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A. The early years (late 1960s, early 1970s)
Medical treatment
• First haemodialysis programmes for children made their survival possible,
3x8 hours/week.
• First Paediatric Nephrology departments were established, e.g.
– 1969 Hôpital des Enfants Malades, Paris, Pierre Royer
– 1969 University Children‘s Hospital Heidelberg, Karl Schärer
Psychosocial care
• Pioneers:
Paediatrician Barbara Korsch (1921-2017), Los Angeles Children‘s Hospital, e.g.
– „The physician, the family and the child with nephrosis“ (1961, with Henry Barnett)
– „Doctor-Patient-Communication“ (1972, with V.F. Negrete)
– „Noncompliance in Children with Renal Transplants“ (1978, with R.Fine, V.F.
Negrete)
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A. The early years (late 1960s, early 1970s)
Psychosocial care (continued)
• Pioneers:
Psychoanalyst Ginette Raimbault (1924-2014), Hôpital des Enfants Malades, Paris,
e.g.:
– „The child and his impression of disease, study of 12 cases of chronic
nephropathy“ (1967, with P.Royer)
– „Theme of death in children with chronic disease“ (1969, with P.Royer)
– „Personality development in children after renal transplantation“ (1977, with
M.Bouras)

Ginette Raimbault (left), interviewed by Evelyn Reichwald-Klugger,
Psychologist from Heidelberg,
Annual Meeting of the Psychosocial Working Group EWOPA,
Toulouse, France, 2001
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- Selected observations A. The early years (late 1960s, early 1970s)
Psychosocial care (continued)
•

Psychosocial professions started to get involved in the medical care:
e.g. Heidelberg: 1974 first psychologist and first social worker in renal unit (K.Schärer)

•

International exchange and discussion:
1971 (during IPNA foundation in Paris):
First Round Table on „Psychosocial problems in children on hemodialysis and
after transplantation“
= Foundation of the European Working Group on Psychosocial Aspects

History of psychosocial care
- Selected observations B. The years of establishing and stabilizing (Late 1970s – approx. 2005)
•

Psychosocial aspects and needs became more and more acknowledged,
psychosocial professionals became part of many renal teams

•

Which were the psychosocial issues and topics?
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History of psychosocial care
- Selected observations B. The years of establishing and stabilizing (Late 1970s – approx. 2005)
(continued)
•

Many leading paediatric nephrologists from different European countries
played a very active role at the psychosocial meetings!

•

„European Working Group on Psychosocial Aspects of Children with
Chronic Renal Failure“ (EWOPA) elected multi-disciplinary Coordination
Group.
1998 first chairperson: Evelyn Reichwald-Klugger, psychologist, Heidelberg
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Current EWOPA coordination group: (From left)
Chris Reid (paediatric nephrologist, GB) (chairperson)
Dirk Bethe, (psychologist, D)
Lore Willem (psychologist, B)
Robert Novo (paediatric nephrologist, F)
Annika van Schantz (nurse, SF)
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Problems
- Widening of wealth gap in many
countries puts some families of
children with chronic conditions
at a further disadvantage.
- In some countries, cuts in
health, education and social
funding means less vocational
and employment opportunities for
adolescents with a chronic
condition.

Improvements
In some places, improved societal
acceptance of the needs of children
with a chronic condition.
E.g.,
- in Germany, schools are giving
„compensation for a disadvantage“
-more writing time at school tests
- in the Netherlands, unwell pupils
can use the „klasse-contact“
programme (like Skype) to participate
while at home or in hospital.
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•

Great improvements in medical management and general quality of life are
exactly the reasons why we sometimes forget that the essential
psychological and social challenges of living with chronic renal failure
have not changed:
– Incurability of the disease
– Threat to life
– Painful and unpleasant examinations and treatments
– Adherence to numerous medical prescriptions, instructions, and

restrictions
– Dependence on medical devices and caregivers
– Violation of body image
– Problems of social integration

– Neglect of parents‘ individual and marital needs, of siblings‘ needs
– Issues with school and vocational training
– Disadvantages in the case of additional disabilities and comorbidities,
socioeconomic problems

Findings on the current state of psychosocial care
What has changed over the past decades? (continued)
•

Cooperation between doctors and psychosocial professionals:
– Broadly more acceptance among medical professionals for psychosocial
viewpoints
– But:
• a tendency for doctors to less personal involvement with the psychosocial cause
• little attendance at psychosocial meetings („Division of labour“?)

