH-study shows another image regarding gender comparison and a 12 months
prevalence increased for women by factor 1.5 (31.9% women vs. 22.4% men in the same
age cohort) compared to men. When put in reference to the same-sex reference data of the
DEGS MH-study, the prevalence rates of male respondents, thus, deviate more significantly
(increased by a factor of 2.2-2.9) than the same-sex comparison for female respondents
(increased by a factor of 1.4 to 1.7). With reference to the organic patterns of
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damage, the point prevalence of the group of thalidomide Survivors without dysmelia (57.1%)
is slightly higher than in the two subgroups of thalidomide Survivors with dysmelia (50.0% for
quadruple damaged and 46.1% for double damaged persons); whereas the point prevalence
in the thalidomide Survivors’ group with and without hearing impairment differ only marginally
(50.0% vs. 47.2%).

Figure 37: Point and lifetime prevalences of mental disorders (n=193)
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PREVALENCE OF MENTAL DISORDERS
In the entire group of thalidomide Survivors, the most frequent four diagnosis groups are
depressive disorders with 23.8%, somatoform disorders with 18.1%, anxiety disorders
(phobias, anxiety, panic and obsessive-compulsive disorders) with 16.0% and disorders due
to substance use (including alcohol, medicaments and drug abuse / addiction; exclusive
nicotine addiction) with 9.3%. Table 17 shows an overview of the point prevalences of the
specific mental disorders in detail. Again, based on the lifetime prevalence of single mental
disorders, depressive disorders with 39.4% are the most common diagnosis group (increased
by a factor of 1.7 compared the point prevalence) followed by anxiety disorders (20.8%),
somatoform disorders (18.7%) and disorders due to substance abuse (17.6%). The
corresponding lifetime prevalences can be found in tables I and II of annex M.

Based on the two most frequently diagnosed disorders in the entire group - depressive
disorders and somatoform disorders - gender comparison does not show relevant difference.
However, it is noticeable that the proportion of substance-related disorders (17.9%) and
personality disorders (8.3%) is higher among male than among female respondents who
show with conspicuous frequency anxiety disorders (16.4%), eating disorders (4.6%) and
post-traumatic stress syndromes (4.6%). When comparing gender, the DEGS MH study
shows a predominance of the female sex in depressive disorders, somatoform disorders,
anxiety disorders, post-traumatic syndromes and eating disorders and a predominance of the
male sex in substance-related disorders.
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Table 17: Point prevalences of single mental disorders – entire group and separated by gender

Point prevalences of single mental
disorders

total
193

count
neurocognitive disorder (Non-SCID)

male
84

female
109

per cent

count

per cent

count

per cent

2.6%

3

3.6%

2

1.8%

9.3%

15

17.9%

3

2.7%

3.1%

5

6.0%

1

0.9%

6.2%

10

11.9%

2

1.8%

0.5%

0

0%

1

0.9%

5

substance-related disorders

18
6

medicaments and drug-related disorders

alcohol-related disorders

12
1

psychotic disorders

depressive disorders

46

23.8%

20

23.8%

26

23.9%

anxiety disorders

31

16.0%

12

14.3%

19

16.4%

phobic disorders

24

12.4%

10

11.9%

14

12.8%

2.1%

1

1.2%

3

2.8%

0.5%

0

0%

1

0.9%

1.0%

1

1.2%

1

0.9 %

3.1%

1

1.2%

5

4.6%

18.1%

15

17.9%

20

18.3%

2.6%

0

0%

5

4.6%

4,7%

7

8.3%

2

1.8%

4
panic disorders
1
generalized anxiety disorder
2
obsessive-compulsive disorder
6
post-traumatic stress disorder

somatoform disorders

35
5

eating disorders
9
personality disorders(SCID-II)
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Figure 38 shows the point prevalence of specific mental disorders grouped according to
organic patterns of damage. For clarity, the exact percentages were left out and can be
looked out in appendix M, table III. Based on the two most frequently diagnosed disorders
in the entire group - depressive disorders and somatoform disorders – the group with
respondents without dysmelia show remarkably higher values (38.1% or 23.8%) than the
respondents of the two groups with dysmelia (double damage 22.1% or 17.5%, quadruple
damage 22.2% and or 16.7%). Besides, the respondents without dysmelia show a
cumulation of obsessive-compulsive disorders (9.5%), posttraumatic syndromes when
having quadruple damage (11.1%) and personality disorders (16.0%).

Figure 38: Point prevalences of single mental disorders in per cent, separated by organic pattern of damage (n=193)

Figure 39 shows the comparison of point prevalence of individual mental disorders of
the group of respondents with deafness or pronounced hearing to the group of
respondents without relevant hearing impairment. Exact percentages can be seen in
appendix M, table IV. Based on the two most frequently diagnosed disorders in the
entire group - depressive disorders and somatoform disorders – there is no relevant
difference after comparison. However, it is noticeable that respondents with hearing
impairments show more often neurocognitive disorders (38.1% or 23.8%) and that
respondents without hearing impairments show more often phobic disorders (13.7%)
and substance-related disorders (11.2%).
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Figure 39: Point prevalences of single mental disorders for the sub-groups of respondents with and without
hearing impairment in per cent (n=193)

CO-MORBID MENTAL DISORDERS
The simultaneous occurrence of several mental disorders in one individual
(psychomental co-morbidity) speaks for a more complex psychological issue for the
person concerned. Usually, this is also associated with higher need for care.

Figure 40 shows the relative frequency of a multiple diagnosis of respondents with at
least one mental disorder (n=92). 48.9% of 92 respondents have only one mental
disorder. 51.1% have several mental disorders. 33.7% of respondents were diagnosed
with two mental disorders and 17.3% of respondents with more than two mental
disorders. The DEGS MH-study has a psycho-mental rate of co-morbidity (at least two
mental disorders) of 44.4% in the general German population (Jacobi et al., 2014).
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Figure 40: Relative frequency of multiple diagnosis (n=92 respondents with mental disorder; point prevalence)

SUMMARY AND CONCLUSION
Large-scale representative population studies showed that mental disorders occur in a
substantial part in the general population. So also says the current DEGS MH- study on
adult health in Germany of the Robert Koch Institute of Jacobi et al. (2014).
The results of the comprehensive psycho-diagnostic examinations in the present study
show, compared with the representative comparative figures, partly major differences
with respect to frequency of occurrence and manifestation and degree of co-mobidity
of mental disorders. Based on a four-week interval, 47.7% of the thalidomide Survivors
are affected by at least one mental disorder and, thus, significantly more frequently
than in the German general population (27.7% twelve-months prevalence).
Despite some methodological differences in the survey of mental disorders, both, our
study and the DEGS MH-study are based on a standardized diagnostic interview. The
methodological strength of the present study is that it was assessed with a more
extensive diagnostic spectrum – the DEGS-MH-study did not take into account
personality disorders and intellectual impairment.
As regards the nature of mental disorders, thalidomide Survivors show in particular
depressive disorders and somatoform (pain) disorders. In the present study,
depressive disorders show a lifetime prevalence more than twice as high as described
in the National Disease Management Guideline Uni-polar depression of the DGPPN et
al. (2010).
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The Germany-wide conducted thalidomide study of Kruse et al. (2012) is based on the
core assumption that is not to be expected that thalidomide Survivors, men and
women, differ from the general population in terms of occurrence of mental disorders.
Therefore, structured psycho-diagnostic interviews representing the methodological
gold standard in diagnosis of mental disorders were not used. In the accompanying
questionnaire diagnosis significant evidence, nevertheless, was found on increased
depressiveness in comparison to the general population.

The data obtained in this study in terms of characteristics of mental disorders occurring
in thalidomide survivors contradict the above core assumption of Kruse et al. (2012),
because they show a significantly increased rate of mental disorders in comparison to
the general population.
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HEALTH CARE RECOMMENDATIONS

Within the scope of individual examination of respondents each respondent was
notified of the diagnosis made and got an individual health care recommendation.
SOMATIC
185 respondents got a somatic treatment recommendation. A drug pain therapy is
required for 104 of 161 respondents with double damage (64.6%), for 15 of 20
respondents with quadruple damage (78.9%) and for 13 of 21 respondents (61.9%)
without dysmelia. Intensification of drug pain therapy is required for 35 respondents
with double damage (21.7%), five respondents with quadruple damage (25%) and
three respondents without dysmelia (14.3%). Acupuncture is recommended as a useful
non-pharmacological pain therapy for 66 respondents with double damage (41.0%),
seven respondents with quadruple damage (35%) and four respondents without
dysmelia (19%). Prescription of physiotherapeutic procedures was suggested for the
majority of respondents: for 137 respondents with double damage (85.1%), 19
respondents with quadruple damage (95%) and 16 respondents without dysmelia
(76.2%). The need for physical therapy is comparably high: respondents with double
damage 84.5%, respondents with quadruple damage 80%, respondents without
dysmelia 76.2%. The demand for occupational therapy, however, is not noteworthy
(under 5%). Early surgical treatment is indicated for eleven respondents with double
damage (6.8%) and for two respondents with quadruple damage (10%). The
respondents without dysmelia currently do not have operative treatment neediness. In
view of mostly unused outpatient pain therapy, the need for acute inpatient pain
therapy is low (1.5%). The need for inpatient rehabilitation treatments to intensify
conservative treatment measures, including pain therapy is, however, considerable:
respondents with double damage 33.9%, respondents with quadruple damage 40%,
respondents without dysmelia 28.6%.
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Figure 41: Percentage of respondents - grouped according to organic clinical picture – who had corresponding
psycho-social counselling or treatment recommendation (n=73 TN)

PSYCHOSOCIAL
At least one recommendation is made on behalf of 73 respondents (38.6%) in the
psychosocial context whereas multiple recommendations are possible.
Outpatient psychotherapy (n=54; 28.0%), psychosomatic primary care by the
general practitioner (n=27; 14.0%) and a drug treatment of a specialized psychiatric
services(n=24; 12.4%) are the most frequent treatment recommendations.
When looking at the respondents grouped according to organic clinical picture, it is
striking that in the group of respondents without dysmelia outpatient psychotherapy
(38.1%) or psychosomatic primary care by the general practitioner (23.8%) are
recommended notibly more often than in the other two sub-groups. This finding
correlates with the increased point prevalence shown in psychodiagnostics of
mental disorders in the group of respondents without dysmelia. A presentation of
the results is shown in figure 41.
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COSTS FOR RECOMMENDED TREATMENTS
SOMATIC
The cost expected for the indicated somatic treatment recommendations were
calculated for a period of twelve months. The total cost of the recommended somatic
treatments amount to an average of €2,873.88 per respondent. Tables 18 and 19
provide an overview regarding the respondents grouped according to organic
damage patterns and present hearing impairment.
Table 18: Estimated cost for individual somatic treatment recommendations per patient, grouped according to organic pattern
of damage, in Euro
Number of
respondents who
got
recommendation/
number of

Pattern of damage

recommendations

Minimum
Maximum

Somatic
treatment
recommendation

No dysmelia
n=21

outpatient care
treatment
recommendation

inpatient
somatic
treatment
recommendation
somatic
treatment
recommendation
Double damage
n=161

outpatient care
treatment
recommendation
inpatient
somatic
treatment
recommend-

17/
59

0.00
2874.01

6/
6

0.00
3512.58

148/
539

0,00
9405.58

58/
66

Mean value
per
respondent
who received
a
recommendation

2329.14

2877.17

48911.85

1325.54

1637.44

27836.43

Total
cost

0.00
6386.60

17/
53

147473/

Mean value
(respectively
in relation to
the entire
group with
damages)

1003.59

3512.57

21075.42

2888.17

3141.86

46499.38

2525.57

1670.87

245617.17

1362.60

3782.38

0,00
3510.01

0.00
6531.57

219378.21

104

20/
67

somatic
treatment recommend-

359.52
8118.83

3330.81

3330.81

66616.17

ation
Quadruple
outpatient care
Damage n=20 treatment
recommendation
inpatient
somatic
treatment
recommendation

20/
57

359.52
2874.01

1623.88

1623.88

32477.61

9/
10

0.00
6531.57

1706.93

3793.17

34138.56

table 19: Estimated cost for individual somatic treatment recommendations per patient, grouped according to existent
hearing impairment, in Euro

Deafness or pronounced
hearing impairment

Number of respondents
who got
recommendation/
number of
recommendations

Minimum
Maximum
somatic
treatment
recommendation

Mean value
(respectively
in relation to
the entire
group with
damages)

Mean value per
respondent
who received a
recommendation

Total
cost

3031.84
160/
581

0.00
9405.58

512381.16
1573.31

3202.38
265890.53

no
deafness
n=169

outpatient
care
treatment
recommend
ation
inpatient
somatic
treatment
recommen
d- ation

