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Health Services Research is the scientific investigation of healthcare, both 

on the patient-individual and the population level with health-relevant 

products and services under everyday conditions (Arbeitskreis 

Versorgungsforschung beim wissenschaftlichen Beirat der Bundesärztekammer 2004) 
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 Description of the healthcare situation 

 Analysis of utilization of care 

 Evaluation of the effectiveness of diagnostic / therapeutic methods, 

complex care pathways  

 Development, implementation, evaluation of innovative healthcare 

concepts 

 Evaluation of screening and early detection examinations 

 Quality assurance (eg. adherence to guidelines, volume-effects on quality, 

patient safety, acceptance …)  

 Health economic cost analysis, cost-efficiency analysis, … 

Research questions 
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What is the difference to clinical trials? 

Health Services Research … 

… is the scientific investigation of healthcare,  

both on the patient-individual and on the population level  

with respect to health-relevant products and services under everyday 

conditions … 

(AK Versorgungsforschung beim wissenschaftlichen Beirat der Bundesärztekammer 2004) 



Clinical trials vs Health Services Research 

Clinical trials Studies in Health Services Research 

„Strict“ outcomes (eg. mortality, hospital 

admission, adverse events, ..) 

Additional: Patient Reported Outcomes 

(quality of life, routine activities, mobility, ..), 

health-economic outcomes 
 

Randomized Controlled Trials (RCTs) 

 

 Pragmatic RCTs 

 Cluster randomization 

 Matching of patients or organizations 

 Regional Comparisons 

 Retrospective analyses with secondary 

data, control groups on the basis of 

matching 

 Uncontrolled designs (well, really ??) 
 

Single intervention (eg. medication, 

medical device) 

Complex multidimensional interventions, 

comprising several / many components 
 

Standardized intervention, fitting for all 

participants 

Tailored, individualized interventions 

 

Strict inclusion and exclusion criteria Pragmatic inclusion and exclusion criteria 



 Statistically noisy, often small effects 

 Results less powerful, due to bias, methodological limitations 

 Effects can be influenced by changes in the health system 

 However: high external validity, relevant for real-life-care 

Consequences for studies in Health Services 

Research 

Do we need Health Services Research in palliative care? 



Liverpool Care Pathway I 

Liverpool Care Pathway for the Dying Patient (LCP):  

UK care pathway (excluding Wales) covering palliative care options for 

patients in the final days or hours of life. Developed in the late 1990s to 

help doctors and nurses provide high quality end-of-life care. 
 

1. Patient identification 

2. Assessment to identify the special needs of the patient 

3. Suggestions for specific palliative care options 

4. Suggestions which non-essential treatments and medications should 

be discontinued 

Quellen:  

Jack BAM et al. 2003. Int J Palliat Nurs. 9 (9): 375–81. 

van der Heide A.L et al. 2009. J Pain Symptom Manage. 39 (1): 33–43.  

Mullick, A., T. et al. 2009. Palliat Med. 23 (6): 571–2. 

Initial assessments of the effects of the pathway were largely positive: 

 High acceptance among nurses and physicians 

 Decrease in the use of medication that might shorten life 

 Increased patients' involvement in their medication and care 

 Enhancing patient dignity, symptom management and communication 

with families 



Liverpool Care Pathway II 

2009: launching of Version 12 of the LCP 

Among other revisions, version 12 included: 

 new decision-making support on whether or not to start the LCP 

 highlighted guidance to review the appropriateness of continuing on the 

pathway at any time if concern is expressed by either the patient, a 

relative, or a team member 

 new prompts to support decisions on artificial nutrition and hydration 

 

Then, the opinion changed … 

 

Eg. Daily Telegraph, 2009: 

„ … hastening the death of some mortally ill patients …” 

 



2013: Independent review of LCP. Results: 

 poor implementation and practice 

 lack of thought 

 poor training 

 inadequate communication 

Liverpool Care Pathway III 

Quellen: Independent report: Review of Liverpool Care Pathway for dying patients - Department of Health, 15 July 2013 

Neuberger J. The Liverpool Care Pathway: what went right and what went wrong. Br J of Hospital Medicine, 2016: 77: 172-174 

Recommendation: the use of the LCP should be "phased out over the next 6-

12 months and be replaced with an individual approach to end of life care for 

each patient". 