•

Improved understanding of interdependence of medical and psychosocial
problems
- with ambiguous consequences...
On the one hand:
– Many positive consequences for day to day treatment of patients
– Various valuable multidisciplinary endeavors and programmes
• e.g. to support transition into adult care

Findings on the current state of psychosocial care
On the other hand:
Administrative and financial restrictions sometimes still prevent the application of
knowledge and best practice, e.g. Transition:

In most centres, timing of transfer
is still age dependent (18 years),
instead of an individualized and
criteria dependent timing.

Age and graft failure rate
(Foster et al. 2011)

Findings on the current state of psychosocial care

Has the improved understanding of the interdependence of
medical and psychosocial aspects led to sufficient

provision with psychosocial professionals?

Findings on the current state of psychosocial care
•

Watson et al. (2013): „major deficits in psychosocial provision with
designated professionals“ (European study with 14 centres)

•

Bethe et al. (2015): „German staffing ratios are deteriorating over the years“
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Online Survey 2017 :

Psychosocial Care in

European Paediatric Nephrology
Objectives:
•

Collecting statements from medical and non-medical colleagues about
current situation

•

Observing tendencies regarding the provision of psychosocial support for
paediatric renal patients

Survey „Psychosocial Care 2017"
•

Link to short online survey sent out to several hundred medical and nonmedical colleagues in paediatric nephrology centres, mainly in Europe
(June 2017)

•

Items:
- Profession of participant, size of centre: approx. number of patients
- Country (optional)
- Which psychosocial professions in renal team?
- Short personal evaluation of the psychosocial care in the centre
- Further comments?

Survey „Psychosocial Care 2017"
•

Responses:
n=61 replies:
8 non-valid
2x2 entries from apparently 2 colleagues per centre (summarized to 2 entries)

-------------------------Valid responses from N = 51 participating paediatric nephrology centres
•

Professions of participating colleagues:
N

Profession

33

Physician (mostly Paediatric Nephrologist)

11

Psychologist

4

Social Worker

2

Nurse

1

Scientist

Thank you for your participation!
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Countries of participating centres

N

Country

N

Country

14

United Kingdom

1

Finland

9

France

1

Hungary

7

Germany

1

Lithuania

4

Belgium

1

Norway

2

Canada

1

Slovenia

2

Netherlands

1

Spain

2

Poland

1

Switzerland

1

Armenia

1

Tunisia

1

Egypt

1

Not specified

Survey „Psychosocial Care 2017"

Size of participating centres
N
22

Size of centre (approx. number of RRT patients)
Large centre
(≥ 80 pts after Tx and/or ≥ 20 pts on dialysis)

20

Medium size centre
(≥ 40 pts after Tx and/or ≥ 10 pts on dialysis)

9

Small centre
(< 40 pts after Tx and < 10 pts on dialysis)

Survey „Psychosocial Care 2017"
„Which psychosocial professions are involved in patient care?“
Professions listed
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•

Psychologist
Social Worker
Play Specialist / Play Therapist
Teacher
Pediatric Psychiatric Nurse
Coordinating Nurse
Nurse
Music Therapist
Family Therapist
Counsellor
Secretary
Dietician
Speech Therapist
Psychiatrist
Parent Counsellor

Survey „Psychosocial Care 2017"
„Which psychosocial professions are involved in patient care?“
Psychologist
part of core team (at least 10 hrs/week) ?

YES

NO

% of participating centres

100%
90%
80%

70%

30
50
78

60%
50%
40%
30%

20%

70
50
22

10%
0%

Large centres

Medium centres

Small centres

(N=22)

(N=20)

(N=9)
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„Which psychosocial professions are involved in patient care?“
Social Worker
part of core team (at least 10 hrs/week) ?