158/
508

0.00
3510.01

1682.85

1458.52

65/
73

3792.16

0.00
6531.57

246490.63

somatic
treatment
recommen
d- ation

Deafness or
pronounced
hearing
impairment
n=33

outpatient
care
treatment
recommen
d- ation

25/
84

0.00
6387.58

25/
75

0.00
2874.01

2064.92

2725.69

68142.24

1213.35

1601.63

40040.68
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inpatient
somatic
treatment
recommen
d- ation

n=33

stationäre
somatische
Behanlung
sempfehlun
g

8/
9

8/ 9

0.00
3513.57

0,00
3513.57

851.56

3512.70

28101.56

851.56

3512.70

28101.56

PSYCHOLOGICAL
A list of associated cost (data base 2011 - estimated) for a period of twelve months
was established on the basis of the treatment recommendations given to the
respondents. It was taken into consideration that the duration of psychotherapy is
geared to the individual needs of the patient.
Since the individual treatment process requires continuous observation, tables 20 and
21 for outpatient treatment recommendations show a scenario with each, short- and
long-term treatment. All kinds of therapy with a maximum number of 25 hours were
considered to be short-term-therapy.
With

regards

to

psychosocial

treatment

recommendations,

multiple

recommendations were possible - as for the somatic treatment recommendations.
Tables 20 and 21 give a detailed presentation of the cost. In doing so, the organic
pattern of damage and the presence of deafness are taken into account.
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Table 20: Report of estimated cost of possible psychosocial treatment recommendations per patient, grouped according
to organic pattern of damage, in Euro

Pattern of damage

Number of
respondents who
got

Standard
deviation

Minimum

Maximum

Mean value

11

38.17

2582.24

1256.00

1623.81

11

38.17

4894.99

2422.66

3095.56

52

0.00

2582.24

1117.68

1857.30

52

0.00

4894.99

2151.01

3550.56

5

4635.351

10085.72

2291.68

6822.29

4

2498.25

2582.24

35.65

2533.38

4

4811.00

4894.99

35.65

4846.13

1

4930.07

4930.07

0.00

4930.07

recommendation

Outpatient
treatment incl.
psychotherapyeutic shorttermtherapy no dysmelia
outpatient
Treatment incl.
psychotherapeutic
longtermtherapy
outpatient
treatment incl.
psychotherapeutic short
term-therapy

double
damage

outpatient
treatment incl.
psychotherapeutic long
term-therapy
inpatient/semi
inpatient
recommended
psychiatric
treatment
outpatient
treatment incl.
psychotherapeutic short
term-therapy

quadruple
damage

outpatient
Treatment incl.
psychotherapeutic long
term-therapy
inpatient/ semi
inpatient
recommended
psychiatric
treatment
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Table 21: Report of estimated cost of possible psychosocial treatment recommendations per patient, grouped according
to existent hearing impairment, in Euro

Number of

Deafness or pronounced
hearing impairment

Outpatient
treatment incl.
psychotherapeutic short
term-therapy

respondents who
got recommendation

Minimum Maximum

Standard
deviation

Middle
value

55

0.00

2582.24

1004.68

2035.71

55

0.00

4894.99

1931.51

3893.49

6

4635.51

10085.72

2210.88

6551.97

12

0.00

2544.07

1250.88

941.77

12

0.00

4856.82

2417.61

1782.77

-

-

-

-

outpatient
treatment
no deafness

incl. psychotherapeutic long
term-therapy
inpatient/ semi
inpatient
recommended
psychiatric
treatment
outpatient
treatment incl.
psychotherapeutic short
term-therapy

deafness or
pronounced
hearing
impairment

outpatient
treatment incl.
psychotherapeutic long
term-therapy

inpatient/ semi
inpatient
recommended
psychiatric
treatment
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HEALTH ECONOMIC VIEW

PERIODS OF INCAPACITY TO WORK
As to employment and the number of sick days requested in the last year. The numbers
were unevenly distributed among the respondents. 18.9% of the respondents had no
days of absence. 6.3% of the respondents indicated short-term illness (one to three
days). Overall, about a quarter of respondents show no peculiarities regarding sick
leaves. 20.5% of respondents have longer periods of illness (four to 30 days) whereas
54.3% of the respondents have to put up with longterm illness (31 days or more) (see
figure 41).

no day absent

short-term illness
longer periods of illness
Long-term illnesses
(one to three days)
(four to 30 days)
(31 days and more)

Table 42: Number of days absent in the last 12 months

AID IN THE RESIDENTIAL ENVIRONMENT
The use of aid in the residential environment can lead to considerable financial
burdens. Besides, financing is often not clearly defined. Thus, the need for support
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for the aids used in the residential environment can be estimated. Existing aids were
enquired about in the survey. The interrogation was effected without assignment to
financing.
•

The analysis of the actual residential environment shows that 10% of the
respondents have a wheelchair, 5% have an additional electric wheelchair.

•

7% of the respondents have implants whereas there is no specificity on the type
of implant (e. g. to support hearing, dental implants, etc.).

•

48% of the respondents have visual aids, 15% have a hearing aid.

•

About 10% of the respondents use further aids in their residential environment.
Those cover the wide range of various electronic aids. Door opening systems or
systems responding to the door bell are used relatively often.

•

28% of the respondents live in an individually tailored barrier-free apartment. In
addition 8% of the apartments have a lift.

As to the frequency of aids used in the residential environment it shows that they are
highly related to the pattern of damage. It is also noticeable that the distribution among
the respondents is very heterogeneous. Therefore, generalising or using mean value
will distort the picture.
ADDITIONAL FINANCIAL BURDENS
Data of additional financial burdens were collected separately according to their
classification as support for medical or non-medical care. The distinction serves to
discern whether the financial burden arose in healthcare (where it can also be solved
primarily) or mainly outside the healthcare system, for example in a wider range of
social support.
MEDICAL CARE
The respondents were asked about the (estimated) amount of annual additional
financial burdens arising from medical care which had been caused by thalidomide
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damage on average in the last five years and which were not covered by health or
pension insurance. Regarding this question, care services were initially excluded.
Figure 43 shows that the additional financial burdens on around 30% of the
respondents do not exceed €500.
As to the amounts above, the most frequently indicated expenses ranged between
500 and up to 1,000 Euro per year. But more than a third of the respondents (45%)
have expenses of Euro 1,000 and more per year which they have to cover out of their
own pocket. 6% of the respondents report on own annual expenses over 10,000 Euro
(e. g. car-remodelling, home remodelling).

under € 500
€ 500
to € 999
€ 1499

€ 1000 to
€2499

€ 1500 to
€ 4999

€ 2500 to
€ 10000

€ 5000 to

over € 10000

Annual financial burden for medical care
Figure 43: Additional financial burden per year for the last 5 years for medical care due to thalidomide damage for
the last 5 years without cover by health/pension insurance, without care services.

In this context, the respondents were also asked whether usage of medicine was
omitted due to financial considerations. The respondents were especially
interviewed on why medicine was not available (it was possible to give multiple
answers). Seven respondents answered that the reason was “the extra
payment/co-payment for this medicine was too high”. Far more often the reason
was the fact that the medicine which will successfully ease the existent ailment
had not yet been found yet (32 respondents). Thus, in addition to financial
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considerations, further structures of the health care system and research could be
identified as major cause for the restrictions.

There is an equally pronounced dichotomy between a lack financial means and a
lack of effective processes and solutions for aids. For 17 respondents, the access
co-payments for aids are too high. 34 respondents indicated the lack of effective
aids.
However, the respondents answered radically different regarding medication.
Almost all response categories that permit inference of unfunded requirements
were stated often. The reasons for lack of use range from "I could not visit a doctor
to have him issue my prescription" to "There is no appropriate remedy praxis in the
vicinity, so I was not able to make use of the application of the remedy ", "The
doctor refused to prescribe the medicament” up to "I did indeed get a remedy
prescription, but not for the application that would have been better for me.
"Accordingly, the remedy supply of thalidomide Survivors must be criticized as
inadequate and needs to be revised also in view of financial aspects. Similar
patterns, albeit less pronounced than for remedy supply, apply to the use of
rehabilitative measures. Again, doctors refuse supply, and respondents refrain
from requesting due to financial considerations. As to rehabilitative services, there
remains need in financial terms which cannot be covered (twelve respondents
indicate that co-payment is too high; the health insurance of 16 respondents
refused the rehabilitative measure sought). However, frequencies are lower than
those of remedies supply.

NON-MEDICAL CARE
The estimated yearly additional financial burden from non-medical care was
requested, too (e. g. car-remodelling, home remodelling, purchase of means of
communication). Those expenses are spread much more heterogeneously among the
respondents than the medical-related additional expenses (see. figure 44). The reason
for this may be that these expenses are often very high in individual cases and occur
unevenly. Only 10% of the respondents have no expenses in this category, whereas
20% of the respondents report expenses exceeding 10,000 Euro per year. At the same
time, most of the respondents with valid answers range in this enormously
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high category of expenses. Overall it already now seems that expenses beyond the
tight medical care represent bigger financial hurdles than those within medical care.

under € 500
€ 1499

€ 500
€2499

€ 1000 to
€ 4999

€ 1500 to
€ 10000

€ 2500 to

€ 5000 to

over € 10000

to € 999

Annual financial burden for non-medical care
Figure 44: Additional financial burden per year for non-medical care (e. g. car-remodelling, home remodelling, purchase
of means of communication) due to thalidomide damage for the last 5 years without cover by health/pension insurance,
without care services.

Furthermore, when adding the expenses for medical and non-medical expenses
(while the sum was not requested explicitly), there are duplications for the households
which represent a significant financial burden. This is the case, if high expenses for
medical and non-medical care which need to be paid out of the own pocket occur in
the very same household and add up. However since, as mentioned, those expenses
are often very high in individual households, the general analysis of the mean value
of additional financial expenses does not provide a figure that can be interpreted.
Thus, in addition to the size of expenses one has to examine their distribution and
thereby the access to filing of application and approval in a critical way. In other
words: the process of filing of application and approval seems to be a crucial criterion
for the actual burden of the households. A lump sum, purely financial allocation
beyond the currently existing level would not meet the requirements of many
aggrieved parties
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BENEFITS OF THE LONG TERM CARE INSURANCE SYSTEM
51% of the respondents indicate need for care. This care was defined by means of
the specification of services taken originating from the social care insurance, that is
help in personal hygiene, mobility and domestic help. About a third of the respondents
have been needing care for more than five years. However, only 2% of the
respondents use inpatient care. So far, the extent of distortion of the sample cannot
be estimated.
46% of the respondents are allocated benefits of the long-term care insurance
system. This means high compliance with the need of care expressed. In this context,
service level II for care is specified the most (26%), followed by service level I for care
(17%) and service level III for care (3%). Here again, we can hardly speak of a linear
pattern of the impact of burden within the group of respondents. Figure 45
demonstrates the percentage distribution with regards to the respective service levels
for care for the respondents who were grouped according to organic pattern of
damage.

No dysmelia

double damage

quadruple damage

Service level for care grouped according to pattern of damage
Figure 45: Relative percentage of the respective sub-group with reference to the classified service level for care.
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Another question asked was whether some need for care required on account of
thalidomide damage was not covered by the long term care insurance system or other
cost drivers. Here, 38% of the respondents answered “yes”, whereas 62% do not
know such need for care. Here again it could be observed that the higher the degree
of damage the greater the non-covered need for care.
The distribution of actual care performed in reference to social groups is surprising
(see figure 46). Most of the respondents find support within their family and
partnership. However, comparatively few respondents are supported by outpatient
(professional) services providers. The topic of lacking professionalization of care or
at least the partial support in the form of private care by professional nursing staff
brought up in the German discussion seems to continue within the group of
respondents.

parents
services

friends/
service

siblings outpatient civilian
partner/

providers companion in life

marriage

children Assistant other
relatives third parties

other

neighbours

individuals and entities taking part in care

Figure 46: Individuals and entities taking part in care in per cent

USE OF OUTPATIENT MEDICAL SERVICES
The use of services is an essential indicator for the importance of morbidity.
Besides, one can derive from the structure of use what morbidities and impairments
prevail or where the biggest need can be found.
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As to outpatient care, general practitioners and orthopaedists were the group of
doctors frequented by far the most. Only 5% of the respondents do not see a doctor
every year. The most frequent are one to three visits per year (40%). 18% of the
respondents see their general practitioner nine and more times per year (see figure
47).

never

one to three times

four to six months seven to nine times more than nine times

Number of visits at the general practitioner within the last twelve months
Figure 47: Visits at the general practitioner per year, survey

There are similar distributions among orthopaedists. Indeed, 36% of respondents see
no orthopaedist, and 33% see the orthopaedist one to three times – the most frequent
visit pattern observed. But at the same time 8% of the respondents indicate that they
saw an orthopaedist more than nine times (see figure 48).
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never

one to three times four to six times seven to nine times more than nine times

Number of visits at the orthopaedist within the last twelve months
Figure 48: Visits at the orthopaedist per year, survey.

