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• In 2020, the SARS-COV-2 virus began to spread all over Europe. On March 27th, the federal together with the local

governments decided a bundle of measures to reduce the rate of infections and to control the resulting COVID19 outbreak in

Germany1.

• This so called “lockdown” significantly affected outpatient and inpatient care in the field of hematology and oncology in

Germany.

• Patients with- aplastic anemia (AA) are considered to be at particular risk for severe or fatal courses of COVID19 caused by

immunosuppressive treatments they often receive as by their underlying disease itself.

• The recommendations of the EBMT aplastic anemia working party (SAAWP) recommends to carefully consider timing of

initiation of immunosuppressive treatment and/or allogeneic transplantation in AA patients2. For patients with paroxysmal

nocturnal hemoglobinuria (PNH), the additional consequences of complement inhibition on the clinical course of COVID19

are currently less predictable3.

• In this study, we initiated a retrospective internet-based survey to evaluate potential consequences of the COVID19 lockdown

on in- and outpatient care for patients with AA and/or PNH in Germany.
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• A relevant number of patients did not get sufficient information about COVID19 or had no access to information. 

• The psychological impact of COVID19 on the AA/PNH patients was not assessed. However, considering the high mortality of 

COVID19 in patients with hematological diseases, improving the flow of information might result in less distress and 

potentially mortality. 

• Facing the “second wave” of the COVID19 pandemia in Europe, additional efforts to provide broad and low threshold access 

to information to the affected patients via internet and social media should be the joint core interest of TPs, hematological

societies and patient advocacy groups. 

• Curative treatment was postponed in a significant number of patients with severe AA (sAA). The impact of delayed treatment 

initiation due to COVID19 remains speculative. However, based on previous data, we assume an impaired long-term 

outcome especially in sAA patients. 
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• The survey included 92 items covering basic demographics, the availability of information and the delay of treatment initiation

due to COVID19

• From July 8th to August 15th the survey was conducted via the web pages of the two patient advocacy groups for AA and PNH

in Germany, namely “Lichterzellen” (www.lichterzellen.de) and “AA & PNH e.V.” (https://aa-pnh.de).

• 88 patients completely filled out the questionary

• 35% (31/88) of pts. reported to have received few or no information about COVID19 from their treating physician (TP).

• 20% (18/88) reported few or no access to information about COVID19 and the respective underlying disease

• 17% (15/88) overlapped between both groups.

• 32% (28/88) reported delayed appointments.

• 20% (18/88) reported that their respective treating physician delayed appointments due to COVID19.

• 11% (10/88) of the pts. postponed their next appointment themselves for a minimum of four weeks.

• 14% (12/88) reported medical consultation via telephone/videoconferences with the TP.

• 3% (3/88), all with severe AA, reported that treatment of an already prearranged inpatient treatment initiation with either

immunosuppression or allogeneic stem cell transplantation was postponed for more than four weeks.
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Internet based patient survey on the consequences of COVID19 lockdown on 

treatment and medical follow-up of patients with aplastic anemia or 

paroxysmal nocturnal hemoglobinuria in Germany

Figure 1: Representative screenshot of the survey

AA: Aplastic anemia, PNH: Paroxysmal Nocturnal Hemoglobinuria, CSA: Cyclosporine A. ATG: Anti Thymocyte Globuline

Demographics Age Male/female
Number of complete

questionaires

47.9 years (±16.1) 56% (49/88) 32% (88/272)

Disease

characteristics

AA

(moderate/severe/

very severe) or

AA/PNH Overlap

classical hemolytic

PNH

No condition

reported

Onset of disease

>2 years ago (AA)

or >5 years (PNH)

51% (45/88) 43% (38/88) 6% (5/88)
33% (15/45) and

71% (27/38)

Treatment

(last 12 mo)
CSA CSA/ATG Eltrombopag

Complement

inhibitor

31% (27/88) 14% (12/88) 15% (13/88) 48% (42/88)

COVID19

Symptoms

(coughing, fever,

etc.) since start

lockdown

Tested for COVID19,

thereof positive

results

Protection (face

mask, distance)
Strict quarantine

3% (3/88)
18% (16/88),

0% (0/88)
100% (88/88) 65% (57/88)
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