YES

NO

% of participating centres

100%
90%
80%

45

35

70%
60%

100

50%
40%
30%

55

65

20%
10%
0%
Large centres

Medium centres

Small centres

(N=22)

(N=20)

(N=9)
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„Which psychosocial professions are involved in patient care?“
Play Specialist
part of core team (at least 10 hrs/week) ?

YES

NO

% of participating centres

100%
90%
80%

70%

59
80

60%

100

50%
40%
30%

20%

41
20

10%
0%
Large centres

Medium centres

Small centres

(N=22)

(N=20)

(N=9)
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„Which psychosocial professions are involved in patient care?“
Other professions (Teacher, etc.)
part of core team (at least 10 hrs/week) ?

YES

NO

% of participating centres

100%
90%
80%

70%

59

60%

85

89

15

11

Large centres

Medium centres

Small centres

(N=22)

(N=20)

(N=9)

50%
40%
30%

20%

41

10%
0%
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„Which psychosocial professions are involved in patient care?“
13/51 centres:

DO NOT HAVE

„We do not have
DO HAVE
a psychosocial professional
in our core team (at least 10 hrs/week)“
100%

% of participating centres

90%

23%,N=5

10%, N=2

80%
70%

67%,N=6

60%
50%
40%

77%

90%

30%
20%

33%

10%

0%
Large centres
(N=22)

Medium centres
(N=20)

Small centres
(N=9)

Survey „Psychosocial Care 2017"
Evaluation by the centres:
„What would you like to tell the ESPN audience about the psychosocial
care in your centre, i.e. what would you like to be mentioned in our
report?
What has the development of psychosocial care been like?
Which aspects are satisfying, and where are the problems?
Do you have wishes for the future?”

“Would you like to make any further comments?”
(open questions)

Survey „Psychosocial Care 2017"
Evaluation by the centres:
Categorization of comments:
Altogether positive evaluation

8/51

Mixed evaluation/neutral
description

5/51

Altogether critical evaluation

21/51

General remarks about
importance of psychosocial
aspects and care

7/51

Not specified

10/51

Evaluation of
psychosocial care
in own centre:
34/51=67%

Survey „Psychosocial Care 2017"
Evaluation by the centres
Altogether positive evaluation (N=8/51), e.g.:
“We have satisfying psychosocial care at our centre.“
(Paediatric Nephrologist, medium size centre, Western country)

„Smoothly running.“
(Paediatric Nephrologist, large centre, Western country)

„In the last 30 years it was a great development in the psychosocial care.“
(Paediatric Nephrologist, large centre, Eastern European country)

„We are fortunate to have excellent psychological care with pediatric psychologist
working 0.65 fte for renal patients, specialized nurse and a social worker.”
(Paediatric Nephrologist, medium size country, Western country)
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Evaluation by the centres
Altogether positive evaluation (N=8/51), e.g.: (continued)
“I believe we have a strong psychosocial team with a tradition of supporting and
encouraging the members of this team. (….)
In my opinion deciding on how much dialysis, or what drug to use, is the "easy"
bit.
The hardest bit of our job is dealing with the psychosocial issues, family
dysfunction, social deprivation, etc, that directly impacts on our ability to keep
children with kidney disease safe and as healthy as possible.”
(Paediatric Nephrologist, large centre, Western country)
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Evaluation by the centres
Altogether critical evaluation (N=21/51), e.g.:
„Need to have more time of psychologist.“
(Paediatric nephrologist, large centre, Western country)

„Asking for it for 10 years!“
(Paediatric nephrologist, small centre, Western country)

„Not enough support.“
(Paediatric nephrologist, large centre, Western country, no psychosocial staff in core team)

“Whilst the medical team has expanded we have not seen a similar expansion in
psychosocial provision - in fact it has declined. Working with families and with the
Renal Team is very satisfying, but the main problem is not feeling that you can
hold families in mind as well as you would like, when there are so many of them. I
would love to be able to do more research, but there is no time to be able to.”
(Clinical psychologist, large centre, Western country)