Generally, all other groups of medical specialists are frequented less often, whereas
otorhinolaryngologists and gynaecologist obtain noteworthy frequencies, yet. Here, it
is striking that 79% of the respondents do not mention a visit to the psychologist and
psychotherapist at all – an activity which is the topic of this report. 86% of the
respondents did not visit a pain therapist, either.
COST OF MEDICAL CARE
SURVEY
In the context of this survey, data on the use of medical services were also collected
in particular. Even if enquiries on use are subject to uncertainties, those uses can be
the basis for a first assessment by means of valuation by pricing expenses for medical
care are generated by thalidomide survivors. This analysis may help to establish a
general assessment of financial consequences and, at the same time, create a frame
for more extensive future support, which is outlined above. The divergences in
reference to table 29 (see p. 127) can, therefore, be explained by the fact that table 22
shows self-reported data.
In addition, a comparison by means of health insurance data (see section “cost of

117

medical care: health insurance data”, p. 119) was made. However, as those health
insurance data show a slightly deviating delimitation with regards to services and also the
group of people, the analysis of the survey with the respondents can differ from the one
based on the billing data of health insurances. On average, the co-payment is higher than
the cost created, because some respondents had very high expenses (car-remodelling,
remodelling of the residential environment), whereat the extreme values increase the mean
value.
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Table 22: Type of cost and valuation in Euro; source: survey (personal data of respondents)

Type of cost
Cost for absent days in the previous year
(indirect cost for illness, converted into loss
of productivity)

Cost for medical care in the previous 12
months

N

Mean value
(relating to all
202
respondents)

MinimumValue

MaximumValue

0

28,568

127

1,747.82

202

427.00

37

762.16

3,019

9,057

73

497.62

71

19,081

88

547.60

0

37,927

53.21

0

1,901

30.70

0

755

Cost (with additions and deductions) for
hospitalisation in the previous 12 months

0

1,270

Cost for medicaments of the previous
12 months prescribed in context with
thalidomide damage

Cost for medicaments of the previous 12
months not prescribed in context with
thalidomide damage

Cost for over the counter drugs of the
previous 12 months in context with
thalidomide damage
Cost for over the counter drugs of the
previous 12 months not in context with
thalidomide damage

43

39

Cost for preventive medical check-ups of the 181
previous 12 months

86.92

15

150
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Looking at the cost (table 22) the following abnormalities have been observed:
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•

Especially high expenses can be found in context with inpatient hospital
expenses and rehabilitation. This corresponds with the structure of the cost
distribution in the general population even if a shift of level may be observable.
Both, inpatient and rehabilitative services trigger each significant cost when used
only once a year. Thus, the cost levels to be looked at here, are on an surprisingly
low overall level.

•

More striking are the high cost for prescribed medicine and the thereby
comparatively moderate cost for other remedies. However, a rather unequal
distribution on the respondents can be observed in both areas.

•

As to the co-payments respective expenses for over the counter drugs, partly
significant cost can be observed. However, there is a considerable scatter
between the respondents. In parts, especially the maximum values show big
sums.

HEALTH INSURANCE DATA
Data of a health insurance were analysed in addition to the survey of the respondents
regarding use. We thank AOK Rheinland-Hamburg for the helpful and very competent
cooperation.
Besides, the cooperation with this health insurance had the advantage that the data can
be allocated to a comparable regional delimitation – as can the results of the survey.
The divergences from the survey result from the selection of insured. For reasons of
data protection, it was not possible to exactly map the group of respondents of the
survey. Besides, the respondents have only rarely taken out only a single health
insurance. Therefore, the selection was based on an insured group with the aim to
reproduce the criterion of thalidomide damage (group “deformity of extremities”).
Hence, this has the advantage that selection effects from the survey (bias due to
nonattendance) are avoidable.
The selection was made on basis of the following criteria:
Group „deformity of extremities“
•

age cohorts of the age groups 1958 to 1961

•

Existing ICD-diagnosis Q71 to Q74 and Q87.2

121

Group
“All-risk insured people“ (comparison group)
•
•

age cohorts of the age groups 1958 to 1961
no limitations regarding diagnosis

Hence, the group „deformity of extremities“ can also comprise insured people with the
same clinical picture, the latter not necessarily being due to thalidomide medication. The
clear allocation to a thalidomide damage by means of the health insurance data is not
possible, as there was no specific ICD-code for thalidomide damage at the time of data.
The code was established only 2013.
The data were analysed separated according to sex and for the following attributes:
•
•
•
•
•
•
•
•
•

outpatient consultation of doctors in 2012
outpatient consultation of medical specialist groups in 2012
preventive medical check-up in 2012
hospital cases in 2012
most common diagnosis made in hospital
remedies in 2012
remedy directives in 2012
therapeutic appliances directives in 2012
total expenditures for services in 2011.

Expenditures for services for 2012 could not be measured, yet, as the data were not yet
availa

Overall, 617 cases could be identified in the group „deformity of extremities” across all
age cohorts considered. Depending on age-group and sex, the group level was still
between 57 and 94 persons (table 23). There were about 150,000 insured in the
comparison group.
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Table 23: group level „deformity of extremities“ of the evaluation „health insurance data“

male
age-group

female
57

1958

94
60

1959

94
59

1960

93
74

1961

86

250
sum

367

17
total sum

6

The evaluation of the health insurance data show overall significant structural
differences with regards to use and triggered cost between the group with deformity of
extremities and the group of insured people. However, these differences vary
identically between the areas of use but have some characteristics.
Whereas the entire group of insured people makes 8.2 visits to the doctor per year, the
members of the group with deformity of extremities see the doctor 13.3 per year
(+62%). Here it became evident that especially men with deformity of extremities show
significantly higher claims in comparison to the group of all-risk insured people. When
evaluating according to the groups of doctors, it becomes clear that especially the
number of consultations with the orthopaedist were significantly higher (+200%).
However, consultations with the cardiologist for example do not show any divergence
in comparison to the entire group of insured people (tables 24 and 25).
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Table 24: Total of consultations at the doctor per insured person

category

Total ‘deformity of
extremities’

Total insured people

Consultations
with doctor by
insured person

13.3

8.2

+62

male

10.9

6.4

+70

female

15.0

10.1

+48

Difference in %
(insured people=100%)

Table 25: Consultations at the doctor per insurant by groups

Difference in %
category

Care by general
practitioner

Total ’deformity of
extremities’

4.0

Total
Insured people
3.0

(insured
people=100%)

+33

orthopaedist

1.5

0.5

+200

cardiologist

0.1

0.1

0

otolaryngology

0.4

0.3

+33

gynaecology
(women
only)

1.6

1.2

+33
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When looking at prevention services of health insurances (see table 26), it can be
observed that all prevention services are used more often by those with deformity of
extremities. Again, the pattern is repetitive showing particularly high use amongst men
with deformity of extremities in comparison to the group of insured people. The use per
100 insured people depending on prevention is between 25% and 50% times higher
Table 26: Úse of prevention services per 100 insured people

category

Total
‘deformity of extremities’

Total
Insured people

Check-Up

31.9

2.3

+26

Cancer screening f

56.9

42.3

+35

Cancer screening m

23.6

15.5

+52

Skin cancer

20.3

15.7

+29

Colorectal cancer

25.1

16.5

+52

Difference in %
(insured people=100%)

The rate of hospitalisation for the group of persons with deformity of extremities and
with reference to hospital cases per 100 insured people is about 50% higher than the
rate of hospitalisation of the entire group of insured people. Again, it shows that men
have more significant divergences in comparison to the entire group than women.
This is especially due to the low rate of hospital cases among men in the general
population. However, clear divergences with reference to the diagnoses for hospital
treatments are visible. Whereas the diagnoses „mental disorder and abnormal
behaviour due to alcohol“ and „angina pectoris“ are at the top of the frequencies in the
general population, „shoulder lesion” and “depressive episodes” apply to the group of
persons with deformity of extremities (tables 27 and 28).

125

Table 27: Hospital cases per year and 100 insured people

category

Total
‘deformity of extremities’

Total
Insured people

Insured people=100%

Hospital cases per
100 insured people

45

30

+50

male

53

31

+71

female

40

29

+38

Difference in %

Table 28: Most frequent diagnosis of disease in descending sequence according to probability 2012

Total ‘insured people

Total ‘deformity of extremities’

ICD

denomination

ICD

denomination

F10

mental disorder
and abnormal
behaviour due to
alcohol

M75

shoulder lesion

I20

angina pectoris

F32

depressive episode

F32

depressive episode

N20

kidney and ureter stone

J44

Other obstructive lung
disease

R10

abdominal and pelvic pain
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coxarthrosis [osteoarthritis of the hip joint]
G47

insomnia

M16

C34

malignant
neoplasm
of
bronchus and lung

F10

I21

acute myocardial infarction

I70

mental and behavioral disorders due
to alcohol

atherosclerosis

cholelithiasis
K80

F20

schizophrenia

gonarthrosi [osteoarthritis of the knee joint]
M75

shoulder lesion

M17

I10

essential (primary)
hypertension

L03

phlegmons (boils, carbuncles, soft tissue
infection

S83

dislocation, sprain and strain of the knee joint
and the knee ligaments

M23

internal damage to the knee [internal
derangement]

F33

recurrent depressive
disorder

neck and chest pain
R07

acute myocardial infarction
M51 other intervertebral disc disorders

I21

kidney and ureter stone
N20

dorsal pain
M54
other intestinal diseases

I25

chronic ischemic heart
disease

K63
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schizophrenia

cholelithiasis
K80

F20
dorsal pain
M54

C50

Malignant neoplasm of
breast [mammary]

E11

not primarily insulin dependent diabetes
mellitus [type-2-diabetes]

I83

Varicose veins of the lower extremities

herniainguinalis
K40

spondylosis
M47

gastritis und duodenitis
K29

C34 malignant neoplasm of bronchus and lung

Prescriptions and triggered cost show big structural differences. In fact, with 10
prescriptions per year, the group of persons with deformity of extremities show a
38% higher value, but this is not reflected in cost. Those are almost identical.
Apparently, the persons with deformity of extremities obtain prescriptions more
often. But these prescriptions cover rather active components for which generic
medicaments are already available or generally less expensive (see table 29).

However, it may be discussed why 2.8 additional prescriptions per year bring
about almost no additional cost in comparison to the entire group of insured
people. One reason for this may be divergent (outpatient treated) spectra of
morbidity which occur on a person with deformity of extremities and for which
generic medicaments are available. Or the attending doctor show (for
comparable spectra of morbidity of the groups of patients) higher rates of
prescriptions of generic medicaments, for example because they run focal
practice rooms. Likewise, patients with deformity of extremities possibly rather
obtain repeat prescriptions which cover more favourable package sizes in price
or allow a sustainable conversion to generic medicaments due to the chronicity
of the primary disease.
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Table 29: Prescriptions, cost for medicine per year and insurant

category

total
‘deformity of extremities’

total
‘insured
people’

difference in %
(‘insured
people’=100%)

prescriptions

10.1

7.3

+38

cost of medicine

627 Euro

620 Euro

+1

There are clearly greater differences between medications. The rate for remedy
prescriptions for persons with deformity of extremities is 140% higher, the rate
for prescriptions of aids is 164% higher. This also shows in higher cost. However,
one must not overlook that the absolute cost for the service sectors remedies and
aids are comparatively low (tables 30 and 31).
Table 30: Prescriptions of remedies per year and insurant

category

Prescriptions of
remedies

cost of remedies

total
‘insured
people’

difference in %
(‘insured
people’=100%)

1.04

0.43

+140

116 Euro

63 Euro

+84

total
‘deformity of extremities’

Table 31: Prescriptions of aids, cost for aids per year and insurant

category

total
‘deformity of extremities’

total
‘insured
people’

difference in %
(‘insured
people’
=100%)

prescriptions
of aids

1.27

0.48

+164

cost of aids

244 Euro

89 Euro

+174
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On general assessment of all cost for health insurance, additional cost of about
one third arose per insurant in the group of persons with deformity of
extremities. The difference among women is more pronounced than the
difference among men (table 31).
Table 32: Total expenses in Euro, year 2011 per insured person

category

total
‘deformity of extremities’

total
‘insured people’

(‘insured people’ =100%)

expenses per
insurant

3038 Euro

2345 Euro

+30

male

2954 Euro

2367 Euro

+24

3095 Euro

2322 Euro

+33

female

difference

in

ATTEMPTED DATA VERFICATION
Some data were collected both in the survey and by means of billing data of the
health insurance. Validation of data may be established by comparison, whereas
we point to the deviating delimitation and the selection effect of the survey. There
are data available from both data collection sources especially for medicine (only
to be prescribed or refunded by the insurance) and for remedies and aids (each
without own resources only).
In general, it can be said that the absolute level of data deviates significantly
according to the source, provided the mean value of the survey and the health
insurance data are looked at. With regards to the mean values of medicaments
in context with thalidomide damage which require prescription there is the
indication of 1,377 Euro (for 73 indications) and for medicaments not in context
with thalidomide damage which require prescription there is the indication of
1,257 Euro (for 88 indications; each collected among the respondents for the
previous 12 months). Even on assumption that the remaining persons from the
random sample each had no corresponding cost, the total sum for medicaments
which require prescription is 1,045.22 Euro* per person and year1.

1

€ 497.62 + € 547.60 = € 1045.22

%
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This sum is far higher than the sum of 627 Euro indicated for persons with
deformity of extremities by the reporting health insurance. The deviation may be
due to incorrect details given by the respondents (whereupon only the name of
the medicament was asked for). However, chances are that there were distortions
when pricing and when estimating quantities were made in connection with the
evaluation. Thus, especially no discount agreements of the health insurances or
deviations in prescription were taken into consideration. Besides, deviations may
have occurred by the delimitation of spectra of morbidity (persons damaged by
thalidomide versus persons with deformity of extremities). In addition, the
examination of middle values had the disadvantage of very high and very low
values affecting the mean.
If the highest and lowest values go far beyond the range of values indicated by
the remaining respondents (outlier values), the interpretation of the mean value
suffers. However, a bigger compliance results if initially analysing only the
sequence of the range. Thus, medicines are rated highest in both collections of
data, followed by remedies and aids. Besides, if looking at the relative differences
within the collections of data, there is bigger compliance. In this way, the
expenses for medicine are each higher by about a factor four to five than the
expenses for remedies. Only within aids, there are bigger discrepancies between
the types of data collection. The reason for this may be a too high evaluation of
quantities of medication
An exact comparison between the collections of data is not possible. It remains
to note that especially conclusions on the distribution within the group of persons
with thalidomide damages can be drawn from the survey. Conclusions can be
drawn from the evaluation of the health insurance data, especially concerning the
general population. Here, relative statements should be given priority over
absolute cost differentials.
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SUMMARY AND RESULT
The analysis of the financial situation and the necessary medical care of the
respondents has significantly shown that a high percentage is employed (85%,
see the socio-demographic data) and have been for a very long period. Only
about 50% of the respondents work at a workplace for disabled people. The
majority of respondents report absenteeism of 31 days and more. Thus, despite
the high employment rate, an increasing threat to a stable condition of integration
of working life may be assumed. In terms of health economics, action is needed
here in order to keep up a high employment rate.
The financial situation is characterized by significant expenses for medical and
non-medical issues which are not covered by national insurances. According to
the survey, the additional financial burden resulting from medical care per year
amounts to 500 to 2,500 Euro for 40% of the respondents. The expenses for
nonmedical care of additional need resulting from thalidomide damage are
distributed very unevenly. 20% of the respondents indicate expenses of over
10,000 Euro for the five years period which is not covered by national insurances.
Overall it appears that the distribution of expenses within a group of persons with
thalidomide damage as reported varied considerably.
In view of health economics, it is also worth considering that the greatest needs focus
on few areas. Those are medical and aids services as well as the
(constructional and non-medical) support in household or domestic environment.
Non-professional facilitators provide necessary care services almost exclusively.
Professional (outpatient) care services are only in use for 4% of respondents,
assistants for another 3% of respondents.
The special analysis of health insurance data shows that expenses for medical
care for the group of persons with similar deformities of the extremities resembles
that of the general population.
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Expenses for inpatient care are relatively high, but not the expenses for prescription
drugs. Even with the number and the cost per prescription for remedies and aids
shows that thalidomide Survivors have higher health care needs in comparison with
the total number of the insured people considered.
From health economic analysis, conclusions can be drawn for three areas:
•

Quality: The quality of care deteriorates because of the general lack of
availability of (not yet developed) therapy treatments and, however, also
because of the quantitatively insufficient access to individually established
methods, especially for remedies. In the survey, it was repeatedly
complained that appropriate therapies are not available. Here, research but
also centralized medical advice about existing evidence should be
intensified. The quality of care seems to be a fundamental problem.
Interdigitation of private care and professional care seems unresolved which
can lead to permanent quality deficits.

•

Access: The use of services is distributed partly heterogeneously among
the respondents depending on the service range. Since it is unlikely that the
conditions of access can be controlled by health insurance alone, a focus
should be on process improvement regarding use of services for the group
of thalidomide Survivors. Fast and unbureaucratic access to established
procedures (again in particular remedies and aids) and an additional solution
for the partially high investments required seem necessary.

•

Funding: The own resources put in by some members of the group of
thalidomide Survivors are considerable. They are used both as a supplement
to health insurance benefits, but also for close to home services. Therefore,
on the one hand emphasis should be placed on the rule-based full funding
of benefits under the statutory benefit catalogue for health insurance, and,
on the other hand, on an additional flexible decision on case- by-case basis
with regards to the financing of services outside health insurance. In
particular, this may also include the permanent use of care and household
services in addition to investments.
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If the results are to be used in a health economic action plan, there are several focal
points for consideration.

It is important to note that a general and undifferentiated consideration of all thalidomide
Survivors does not appear to be effective. In addition, a lump sum extension of financial
support does not seem to respond to any of the identified concerns here.
Emphasis should rather be placed on the specific problems of those affected.

The frequent mention of non-existent or inaccessible therapies is striking. Here
again, pain therapies and disease treatments are mentioned preferentially. It
cannot be answered conclusively in how far advanced therapies still need to be
explored, but best use of existing therapies seems sensible. The common
approach to this is a creation of specialised centres ensuring an optimised supply
by interdisciplinary approach and relevant experience and knowledge of the
concerns of those affected. Access to already broadly established therapies and
treatments as usually represented by remedies, can, however, rather be
facilitated by specifications of legal terms of social security. Examples are
certificates for easier access for those affected and, conversely, the assurance of
prescribers that there is no budget relevance of prescriptions for thalidomide
Survivors. This is health economically justifiable, because abusive increase of
quantity is hardly to be expected for thalidomide survivors.

The same applies to the field of supply of care services. The high use of supply of
care services from the private environment proved in our survey investigation can
be seen critically under the aspects of quality assurance and long-term excessive
demands. The objective should be a stronger interdigitation of professional care.
Again, a regularisation can be discussed within the framework of social security
legislation which allows easier access to short and long-term care. It is thus a
lowering of barriers to access those services.

Another peculiarity from the health economic perspective relates to the large
heterogeneity of the answers concerning expenses outside the national
insurances, for example rebuilding or mobility aids. Currently, required resources
are apparently often applied from own resources. Existing lump sum financial
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support for thalidomide Survivors can be used for this purpose. But if the expenses
among those affected scatter considerably, an increase of lump sum allowances
will not help anymore.

Therefore, provision for access to individual funding for complex measures and
aids can be discussed.

As this affects almost exclusively services outside

national insurance, the system should also be set up outside national insurances.
Hereby, following the entry into force of the “Third law amending the law for
thalidomide trusts” on 26th June 2013, it has come to a noticeable easing of the
financial burden of thalidomide Survivors, since there was substantial increase in
monthly thalidomide pensions between 140% and 500% with retroactive effect from
1st January 2013.

Besides, additional services to meet specific needs, such as rehabilitation services,
supply of remedies and medical aids, and dental, oral surgical and orthodontic care
are possible now. For this purpose, an annual total amount of 30 mio. € is available.
In addition, a promotion and improvement of medical treatment of the thalidomide
Survivors in medical practices and clinics or for specialization of nursing services
on appropriation request of up to an annual funding of 5,000.- € is possible.
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CONCLUSION
Meanwhile, more than 50 years after withdrawal of thalidomide, consequential
damage shapes the symptoms of thalidomide survivors. The latter appear as chronic
pain and limited function and movement restriction of the skeletal system. Another
result is a significantly increased percentage of mental disorders. Thus, thalidomide
Survivors show significantly more depressive disorders and somatoform
(pain) disturbances.
Although those affected compensated the initial damages remarkably well for decades,
both, the social network and the job situation now risk collapse due to reduced physical
quality of life, mental health and increasing care needs. Currently, the group faces a
medical care system that is not prepared for these problems. This results in both,
insufficient treatment and especially inappropriate care. Although the number of
consultations of doctors and hospital care is higher than average among the
thalidomide Survivors in comparison to the total population, this does not result in any
successful treatment of consequential damage. Thus, the current study showed
deficits, particularly regarding the treatment of pain but also regarding the regulation
of adequate physiotherapeutic treatments and physical therapy. Besides, there is
considerable need for necessary inpatient rehabilitation measures for the purpose of
intensification of conservative treatments. The significantly increased rate of mental
disorders in comparison to the general population refers to insufficient professional
psychotherapeutic and psychiatric care.
Several reasons may be responsible for this:
• Inadequate knowledge among general practitioners and medical specialists about
the thalidomide embryopathy and its consequences (more than 50 years after
withdrawal of thalidomide, the thalidomide scandal is no longer immediate to
many - especially younger - doctors). Another important factor is the complex
patterns of damage of those affected

•

Compared to other diseases, there is only a small number of those affected (837
thalidomide Survivors in North Rhine-Westphalia) and, thus, there are only a few
individual patients per practice

•

Lack of training opportunities for general practitioners and medical specialists
regarding initial and subsequent damage

•

Excessive distance from drug pain therapy resulting in insufficient treatment.
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CONCEPT FOR LOCAL CARE IN NORTHRHINEWESTFALIA
The presentation of the proposal for improvement of the care of thalidomide Survivors
is divided into four parts:
1.

current situation: health and life situation of thalidomide Survivors

2.

current care situation of thalidomide Survivors

3.

target situation regarding care

CURRENT SITUATION – HEALTH AND LIFE SITUATION OF THE THALIDOMIDE
SURVIVORS

The income of the analysed thalidomide Survivors is normally distributed and
comes along with high employment (82%). The educational and family status
also indicates that many of the respondents have been mastering the demands
of life well.
However, health related quality is at all levels (somatic, psychological, social)
significantly lower than in the general population. Over 95% of the respondents
indicate problems with consequential damages of thalidomide, 26% indicate
problems.
Thalidomide survivors suffer especially from chronic orthopaedic problems and
mental disorders. A high proportion of respondents (62%) has permanent pain of
varying intensity, another 37% suffer from exacerbation of pain with interim
analgesia. Restricted movements and pain are specified especially for the spine and
the shoulders, knees and hips areas.
The percentage of persons with mental disorders is significantly higher among
thalidomide survivors than in the general population (47% point prevalence vs. 33%
12 months prevalence). The most common diagnoses are depressive disorders,
somatoform (pain) and anxiety disorders.
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The comparison with the AOK (local compulsory health insurance) data show a
higher percentage of orthopaedic diagnoses compared to the total population.
This suggests that much impairment of respondents without disabilities would not
have arisen. The same can be assumed for the mental illness.
CURRENT CARE SITUATION OF THALIDOMIDE SURVIVORS

The significantly reduced health-related quality of life and described orthopaedic and
mental disorders result in an increased need for treatment which is not sufficiently
covered, yet.
64% of all respondents describe problems with medical care. Besides, the
thalidomide Survivors pay a high portion of their drug cost themselves. This
represents a relatively high financial burden and indicates that those affected are
forced to compensate an otherwise existent insufficient supply by self-sufficiency.
It can also be noted that the thalidomide Survivors have a high unmet need in
relation to remedies and aids. This is the case, although they have more
regulations in this respect than the total population. So, despite existing additional
care, there is more subjective and objective need which is not yet covered. The
insufficient supply expressed by the respondents of the survey particularly in the
field of remedies and aids would - if compared with the needs of insured persons
with other underlying diseases, such as oncological diseases - cause only
moderate increase in expenditure on health of the health insurances. Necessary
care services are almost exclusively performed by non-professional facilitators.
Professional (outpatient) care services are used by only 4% of respondents.
TARGET SITUATION REGARDING CARE

Four strategies can be derived from the results:
strategy of vulnerability: better identification and care of vulnerable groups
strategy of prevention: prevention of premature retirement and of early need of
care by prevention of co-morbidities

138

claim strategy: facilitation of claims
strategy of centres of excellence: establishment of centres of excellence
STRATEGY OF VULNERABILITY
The results of the present study show that there are vulnerable sub-groups in the
population of thalidomide Survivors with increased morbidity who require
separate preventive and curative treatment.
We define groups as vulnerable subgroups which have a lack of internal
resources (e. g. physical defences, general health, mental resilience) and
external resources (e. g. funds, social networks, room for manoeuvre, granted
requests) making it difficult for people in these groups to cope with the everyday
and/or thalidomide specific stresses and challenges and to survive crises without
health damage.
As this survey shows, thalidomide Survivors with pronounced physical
subsequent damages, psychic co-morbidity, minimum equipment of technical
aids and/or insufficient social network belong to those vulnerable sub-groups.
Anti-vulnerability measure 1: Increased vulnerability should be identified, limited
and observed at the earliest point in time possible. All thalidomide Survivors
should for example undergo an early detection and treatment of possibly physical
consequential damages. This can best be done in a specialised centre (see
strategy of centres of excellence):

Anti-vulnerability measure 2: In addition, thalidomide Survivors should undergo a
regular screening for mental secondary and concomitant diseases (comorbidity).
Screening instruments could be psychometric instruments such as the Hospital
Anxiety and Depression Scale (HADS), the Patient Health Questionnaire (PHQ),
or the health questionnaire for patients (WHO-5). Further advice or treatment
should be recommended or initiated if validated limits are exceeded or if the
patient asks for it. It would be worth considering the establishment of specialised
psychosomatic consultations in order to strengthen the sustainability of mental
treatment.

139

There are relevant guidelines with respect to the therapy of mental symptoms
such as depression. There are relevant guidelines with respect to the therapy of
mental symptoms such as depressiveness. In particular, the S3 guideline /
National Disease Management Guideline Unipolar Depression (DGPPN et al.,
2009) provides a comprehensive overview of diagnostic and therapeutic options,
even for complex requirements (e. g. pronounced physical co-morbidity), although
specific recommendations for the therapy of depressive thalidomide Survivors not
are included.
The strategy of identification and specific treatment of particularly vulnerable
people by means of appropriate screening-instruments corresponds to evidence
based guidelines for medical care as published for people with chronic diseases
such as cardiopathy or diabetes mellitus which often lead to comparable mental
and physical stress. The European Society of Cardiology, ESC, for example
recommends a systematic collection of both, biological and psychosocial risk
factors for the development and aetiopathology of cardiopathy (Perk et al., 2012).
Vulnerable people should then undergo appropriate care which aims not only at
reduction in somatic risk but also at improvement of quality of life (Perk et al.,
2012). Meanwhile, the German Society for Cardiology (DGK) adapted the
contents of this guideline for the German speaking countries and published it
(Gohlke et al, 2012; 2013).