Survey „Psychosocial Care 2017"
Evaluation by the centres
Altogether critical evaluation (N=21/51), e.g.: (continued)
„A massive decrease in psychosocial support paralleled by an increase of
children with complex conditions, 1-parent households, refugees with very
limited language skills etc. has turned a preventive liaison work into an
emergency ad-hoc fire brigade. Pushing medical boundaries without providing
psychosocial support is unethical. The increase of severely hospitalised
patients who are deeply emotionally disturbed and sometimes without social
bonds is a shame for any industrialised country!”
(Psychologist, large centre, Western country)

Survey „Psychosocial Care 2017"
Evaluation by the centres
Altogether critical evaluation (N=21/51), e.g.: (continued)
“I do not think managers and hospital administrative staff understand the role of
psychosocial care in paediatric renal medicine. We may need to target this by
education and also increase the need in the public. We have found patient
stories regarding psychosocial care has been helped us in the past and will be
using the same in the future too.”
(Paediatric Nephrologist, medium size centre, Western country)

“Strategies to increase the political pressure are mandatory, ESPN could help
in this direction...”
(Paediatric Nephrologist, medium size centre, Western country)

Survey „Psychosocial Care 2017"
Evaluation of psychosocial care
20%
Not
specified
14%
General
remarks

66%
Evaluation of
own
centre

Evaluation of own centre

8

Positive evaluation
Mixed evaluation
Critical evaluation

N=21,
62%

5

Survey „Psychosocial Care 2017"
Discussion
•

Almost every participating centre indicates some kind of support by
psychosocial staff
– only 3 out of 51 centres indicate no psychosocial professions involved in the care of
their renal patients.

•

Wide variety of professions involved
– predominantly psychologists, social workers, play therapists, and teachers.

•

Availability of psychosocial staff: do they belong to the renal core team?
– (Only) 50% of the large centres (70% medium size centres) have a psychologist
in their core team.
– (Only) 55% of the large centres (65% medium size centres) have a social worker
in their core team.
– 13/51= 25% of the centres do not have any psychosocial staff in their core team!

Survey „Psychosocial Care 2017"
Discussion (continued)
•

Evaluations by participating centres:
– Every comment stresses importance of psychosocial care as being
part of the treatment.
– Some survey participants report sufficient psychosocial care in their
centre.
– But 62% of the centre-related evaluations state that psychosocial
care in their centre is not sufficient, refering to a downsizing of
psychosocial staff or lack of up-sizing when patient numbers rise.

Conclusions
1) Living with the disease remains a great challenge
The great medical improvements for patients and for their quality of life are
exactly the reasons why we sometimes forget

that the essential psychological and social challenges of living with a
potentially life-threatening, severe disease and the often invasive treatment
have remained.

Conclusions
2) In general, broad acceptance and appreciation of
psychosocial care.

Extensive knowledge about the patients‘ needs.
 Clinical experience and results of studies on, e.g., non-adherence
show that psychosocial support can make the difference.
 Surveys among patient families and paediatric colleagues stress
the great need for a proactive team-integrated, low-threshold,
family-routinely-approaching model of psychosocial care, as
opposed to the reactive „fire fighting“ model.

Conclusions

Has this improved understanding of the interdependence of
medical and psychosocial aspects led to a sufficient provision
with psychosocial professionals?

Conclusions
3) Overall tendency: not enough psychosocial care
While there is a satisfying and sufficient provision of psychosocial

care in some centres,
several surveys show an overall tendency of withholding the
necessary amount and type of psychosocial care from the
patients and their families.

„The Psychosocial Paradox“

What can we do?

Psychosocial care in the future….

• Hopefully, enough psychosocial staff for a proactive, preventive,
team-integrated, low-threshold, family-routinely-approaching model
of care.
• Hopefully, sufficient staff and funding resources for more research
with a qualitative, patient-participating methodology,
as well as for more participation at psychosocial conferences,
in order to develop guidelines and improve treatment quality.

Thank you for your attention!