For diabetes mellitus there are also numerous, evidence-based guidelines. One
of them is the current S2 guideline of the German Diabetes Association (DDG) on
"Psychosocial issues and diabetes" (Kulzer et al., 2013A, B) referring to the
registration and care of particularly vulnerable affected persons. It gives
differentiated recommendations for screening for mental co-morbidity (such as
depression, anxiety or addictive disorders) and recommends, on this basis,
graded supply concepts. Anti-vulnerability measure 3: There should be a specific
compensation for unmet needs of remedies and aids. This, however, does not
mean a lump sum cover of the subjective requirements, but the cover of the
objective needs of vulnerable people which is specific to the individual. It could
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be clarified in co-operation with the Association of Thalidomide Survivors
(Verband der Contergangeschädigten) how this should generally be done.
Anti-vulnerability measure 4: The gradual but certain breakaway of the supporting
system thalidomide Survivors must be replaced by both, professional or
semiprofessional help systems and, in the long run, by special forms of housing, such
as intergenerational housing communities.
One vulnerable group type are thalidomide Survivors whose social network
becomes "porous". This study showed that the necessary care services are
provided almost exclusively by non-professional facilitators. For those affected, a
similar situation may arise in the future as for people with other disabilities, if
parents die and children have left the parental home (Driller et al., 2008). In view
of the increase of ageing of people with disabilities (see. Driller u. Pfaff, 2006), the
question arises whether the current supply structures are sufficient to take care
of an increasing number of thalidomide Survivors in most need of care also in old
age despite a viable social network. In addition an increased use of technology in
the form of the Ambient Assisted Living (AAL) should be examined in order to
improve accommodation and quality of life in old age. In addition, an increased
use of technology in form of the Ambient Assisted Living (AAL) should be
examined in order to improve the living and life in old age for those affected.
PREVENTION STRATEGY
In future, it will be necessary to add a strong preventive component to the medical
care of thalidomide survivors in order to limit the formation or another progression
of consequential damages. We distinguish two complexes of measures:
measures of early retirement and measures of retirement.
Measures of early retirement: Here, preventive measures should be applied long
before statutory retirement. This would ensure that a preventive lifestyle can be
developed which will also be maintained beyond retirement. This may also help
to maintain the working capacity of the thalidomide Survivors so that early
retirement will be unnecessary.
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Measures of retirement: In addition, preventive concepts for retirement of
thalidomide survivors should be developed. This is necessary, as the thalidomide
damage may be added to by multiple co-morbidities at an advanced age. This
must be prevented. Otherwise, a precarious interplay of primary disability,
consequential damage and age-related diseases can provoke a need for special
and expensive care. The aim of such strategy must be to prevent chronicity of
symptoms and to avoid the onset of a downward spiral which would be difficult to
control. In this context, the key words are prevention even in old age and delay of
the onset of the need for nursing care.
Meanwhile, the fundamental importance of preventive approaches is recognised
also by reference to other diseases. Thus, the aforementioned guidelines for
coronary heart disease are based on the need for continuous preventive efforts
even if disease has already become manifest, because this is the only way to
prevent further progression of the disease (Perk et al, 2013;. Gohlke et al ., 2012;
2013). The aging process in the population of thalidomide survivors raises a
complex of heterogeneous problems. Like for other people with disabilities (see.
Driller et al., 2008), this may be a result of two different causes. On the one hand,
there are also people with thalidomide damage being subject to normal aging
processes. On the other hand, thalidomide survivors, at an average age of 51
years, already show specific forms of disability and disease. More and more, the
difficult overlap between disabilities caused by thalidomide damage, age-related
chronic diseases and "double need for care" (thalidomide-specific and agerelated) emerge. Prevention should target the maintenance of the quality of life
and at the delay of impairment and disease specific subsequent damage and
increasing need for care. In this context, possible measures (oriented against risk
factors) require implementation in promoting health and prevention.
CLAIM STRATEGY
The catalogue of statutory health insurance benefits also available for thalidomide
Survivors available is comprehensive. However, feedbacks show that effective
therapies are missing or are not applied sufficiently (unmet medical needs). This
is the case particularly in pain therapy. Here, however, the medical system has to
react, and not the legislator. Pain diagnosis and care should happen according
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to the clinical guideline for chronic pain. In case of insufficient therapeutic
success, the person should be referred to a specialised centre of excellence
(Becker et al., 2013) (see centres of excellence strategy).
This centre should operate according to the guideline for non-specific, functional
and somatoform physical complaints (Schaefert et al., 2012). This includes early
professional psychotherapeutic co-evaluation and possibly co-treatment, a close
cooperation between all treated and, if necessary, a multimodal therapy concept
and even (in case of particularly serious and chronic courses of disease) a (semi)
inpatient treatment. Here, training for both, the doctors and the thalidomide
Survivors will be necessary to improve acceptance especially of pharmaceutical
pain management.
In case of existing unmet needs (particularly for remedies and medical aids) the
process of utilisation must primarily be improved. Thalidomide Survivors should
have easier access to services, for example by waivers for prescribers. If
necessary, aids available on the market have to be adapted to the specific
requirements of the thalidomide Survivors (e. g. walking frames with
seatengaging surfaces for shortened arms or supporting devices for Survivors
with phocomelia).
Likewise, access to services outside health insurance should be simplified. This
concerns care services (especially household-related care services) which
currently have a too low interdigitation of professional and private assistance.
Besides, this concerns the provision of technical assistance and investment
support of the household. These investments are mostly unique, bring about high
costs and are hardly projectable. Here, a simplified process must be found so that
large investments can be granted quickly.
Another component in the context of the claim strategy is the recognition of
consequential damages such as chronic pain and depression, because scenarios
are conceivable, in which those affected have indeed suffered from very little
initial but high consequential damages and, as a consequence, were not
sufficiently addressed accordingly by the reform of the thalidomide pensions.
Recognition is not just a matter of creating a monetary flow, but also about
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achieving a need-driven treatment. The fragmented landscape of a benefit
legislation which is part of the German social insurance and welfare aid system
as well as the cost drivers system are one big problem.
This serious problem becomes evident, if mixed financings are necessary in
complex situations of need. Both, case management and institutional providers
often face this seemingly insurmountable problem. On the one hand, they must
modularise their portfolio in view of living, working, support and care and, on the
other hand, "cluster" their portfolio and negotiate it with the cost drivers as range
of services (see also Driller et al., 2008).

The relief of the financial burden of thalidomide Survivors by a significant increase
in monthly thalidomide pensions and the granting of additional benefits to cover
specific needs - as the supply of remedies, aids and rehabilitation services per
1.1.2013 - is a first major step towards improvement of the supply situation. Here,
requirements of the survey of Kruse and team (2012) were already taken into
account.
STRATEGY OF CENTRES OF EXCELLENCE
Given the described deficits regarding care, we propose the establishment of one
to two initial specialized centres of excellence in North-Rhine Westphalia as
schools where, in addition to direct patient care, both doctors and patients are
trained. Thus, those centres will have an outreach function and should
•

build up peer-to-peer programmes so that trained thalidomide survivors can
consult others equally affected

•

make treatment paths of existing treatments visible for patients and doctors,

•

set up and implement the aforementioned three strategies (vulnerability,
prevention and claiming),

•

serve as centre of excellence for the screening of vulnerable groups,

•

guarantee that the claim of benefits will be facilitated and

•

work out and implement early retirement and retirement prevention strategies
for their region of responsibility.
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According to the clinical guideline for non-specific, functional and somatoform
body complaints and the featured claim strategy, it is, therefore, recommended to
establish multidisciplinary centres in order to guarantee an optimum supply
(Schaefert et al., 2012).
The EX-Centre in Stockholm, Sweden, is an example of the establishment of a
superregional specific centre of excellence for patients with dysmelia. This
EXcentre, already initiated in 1993, is a national rehabilitation and information
centre for children and adults with congenital or acquired multiple limb damages.
In addition to patients with dysmelia due to thalidomide, patients are treated and
trained together with other persons having congenital dysmelia and limb
amputations. The establishment of the EX-centre was based on the results of the
Bosö project in Sweden of the late 80s which had shown great differences in the
extent and quality of the treatment and support of patients with dysmelia
depending on which part of Sweden these people lived in.
The EX-Centre is divided into two units, a rehabilitation and training centre and
an interdisciplinary treatment team consisting of an orthopaedic specialist,
physiotherapists, occupational therapists, patient coordinator, psychologists,
social therapist and orthopaedic technicians.
Here, 45 - 50 patients are treated, advised and trained per year.
In total there are approximately 100 Thalidomide survivors in Sweden. 90% of
them have multiple limb malformations. Each year 1-2 children with congenial
multiple dysmelia and one case of amputation of several limbs sections are
added.
A survey of 81 patients of the EX-Centre conducted in 2007 (Stockselius et al., 2009)
showed that they benefit from treatment and training in the following areas:
•

smaller percentage need for personal support

•

higher claims of aids

•

improved fitness

•

ability to cope better and with the disability

•

improved mental situation
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However, the respondents indicated also increasing pain and a greater need for
assistance with activities of daily living, such as personal hygiene and shopping.
Even if the demand in North Rhine-Westphalia is significantly greater with 800
thalidomide Survivors, the structures of the Swedish EX-Centre are trend-setting
also for a health care concept for North Rhine-Westphalia.
The Thalidomide Children's Trust founded in Britain in 1973 is a successful
organisation in support of the 515 recognised Thalidomide survivors. But to date,
no centre comparable to the one in Sweden has been founded.
Having a small number of thalidomide survivors, the Netherlands and Belgium
have no centre for their treatment and training. Here, self-help organisations have
emerged only in recent years.
Thus, there is need for the establishment of centres of excellence in Europe, whereas
in Sweden, other congenital and surgery-related dysmelia could be treated and
trained alongside with thalidomide Survivors in such a centre. This could be done in
cooperation with the International Contergan Thalidomide Alliance (ICTA).
The use of thalidomide as a medicament is not past. Since 1976, it has been
registered in Germany for the treatment of leprosy, since 2001 for the treatment
of multiple myelama. Further indications may follow.
Due to the re-registration of the drug and despite strict controls regarding its issue,
newly occurring damage caused by thalidomide is not excluded (German federal
parliament “Bundestag” 2008 BT-printed matter 16/8748, 16/8754).
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ANNEX B Q U E S T I O N N AI R E F O R T H AL I D O M I D E V I C T I M S

Questionnaire for thalidomide victims
ID: _________________
Date: _______________

Dear test person,

Thank you very much that you decided to participate in the survey ″Health
damages, psychosocial impairments and need for care of thalidomide
victims in Northrhine-Westphalia from a long-term perspective”. In this
context, the following questionnaire shall function as a means to collect
important information about your life situation, concomitant diseases,
medical care, need for care and quality of life.

Of course, the reply to the questions is voluntary. All your data are subject
to medical confidentiality and will be evaluated anonymously according
to the regulations of the Data Protection Act. The transfer to a third party
is excluded.

Please answer all questions entirely and personally without any
“representative”. Please tick where appropriate, and fill in the blanks.

Thank you very much for your cooperation!

Your team being responsible for this survey

Datasheet thalidomide, 17 October 2011 1
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Personal data

1. date of birth :

2. sex:

_

male

female

3. education (highest completed level) :
Without school leaving certificate
Secondary modern school
General certificate of secondary education
Completed apprenticeship/training
University-entrance diploma
Studies
University degree
Not yet completed
Drop out

4. profession: _

_

_

5. employed:
Yes, for:

years

No

6. PartnershipI family I housing situation (multiple answers, if applicable) :
living alone

sharing a flat as room mate

solid partnership/married

living in a nursing or residential home
elderly

living with partner
llvingwithchildren
living with parents

total number of persons living in the household (including you): ......................

Datasheettthalidomide_17_Oct_2011.doc
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7. aids in the residential environment:
wheelchair

visual aid

electric wheelchair

hearing aid

accessible housing

other

individually tailored
with lift

prosthesis I prostheses

8. Points of thalidomide damage:
amount of thalidomide pension:

Euro

amount of yearly single payment:

Euro

Employment
9. What is your current employment situation?
full-time employed
civil servant status
self-employed
part-time employed
marginally employed (400€ mini job)
occasionally or not regularly employed
undergoing re-training
not employed / unemployed
retired
iInvalidity pension

since: _

disability pension

since: _

10. Do you have a disability-friendly workplace?
Yes

No

Data sheet thalidomide_17_Oct_2011.doc
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11. If you are employed, how many days on sick leave did you have in the
last 12 months?
days

12. Monthly income Einkommen available for household (without
thalidomide pension, allowance for nursing care, work assistance):
under 500€
500 to 999€
1,000 to 1,999€
2,000 to 2,999€
3,000 to 3,999€
over 4,000€

13.

What are your sources of income, except the thalidomide pension?
remuneration
self-employment income
pension for reduced earning capacity
disability pension
unemployment benefit Hartz IV I basic financial security
other

14. Are you classified as severely disabled person?
yes

no

if yes: approved degree of disablement:
under 50
50 to 70
80
90
100
Additional attribute symbols
G

aG

B

RF

H

Bl

Data sheet thalidomide_17_Oct_2011.doc
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Concomitant diseases
15. Which of the following diseases diagnosed by a doctor do you suffer from?
hypertension

Cardiopathy I Cardiac infarction

stroke

Multiple Sclerosis

Tinnitus

Damage to the teeth

diabetes mellitus

Rheumatism

cancer

Other: .................................... .

Medical supply
16. How often did you see the following doctors in the past 12 months?
Please exclude visits at the doctor for the purpose of picking up of a medical
referral/prescription.

general
practitioner (visits in

orthopaedist (visits

cardiology (visits in the

in the past 12 months)

past 12 months)

the past 12 months)

ortorhinolaryngologist (visits in the

gynaecologist (visits in
the past 12 months)

past 12 months)

0 never

0 never

0 never

0

never

0 never

0 1-3 times

0 1-3 times

0 1-3 times

0

1-3times

0 1-3 times

0 4-6 times

0 4-6 times

0 4-6 times

0 4-6 times

0 4-6 times

0 7-9 times

0 7-9 times

0 7-9 times

0 7-9 times

0 7-9 times

0 mehr als 9 mal

0

More

0 than 9

mehr als 9

0 mal

mehr als 9
mal

0

mehr als 9 mal

times

0
0
0

practice in

practice in

practice in

practice in

practice in

contendedness

contendedness

contendedness

contendedness

contendedness

high
average
unsatisfied

0
0
0

high
average
unsatisfied

0
0
0

high
average
unsatisfied

0
0
0

high
average
unsatisfied

0
0
0

high
average
unsatisfied
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psychologist /
psychotherapist

pain therapist

dentist (visits in the past
12 months)

non-medical
practitioner (visits in

other (please fill in)

(visits in the past 12

(visits in the past 12
months)

0 never

0 never

0 never

0

never

0 never

0 1-3 times

0 1-3 times

0 1-3 times

0

1-3times

0 1-3 times

0 4-6 times

0 4-6 times

0 4-6 times

0 4-6 times

0 4-6 times

0 7-9 times

0 7-9 times

0 7-9 times

0 7-9 times

0 7-9 times

0 mehr als 9 mal

0

mehr als 9

More

0 than 9

0 mal

the past 12 months)

mehr als 9
mal

( visits in ...)

0

mehr als 9 mal

times

0
0
0

practice in

practice in

practice in

practice in

practice in

contendedness
high
average
unsatisfied

contendedness
high
average
unsatisfied

contendedness
high
average
unsatisfied

contendedness
high
average
unsatisfied

contendedness
high
average
unsatisfied

0
0
0

0
0
0

0
0
0

0
0
0

16a. In question 16, you indicated your actual visits at a doctor. Were
there additional situations in the past 12 months when visits at doctors
would have been medically reasonable in your opinion, but did not take
place?
In my opinion, all reasonable visits at doctors took place (please
proceed with question 17).
Additional visits at doctors would have been reasonable (please
proceed here).

Additional visits would have been medically reasonable in the
following medical specialisations:

1.
2.
3.

_

data sheet thalidomide_17_Oct_2011.doc 6
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•

Please indicate the reasons why the visits did not take place (please tick
several reasons if applicable):
o

There is no suitably qualified doctor available in the vicinity.

o The doctor could not offer a convenient appointment.
o

Co-payment for the appointment was too high.

o

The investment of time for the appointment was too high (travel time, waiting time, etc.)

o The organization of the appointment was too complex, and I refrained from it
(organisation of company, translation, etc. were too extensive for me).
o

The doctor would not have been able to help me, anyway.

17. Which preventive medical check-ups did you unergo in the past 12 months?
yearly dental prophylaxis
cancer and skin cancer screening
health check-up
men: prostate cancer screening
women: breast cancer screening
women: cancer of inner sex organs screening
I did not undergo any preventive medical checkup.

18. Were the following medical procedures already used on you for pain
treatment reasons?
acupunkture
homoeopathy
alternative pain therapy:

_

19. Please list your hospital stays of the past 12 months.

day hospital Inpatient

Indicate the medical reason for your
stay (primary diagnosis), where
known

1. stay
2. stay
3.stay

Data sheet thalidomide_ t 7_Oct_20 t 1.doc
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4.stay
5.stay
6. stay
7. stay
8.stay
9. stay
10. stay

Claim
20. Please complete the following table with your name and your current
medicaments.
Caused by thalidomide
on prescription

OTC

Irrespective of thalidomide
on prescription

OTC

20a. In question 20, you indicated the actual prescriptions and purchases out of
your own pocket. Please add now, whether there was need for additional
medicaments in the past 12 months from your point of view which, however, was
not met.
In my view, I received all reasonable medicaments (please proceed to 21).
There were medicaments which would have been reasonable in addition (please proceed
here).
•

Please indicate the reasons why the medicaments were not available
(please tick several reasons, if applicable):
o the co-payment / the own contribution for the medicament was too high.

Data sheet thalidomide_ t 7_Oct_20 t t.doc
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o
o
o
o

I could not see a doctor (e. g. for time reasons, company, translation) to have
the medicine prescribed.
The doctor refused to prescribe the medicine.
I would have preferred to get a prescription for originator products instead of
generics.
I am looking for an effective medicine for my discomfort at all.

21. Please complete the following table according to your claim for aids in the
past 12 months (e. g. wheelchair, hearing aid).
caused by thalidomide
own contributionI
co-payment (in Euro)

aid

Irrespective of thalidomide
own contributionI
co-payment (in Euro)

aid

21a. You did already indicate your actual prescriptions and payments
out of your own pocket for aids in question 21. Please indicate now,
whether there was additional need which, however, you could not make a claim
on.
Inmyopinion, Ihaveobtainedallreasonableaids(e. g. walkingframe)
(please proceed with question 22).
There were additional aids which would have been reasonable (please proceed
here).
•

Please indicate the reason why the aids were not available (please tick several reasons, if
applicable):
o The co-payment / own contribution was too high.
o I could not see a doctor (e. g. for time / company / translation reasons) to
get the prescription.
o There are no adequate aids suppliers in my vicinity so that a
prescription would have been of no use.
o The doctor refused to issue (further) prescription/s.
o I obtained prescriptions for aids but not for the equipment which would have been better for
me.
o I am still looking for an aid which eases my discomfort at all.
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22. Which of the following remedies did you make use of in the past 12 months?

on a regular
basis

on an irregular
basis

How high was the
contribution you had
to make (in Euro)?

physiotherapy , e. g.
remedial gymnastics
ergotherapy
physical therapy,
e. g. massage, fango,
electrotherapy

21a. You did already indicate your actual prescriptions and payments
out of your own pocket for remedies in question 22. Please indicate
now, whether there was additional need which, however, you could not make a
claim on.
In my opinion, I have obtained all reasonable remedies
(e. g.: physiotherapy)
(please proceed with question 22).
There were additional remedies which would have been reasonable (please
proceed here).
• Please indicate the reasons why the remedies were not available (please tick several
reasons,
if applicable):
o The co-payment / own contribution was too high.
o I could not see a doctor (e. g. for time / company / translation reasons) to get the
prescription.
o There are no adequate suppliers of remedies in my vicinity so that I could
not use of them.
o The doctor refused to issue (further) prescription/s.
o

I obtained prescriptions for remedies but not for the kind which would have been
better for me.

o I am still looking for a remedy which eases my discomfort at all.
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23. Surgery in the context of thalidomide damage, e. g. on hip or spine
(please indicate the surgery, if applicable!)
Already done (in the past 5 years) if so, which surgery?

_

planned

_

not necessary, yet

24. Please list your stays in rehab hospitals and clinics in the past 5 years,
if applicable.
outpatient

inpatient

period of time in weeks

1. stay
2. stay
3.stay

24a.In question 24, you indicated your actual therapies in rehab
hospitals and clinics. Please indicate now, whether there was additional
need for rehabilitation which you could not make use of.
In my opinion, I have obtained all reasonable rehabilitation measures
(please proceed with question 25).
There were additional remedies which would have been reasonable (please proceed
here).
Do you see a need for (further) outpatient or inpatient rehabilitation therapy?
I see a need for (further) outpatient rehabilitation.
I see the need for (further) inpatient rehabilitation.
•

Please indicate the reasons why the rehabilitation measures were not available (please tick
several reasons, if applicable):

o The co-payment / own contribution was too high.
o I could not see a doctor (e. g. for time / company / translation reasons) to get the
rehabilitation treatment.

o There are no adequate facilities for rehabilitation in my vicinity so that I could
make use of the measure.

o The health insurance refused to approve (further) rehabilitation therapy/therapies.
o

I obtained prescriptions for remedies but not for the kind which would have been better
for me.

o I obtained approval for rehabilitation therapy but not for the kind which would have been
better for me.

o I am still looking for a rehabilitation therapy which eases my discomfort at all.

Data sheet thalidomide 17_Oct_20 11.doc

11

157

25. What is your estimation regarding your annual additional financial burden
for medical care caused by thalidomide damage in the past 5 years which was
not covered by the health insurance / annuity insurance? (without nursing
services!)
under 500€

2,500 to 4,999€

500 bis 999€

5,000 to 10,000€

1.,000 to 1,499€

more than 10,000€

1,500 to 2,499 €

26. What is your estimation regarding your annual additional financial
burden for your non-medical care (e. g. reconstruction of car / home,
purchase of means of communication) caused by thalidomide damage in
the past five years?
under 500 €

2,500 to 4,999 €

500 to 999 €

5,000 to 10,000 €

1,000 to 1,499 €

more than 10,000 €

1.500 to 2,499 €

Nursing care and care needs as defined by long-term care
insurance
The care insurance finances the following services: Help with personal hygiene, ingestion,
mobility and household assistance. The mobility must be related to maintenance actions,
such as getting up, going to bed, seating in a wheelchair, or with company for medical therapeutic treatments.

27. Do you have need for such care?
yes

no

If so, since when?
Forlessthan 2 years
Data sheet thalidomide_ t 7_Oct_20 t t.doc 12
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for 2 to 5 years
for over 5 years

28.

Do you receive inpatient treatment?
yes

no

If so, since when?
For less than 2 years
for 2 to 5years
For over 5 years

29. Do you receive benefits from the long-term care insurance?
yes

no

30. Which care level do you have?
care level 0
care level I
care level II
care level Ill

31. Which monthly payments do you obtain from your long-term care insurance?
under 500€
500 to 999€
1,000 to 1,499€

1,500 to 2,000€
more than 2,000€

Data sheet thalidomide_17_Oct_2011.doc 13
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32. Who is taking part in care? (It is possible to specify several answers)
Parents
friends/neighbours
siblings
outpatient services
person doing civilian service

spouse / companion in life
children
assistant
other relatives
other third parties

33. Is there a need for care caused by thalidomide which has not
been met by the long-term care insurance or other cost drivers?
Yes ( please proceed to question 34)

no

34. What is your estimation regarding the additional burden per year?
Under 1,500€

5,000 to 10,000€

1,500 to 2,499€

more than 10,000€

2,500 to 4,999€

Data sheet thalidomide_17_oct_2011.doc
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ANNEX C MAINZER STAGE MODEL OF PAIN CHRONICITY (MPSS)

ANNEX D CLASSIFICATION OF STAGES ACCORDING TO GERBERSHAGEN
Classification of stages of pain (according to Gerbershagen)
Component/Axis

Stage 1

Stage 2

Stage 3

temporal aspect
(course of pain)

intermittent, temporary
pain with changing
intensities

perseverative, almost
permanent pain with
rarely changing
intensities

permanent pain with or
without changing
intensities

spatial aspects
(Localisation of pain)

described or mostly
attribuable localisation
of pain

Expansion of pain on
neighbouring body
areas, multilocular pain
syndrome (70%) with 2
or more differentiable
localizations with
different qualities /
intensities of pain or a
picture with more than
40% body surface

Expansion of pain on
remote areas; often
change of location of
pain, monolocular pain
pattern over 70% of the
body surface;
multilocular picture
with 3 or more separate
presentations of pain
with the same quality
of pain and almost the
same intensity of pain
longlasting
medicament abuse,
often multiple
dependency, often 3
and more medicament
detoxification
treatments, especially
narcotics
more than 3 changes of
personal doctor,
aimless consultations
of doctors and nonmedical practitioner,
“doctor shopping”
more than 3 hospital
stays due to bemoaned
pain
more than 2
rehabilitation therapies

mostly monolocular
pain syndrome;
multilocular syndrome,
almost only
posttraumatic

Behaviour regarding
taking of medicines

mostly appropriate
self-medication or use
according to medical
prescription

1-2 episodes of
medicament abuse
1-2 medicament
detoxification
treatments
current inadequate
medication

Demand of health care
facilities

consultation of
personal doctor,
consultation of
recommended
specialists, especially
of same disciplines
1 hospital stay due to
pain

2-3 changes of
personal doctor,
aimless consultations

possibly 1 stay in a
pain centre

1-2 stays in
rehabilitation or pain
centres

2-3 hospital stays due
to pain

1 surgery due to pain
2-3 surgeries due to
pain

Psychosocial stress
factors

usual problems in
family, job and
physiological problems
opportunities to
overcome problems are
exploited at fully extent
(“acute cost control”)

consequences of pain
for
psychophysiological
stability in family and
job
no strategies to
overcome problems,
yet, but wrong
application
(“incipient role of
disabled person”)

more than 3
operational measures
due to pain

no analyse of
mechanisms to
overcome problems,
not verifiable
(“learnt helplessness”)
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ANNEX E PAINDETECT SCHMERZFRAGEBOGEN
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ANNEX F SF-36 QUESTIONNAIRE ON STATE OF HEALTH

(1)SF36 – Questionnaire on state of health
Name:
First name:
Date of birth:

Date of examination:
ID no.:
Tel. no.:

This questionnaire is about your judgment of your state of health. The sheet makes it possible to to retrace
over time, how you feel and how you cope with everyday life.
Please answer each of the following questions by ticking the option applying most.
1. How would you describe your state of health in general? (Please tick only one figure)
Excellent
Very good
Good
Less well
Bad
2.

1
2
3
4
5

How would you describe your current state of health In comparison to last year?
(Please tick only one figure)
Currently much better than one year ago
Currently a bit better than one year ago
About the same as one year ago
Currently slightly worse than one year ago
Currently much worse than one year ago

1
2
3
4
5

3.
Below are some descriptions of activities which you may
have on a
regular day. Does your current state of health limit you regarding those activities? If so, how
much? (Please tick only one figure per line)
Activity
Yes, severely limited
Yes, a bit limited
No, not limited at
all
a. strenuous activity, e. g. running,
1
lifting of heavy objects, doing sports
b. intermediate activities, e. g. pushin 1
a table vacuum-cleaning, bowling,
playing golf
c. lifting or carrying a shopping bag
1

2

3

2

3

2

3

d. going up several landings

1

2

3

e. going up one landing

1

2

3

f. bowing, kneeing, bending

1

2

3

g. walking more than one kilometer

1

2

3

h. walking the distance of several str
crossings
i. walking the distance of one street
crossing
j. bathing or putting up clothes

1

2

3

1

2

3

1

2

3
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4. Did you have problems when working due to your physical health or being active on the job or at home?
(Please tick only one figure per line)
Difficulties

yes

no

a.

I could not be active as long as usual

1

2

b.

I got less done than I wanted

1

2

c.

I could do only certain things

1

2

d.

I had problems in execution
(e. g. I had to put a lot of effort in)

1

2

5.

Did you have any problems on the job or with other everyday activities on the job or at home which were due to

mental problems (e. g. because you felt low-spirited or anxious)? (Please tick only on figure per line)

Difficulties

yes

no

a)

I could not be active as long as usual

1

2

b)

I got less done than I wanted

1

2

c)

I could not work as accurately as usual

1

2

6. How much did your physical or mental problems affect your normal contacts to relatives,
friends, neighbours or circle of acquaintancies in the past 4 weeks?

1
2
3
4

Not at all
A bit
Moderately
Rather
Very

5

7. How strong was your pain in the past 4 weeks? (Please tick only one figure)

1
2
3
4
5
6

Ihadnopain
Very slight
Slight
Moderately

Rather
Very strong

8. In how far did the pain hinder you regarding execution of your everyday work at home or on
the job in the past 4 weeks? (Please tick only one figure9

1
2
3
4
5

Not at all
Some
Moderately
Rather
Very

2
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ANNEX G EQ – 5D QUESTIONNAIRE ON HEALTH

EQ – 5D
Questionnaire on health
German version
Please fill in your patient ID:
Your date of birth (dd/mm/yy)
Today’s date (dd/mm/yy)
Please indicate which of the statements describe best your state of
health of today. Please tick one option per group.
1. Flexibility/mobility
I have no problems walking around
I have some problems walking around
I am bed-ridden
2. To take care of oneself
I have no problems to take care of myself
I have some problems to wash myself and to put on my clothes
I am not able to wash myself and to put on my clothes
3. General activities (e. g. work, studies, homework, activities with
family or leisure time activity)
I have no problems to pursue my everyday activities
I have some problems to pursue my everyday activities
I am not able to pursue my everyday activities
4. Pain/physical discomforts
I have no pain or discomforts
I have moderate pain or discomforts
I have extreme pain or discomforts
5. Anxiety/depressiveness
I am anxious or depressed
I am moderately anxious or depressed
I am extremely anxious or depressed

178

Supplements:
6. Medical care
I have no problems with my medical care
I have some problems with my medical care
I have extreme problems with my medical care
7. Late damages due to thalidomide
I have no problems with late damages due to thalidomide
I have some problems with late damages due to thalidomide
I have extreme problems with late damages due to thalidomide
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ANNEX H VOTE OF ETHICS COMMITTEE

Medical Association North-Rhine
Public Body
ETHICS COMMITTEE
Mr. Prof. Dr. med. Klaus M. Peters
Rhein-Sieg-Clinic
Department for orthopaedics
Höhenstrasse 30
51588 Nümbrecht
14.10.2011 PD Dr. Kn./cr
Consultation on professional conduct for the conduct of biomedical
research on humans according to §15 code of medical ethics
Health damages caused, psychosocial impairments and need for care
of thalidomide victims in Northrhine-Westphalia from the long-term
perspective
Serial no.: 2011286
Here: your letter dated 30.09.2011 / received 04.10.2011
Dear professor Peters,
The ethics commission of the Medical Association North-Rhine took note of
your above mentioned letter with information on probands, the letter of
agreement and the statement of the business liability insurance. Thus, you
fulfilled all points stated in our letter dated 31.08.2011 so that there are no
more objections regarding professional ethics and usual professional
standards against the conduct of the survey.
By way of precaution, the ethics commission calls your attention to the fact
that the above mentioned vote refers to the submitted documents, only.
Subsequent amendments of organisation or course of the clinical
investigation which, according to your opinion, should be comprised in the
vote of the ethics committee, shall be notified immediately for consultation.
The modified passages must be clearly identified. However, amendments
which do not require the committee’s statement do not have to be presented.
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ANNEX I DSM-IV CODIFICATION OF THE INDIVIDUAL MENTAL
DISORDERS
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ANNEX J QUESTIONNAIRE ON PATTERN OF ORGANIC DYSFUNCTION
Pattern of organic dysfunction (to be completed by the doctor)

ID:
A. Initial damages
upper extremities
one arm is missing completely (Amelia)
phocomelia (hand directly grown out of torso or shoulder girdle)
hemimelia (parts of arm skeleton missing)
thumb aplasia (missing thumb)
triphalangia (tripartite thumb)
………………………………………………………………………………………………………………….
lower extremities
hip dysplasia
hip luxation
leg is missing completely(Amelia)
phocomelia (foot directly grown out of pelvis)
hemimelia (parts of the foot skeleton missing)
………………………………………………………………………………………………………………….
spine
scoliosis
sacrum dysplasia
spondylolysis, spondylolisthesis
………………………………………………………………………………………………………………….

184
Eyes
blindness
visual impairment
ocular palsy
incomplete eyelid closure
……………………………………………………………………………………………………………….

Ears
damaged auricle
ambliacousia
deafness
narrowness of ear canal

……………………………………………………………………………………………………………….

Nose /mouth
flat nose
cleft palate

……………………………………………………………………………………………………………….

neurologic
paralysis of the facial nerves
paralysis of soft palate
brain damage

……………………………………………………………………………………………………………….
Pattern of organic dysfunction

184

184

184
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ANNEX K DE V E LOP KME NT OF MO NTHLY TH ALI DO MIDE
P E NS I O NS FOR THE P ERIO D 2011 TO
Damage points

Monthly pension

Increase in per cent

ACTUAL AMOUNT

2013
absolute

Monthly pension

increase

NEW

10 - 14.99

255 €

140.0%

357 €

612 €

15 - 19.99

383 €

145.0%

555 €

938 €

20 - 24.99

512 €

150.0%

768 €

1,280 €

25 -29.99

641 €

155.0%

994 €

1,635 €

30 - 34.99

769 €

160.0%

1,230 €

1,999 €

35 - 39.99

896 €

180.0%

1,613 €

2,509 €

40 - 44.99

1,025 €

200.0%

2,050 €

3,075 €

45 - 49.99

1,152 €

220.0%

2,534 €

3,686 €

50 - 54.99

1,152 €

240.0%

2,765 €

3,917 €

55 - 59.99

1,152 €

260.0%

2,995 €

4,147 €

60 - 64.99

1,152 €

280.0%

3,226 €

4,378 €

65 - 69.99

1,152 €

310.0%

3,571 €

4,723 €

70 - 74.99

1,152 €

340.0%

3,917 €

5,069 €

75 - 79.99

1,152 €

370.0%

4,262 €

5,414 €

80 - 84.99

1,152 €

400.0%

4,608 €

5,760 €

85 - 89.99

1,152 €

430.0%

4,954 €

6,106 €

90 - 94.99

1,152 €

465.0%

5,357 €

6,509 €

95 - 100

1,152 €

500.0%

5,760 €

6,912 €

ANNEX L AIDS

Self-closing toilet lid c1osomat"
Closomat lid
Decubitus cushion
Shower, handicappedaccessible
Verticalty adjustable electric
chair/sit-stand aid
Electric slatted frame
E-bike

Electric,
•1heelchair

Ergonomic mou$e

E-shopper for road traffic
Simple fire alarm
Walkers after surery/crutches
Walker, cane
3ripping pliers
Mobile·ph0.
ne (for disabled
persons)
Mobile phones (for visually
handicapped persons)
Head-set

Hearing aid

http://www.closomat.de/uploads/medla/Closomat Prelsllste EU 2013 01.pdf
http://www.closomat.de/uploads/medla/Closomat Prelsllste EU_2013 01.pdf
http://etac.de/de/Etacde 1/Produlcte/ Antl-Okubltus-Hllfsmlttel/
http://www.ldealo.de/prelsverglelch/ProductCategory/15273F
1597860.html?param.resultlist.sortKey=mlnPrlce

http://shop.lmrehatech.com/stuhle/stehhllfen/
http://www.idealo.de/prelsverglelch/Productcateg orv/12192F892214.html
http://www.fahrrad.de/fahrraeder/elektro-raeder· pedelecs .html
http://www.ldealo.de/prelsven!f elch/ProductCate11.orv/18635.htm1?Q=elektrorad
Lower price range
http://www.ebay.de/ltm/llke/30095 1079875?lpid=91&_conflgDebug=V lewltemOlctlonary.ENABLE_PAYMENTS_IN_HLP: true
Intermediate price range
http://www.handlcap-shop.eu/senloren-und-mobllitaet/rollstuehle/elektrlscher -rollstuhl/elektrorollstuhl -elektrlscher-rollstuh l
Higher price range
http://www.mc-senlorenprodukte.de
/rollstuehle/elektro/elektrorollstuhl-draaon-vertlc.html?vlds=
http./ /www .easy-er2onomlcs.de/shop/2er/er2onomlsche•maeuse .html
http://www .sanltaetshaus-versand .de/shop2/lndex.php/user /sanltaetshaus/suche/1/
http://www.ldealo.de/prelsverglelch/MalnSearchProductcategory/3686.html?q=f euermelder
http://www.deln-sanltaetshaus.de/de/Mobllltaetshllf en/Unterarmgehstuetzen .htm I
http://www.sanltaetshaus-24.de/stehhllfen.htmlHq'630gehstock
http://www .ldealo.de/prelsverglelch/MalnSearchProductcategory.html ?q=greltzange
http://www.handy-wegwelser.de/behlnderte/handy -hoergeschaedigt.php
http://www.handy-wegwelser. de/behlnderte/handy-bllnde.php
Lower price range
http://www .ldealo.de/prelsverglelch/OffersOf Product/ 2065748_-kopfbuegel-headset-fuer-dect-telef one-hama .html
Top price range
http://www .ldealo.de/prelsverglelch/OffersOf Product/2502029 -supraplus-wldeband-hw26 ln-75101-07-plantronlcs .html
Estimated

n:oruienoepads
???ho,1\

http//www ldealo.de/prel
svergle ch/MalnSearchProductCategory .him r>q=l
nkonttnenzelnlage

Button aid
Contactl
enses
Smam hel
per

http//wwwa lttagshllfen24.
comn<omfo rt-Anzlehttlen/ Ank lellehlKen/Kn oepf-Hlffe-Knopfhlffe-DELUXEhtml
http/lwww.
ldealo de/prelsvergle kh/Productcategory/S472htm17q=kontakt nsen
http//www amazonde/s/ref=nb_sb_noss_l?_mk_de_DE='%C3%85M%C3%85%C5%B0%C3%95%C3%9l &u =searchClt1f.3Aheftger<'.16C3%A4t
• ls\30ap,&ftett keywords=heftger>AIC3%A41&rb= 'l.3Aops'l.2

Light hole puncher

http/lwww.amazon .de/s/ret=sr_nr_n_12?m=n%3AIOn090031%2Ck%3A1ocher&keywords=lcher& le=UTF8&qld= 39169210
2&mld=1703609031
http//www ldealode/prelsvergle th/MatnSearchProductCategory.htm r>q=rauchme lder+foto

Lightsmoke detector
(normaQ
Recumbent bike requested http//www Jow-rlder.de/Kaufen/Ak1 bnen/AkUonen.
php
Emergency call (alarm
Wfor home?)
Key boanl PC
New purchase of car
Resmed resinu
Walkilgframe
wheelchair
Whee lchair wrth
push/pull aid

httpl/www hau,notrufshop de/epages/62173790sf/de OE/?Otiecti0•15233184&VlewAcUon•FacetedSearchProducts&Searc hStr ng•hausnotruf&•
httpf/www c ompu ter-fuer-behl'lderte.denprel
sbs.pdf
http://www.volkswagen.de/de/models/golf 7 html
www resmed de
httpf/wwwl
dealo.
de/prelsvergleth/Productcategory/18874 .himl?param.resultlllt eount=SO&q=ro Ilator
http//rollsluhl
-shop .de/rollstuehle html
httpf/wwwl
dealode/prelsvergle k h/ProductCategory/18874 html?q=ro stuhl>mlt+schlebehllfe

Brush for back
Splint hallux valgus
shoes (Finncomfort)

httpJJwww.ldealode/preisverglelch/MainSearchProd ucttategory.
htm
l?q"fA
' IC3%BCckenb%C3%BCrste
http//www ;deab.de prelsvergle th/OffersO!Producl/24 19314 -hallux-valgus-sc hllne-hallufix html
(generaloverview)

Insoles for shoes

httn//sho oJI nncomfortlelde-de!l)rod ucts?matertala&qroessea&fa rbe•&form •
http.,/www Jdeabde/prelsvergle th/MalnSea rchProductCategory htm
l
?q=schuhel
nlagen

Heightening for shoes
Seat cush,on

-

httpf/www .eln
agen l
shop com/epag
1720346 sf/de OE/?Oqect Palh=/Shops/61720346/Categor lls/Elnlagena rten/Em%C3%66hu ngsemlagen
httpt/www rehavlta24.de/alagshlffen_re habedarflstzhl
fen/sltzklssen-eco-40x40x3 html
http//www rakutendelprodukt/aks-anU-deku us-stzk lssen-aks-softgeIsl694726426.htm17portaldv=3&stld=a_rakneu_pla_nocat_DE&cld=google_t ase_pla&utm_source=gpla_DE&utrn_rnedun=pla& utrn
campaJgn=googlebase-p la-2012-02 nocat OE&gcCM6ZwZOF57wCFSTkwgodnFAA Tg

Specialkey board PC (e. http11www.sehheifer.de/Mlt-grossen-Tasten/T astaturen/
g. for visllally
handicapped people}
Suprapubic -cath;eter

http:llwww .Idea lode/pre tve rgk:h/MainSea rehProductcategory.html?param .opensearc h .sortKey=prl:e&q=Su prap ubscher+
kaHleter

Language programme
Heightening for chair

http1/www hldrexde/reha/software -fuer-behinderte/k ommunlkationssoflwa rellhe-grld-28-software
http-J/www rakutendelproduktlkem pert-sltzerhoehung-mrvugrlf-40x4Jx 10cmschwarz671351991.hlrnliutm_source=prelsvergle th&utm_medium=cpc&sclld=p_ldea lo_DE_2.1_d1s1&portaldv=3&c k:l=idealo&utm campalgn=ide!b-2010-06

tellephone (e. ,g.for
visuaay handicapped
people)

http11www.sehhelfer .cle/MIt rossen-TastenilEt!fone/

Therajpy sei,ssors

http1/www mnazon.dels/ref=nb_sb_ss_1_0_14i_mk_de_ D
E=%C3%85M%C3%.35%C5% BD%C3 %95%C3 %91&url=sea.rc halias%3Daps&fletl-keyw-0 rds=lherachere&spreflx=tllerapesc here%2Caps %2C162&rh=i
%3Aaps%2Ck%3Aiherapschere
www .geberlt-aquaclean.de

Toilette with flush for
Personalhygiene,s.eat
with shower CGeberiit)

http11www.kleab.de/pre isve rglei: h/Productcatego ry/175 fio E18oJO.htrnliq=gebe rt

Toilet a id , rhyg iene
aid")

http:J/www .a Itagshifen24.c om/Dusc h-BadehfenlTollettenhllfen-41'Hyg ienehelfer-EasyWp.e.htmI

To,ilet aid {toilet
handle}

http11wwwsartaetsh.a us-24 .cle/badehfen-und-toi

To ilet seat
Stair lift

http:J/www. santaetshaus-24 .deIba dehren-und-tol'ettenhl e nlto iettensizer hoehungen.htmI
https 1/www .ffla.d e/breppe nffl-prelselwas- kostet-e h-treppenllft .html

TRX suspensia,n !raining tag
Veri. comb

http1
/wwwtrxband net/producYallsort-Lhtml

Volkswagen caddy

ttenhlenlllaltegrlffe .html

http11www bsp-senbrentechnkde/shopJWohlbeflnden/Haarbuerste-n1-Verlaengerung ::253.htrnI
http:llwww .auto seaut24de/Ne-w Market[lst.a spx Jatype=C&mmvm kO=74&m mvmdO= 15734&m mvco=l&ma ke=74&mod el= 15
734efrom=1OOO&cy=D&offer=N&ustate= N %2.CU

ANNEX WITH ATT ACHED T ABL E LIFE TI ME AND POINT
PREV ALE NCES OF I NDI V I DU AL MENT AL DI S O R DE R S

Table I : L i fetime pre va le n ce of in d i vi d u a l m en ta l d i so rde rs,
G ro uped a cco rd in g to p at te rn of damage

T able I I : L i fetim e p re va le n ce s of ind ivid u a l m ental d iso rd e rs,
G ro uped a cco rd in g to sex and h ea ring im pa irm en t

Table I I I : Point p re va le n ce s of specif i c ment al d iso rde rs grou ped
a cco rd in g to pa ttern of o rgan ic dama ge

T able I V: Point p re va le n ce s of in d ivid u a l men ta l d iso rde rs
grou ped a cco rd in g to sex and h ea ring imp airm ent

ANNEX N Z-BAX
Z-Bax – price index for the payment base rates
The amount invoiced for a diagnosis-related case group and, thus, for the special
element of hospital reimbursement, is calculated from the product of their specific cost
weight which is determined by the InEK (Institute for the variable pay-programme in
hospitals) on the basis of a an annual calculation method and the base rate. This is the
amount in Euro representing the monetary value of a cost weight and the most
important factor for the revenue situation of hospitals or expenses of hospitals within
the statutory health insurance. During the so called convergence phase, the base rates
of the individual hospitals have gradually been approaching an assessment value on
national level, since 2005: the individual base rates per department (LBFW) which will
be invoiced for all hospital serviced for the first time in 2009, provided there will be such
an agreement on federal state level.
The price index for base rates (Z-Bax) indicates which amount payable of the
statutory health insurance was actually paid at average per “DRG”-(diagnosis related
groups) hospital case. This amount in Euro represents the price level for “DRG”
services and is one of the most important parameters for the revenue situation of
the hospitals, respectively for the hospital expenses in the statutory health
insurance.
Apart from the BFW (Bundesförderungswerk = National promotional association) there were
established facts of additions and rebates as e. g. for financing of training, for centres and
focal points. Furthermore, the renovation discount was established. Altogether, they have
an important influence on the price level of inpatient benefits. Upon taking effect of the
law for the financing reform of hospitals (Kankenhausfinanzierungsreformgesetz KHRG),
additions and discounts became more important: On the one hand, new facts had been
added, such as the extension of convergence which was valid in 2009, only, or the agreed
markdown for increased performances. On the other hand, facts had been added which
had been comprised by the BFW, before, and which will be invoiced separately in future, as
e. g. compensation for extra earnings or losses from previous periods.
The Z-Bax of the WIdO (Wissenschaftliches Institut der AOK – General Health
Insurance Fund) being the index for base rates, provides for transparency
regarding the current developments of the DRG price levels. Along with the
weighted base rates, it reflects all relevant facts regarding additions and
discounts and, thus, represents determinants for the expenses of hospitals per
period. The information on prices is updated weekly and available using the link
indicated1.

1

http://www.wido.de/zbax.html, access on 06.02.2014

ANNEX O C O M PEN S AT O R Y P AY M E N T S F O R T H AL I D O M I D E
VICTIMS
TableI: One-off lump sum compensation for capital
points

Compensation for capital

1 – 4.99

1,278 Euro

5 – 9.99

2,556 Euro

10 – 19.99

3,835 Euro

20 – 29.99

5,113 Euro

30 – 39.99

6,391 Euro

40 – 49.99

7,669 Euro

50 – 59.99

8,948 Euro

60 – 69.99

10,226 Euro

70 – 79.99

11,504 Euro

80 und more

12,782 Euro

Table II: Level of annual supplementary grants as from 2009
points

annual supplementary grants

up to 9.99
10 – 19.99

460 Euro

20 – 29.99

920 Euro

30 – 39.99

1,380 Euro

40 – 49.99

1,840 Euro

50 – 59.99

2,300 Euro

60 – 69.99

2,760 Euro

70 – 79.99

3,220 Euro

80 and more

3,680 Euro
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GLOSSARY
Amelia

completely missing arm or leg

Angina pectoris

sudden pain in the chest which can last
seconds to minutes

Aplasia

existent but undeveloped tissue or organ

Arteriosclerosis

pathological lesion of arteries with hardening and
modification of the arterial walls

Arthrosis / arthritic

joint wear

Auricle defect

abnormity of the ear cup

Casuistics

consideration of an individual case

Cervical pain

neck pain

cognitive disorder

Impairment of cognitive abilities from slight
forgetfulness to advanced dementia syndromes

Coxarthrosis

wear of the hip joint

Cholelithiasis

suffering from gallstones

Aplasia of the thumb

missing thumb

Decompensation

compensation of a reduced performance or
function which has become insufficient

Dorsalgia

back pain

Dorso lumbago

back and lower back pain

DSM-IV-Diagnoses

mental disorder according to the operationalised
system of diagnosis of the American Psychiatric
Association

Duodenitis

Inflammation of the duodenum
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Dysmelie

congenital malposition of extremities sections

Dysplasie

congenital malformation

Dysplasia of the sacrum

malformation of the sacrum

Embryogenesis

development of the embryo

Embryopathy

congenital diseases or malformations that are
caused by different disorders of the early
embryo up to the 8th week after fertilisation

endocrinal

Release of the hormone directly into the
bloodstream

Endoprosthesis / endoprosthetic

Implant, which remains permanently in the body
e. g. hip replacement

Facial nerve paresis

facial paralysis, dysfunction of the nervus facialis
(VII. cranial nerve)

Flat nose

deformity of nose among thalidomide victims

Infantile brain damage

congenital or acquired brain damage

Interior damage

inner damage of a joint

Hip dysplasia

malformation of the hip joint

Hip luxation

Loss of contact of joint forming bone ends of
the hip joint

Hypermobility

excessive flexibility of a joint and band

Hypertonia

raised blood pressure

Imbalance, muscular

missing muscular balance at occurrence of
hardening

Inguinal hernia

protrusion of abdominal-cavity contents through
the inguinal canal
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Ischaemic cardiopathy

disease of the coronary arteries with angina
pectoris as leading symptom

Longitudinal pattern of damage

pattern of malformation of an extremity in
longitudinal direction

Lesion

damage, injury

Musculus trapezius

trapezius (muscle) belonging to the shoulder
and neck muscles

Myocardial infarct

coronary thrombosis

Neuropathic pain

pain caused by damage to the peripheral or
central nervous system

Nociceptive pain

pain through excitation of pain receptors
(nociceptors) "warning pain"

Obstructive

obstipated, narrowing

Para lumbar

next to the lumbar vertebral column

Paresis of the soft palate

paralysis of the soft palate

Para thoracic

next to the thoracic spine

Para cervical

next to the cervical spine

Personality disorder

Enduring behavioural and thought patterns that
are attributed to the person's personality (can)
and lead to difficulties in social relations

Phlegmon

purulent infection disease of the soft tissues, e.
g. in a tendon sheath

Phocomelia

extreme limb malformation of parts of
hand or foot skeleton put directly to the shoulder
girdle or pelvis

psychotic disorder

Mental disorder being accompanied by
hallucinations, delusional phenomena, mental
and behavioural disorders

201
Psychotropic medication

affects the central nervous system (e. g.
psychotropic drugs, opioids)

Radiation defect/cleft hand

malformation of a finger or toe

Rudiment

functionless organ or organ part

Scoliosis

lateral deviation of the spine from the
longitudinal axis

Scrotum

anatomical male reproductive structure

Somatoform disorder

Collective term for disease states in which there
are functional body symptoms which, on the one
hand, are not adequately explained, and on the
other hand can be attributed to certain factors of
experience

Spondylolisthesis

sliding vertebrae

Spondylolysis

bone defect in the vertebral body

Triphalangia

tripartism of the thumb, which is designed as a
pilferer

Ureter

tubes made of smooth muscle fibers that propel
urine from the kidneys to the urinary bladder

Varicose veins

veins that have become enlarged and twisted

Visual analogue (VAS)

scale for measuring mainly subjective attitudes, e. g. pain

Cervical cephalgia

neck pain radiating to the back of the head

LZG.Analyse
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