 

And lack of health services research during and after implementation ? 



Health Services Research in palliative care is difficult  

 Ethical considerations (can these patients be "bothered" with research?) 

 Design - adaptations due to low life expectancy of many patients 

 Research setting – usually the homes of the patients 

 Standardized assessment 

 Sample size calculation 

 Identification and recruitment of patients 

 Follow-up examinations (dealing with drop outs, …) 

 Involvement of family members 

 … 



But: Many themes, challenges, goals, outcomes, …. 

 Diagnostics, therapy, monitoring in different settings 

 Access to palliative care 

 Pts. with different cultural backgrounds 

 Pts. reported outcomes (eg quality of life, coping, preference,…) 

 Transitions between sectors in the healthcare system 

 Hospital – ambulant care – hospice – nursing home … 

 Cooperation of physicians, nurses, other professions 

 .. 

 Advanced care planning 

 Palliative care in rural regions (integration with regional care, 

reasonable distribution of tasks, telemedicine, …) 

 Conflict management in the care team 

 … 



It affects many patient groups 

 Cancer 

 Neurological diseases (e.g. amyotrophic lateral sclerosis, multiple 

sclerosis) 

 Pts. with geriatric symptom complex 

 Chronic heart, pulmonary and/or kidney diseases 

 HIV / AIDS 

 All ages: Children, adults, old people 

 ... 

Quelle: Cremer-Schaeffer & Radbruch, 2012) 



(Very) heterogenous settings 

Inpatient palliative care: 

• (Rural) hospital  

• Palliative care wards 

• Other palliative care services at the hospital 

• (Hospice) 

 

Outpatient palliative care: 

• General practitioners 

• Physicans with subspeciality  palliative care 

• AAPV (general) 

• SAPV (specialized) 



Different settings  → different data sources 

Primary data, actively assessed within research projects 
 

Reimbursement („Secondary“) data 
 

Hospital data 

DRG (Diagnose related groups) , OPS (Operations- und Prozedures)  

 

Sources: 

 Statutory Health Insurances 

 DIMDI (German Institute of Medical Documentation and 

Information) 

 INeK 

 German Statistical Office (highly aggregated data) 

 Hospital quality reports 

 … 

 

 



 

Outpatient reimbursement data: 

EBM (Einheitlicher Bewertungsmaßstab ) 

GOP (Gebührenordnungsposition) 
 

Sources: 

 Statutory Health Insurances 

 Federal Association of SHI Physicians (Kassenärztliche 

Bundesvereinigung) 

 … 

 

Other: 

 German Hospice and Palliative Association 

 HOPE (Institution: German Palliative Care Society) 

 Guide Hospice and palliative care (Wegweiser Hospiz und 

Palliativmedizin) 

 … 

Different settings  → different data sources 



Academic Structures for 

health services research in 

Palliative care ? 



Academic Structures for 

health services research in 

Palliative care ? 



Akademische Strukturen für Versorgungsforschung 

in der Palliativmedizin ? 





2014: Joint 13th Kongress für Versorgungsforschung with  

                    10th Kongress Deutsche Gesellschaft für Palliativmedizin 



4. - 6.10.2017, Urania, Berlin  



Case Study 

 

The implementation of telemedical functionalities 

in outpatient palliative care 

- Pilot study - 



Background 

64- 84% of palliative patients prefer to die at home1 

 

25- 30% of palliative patients die at home, receiving regular care2 

 

Patients die in the: 

 hospital (43%) 

 nursing home (25%) 

 Hospice (2%)2 

 
 

With additional care (eg. 24h- emergency  

services), up to 78% of the palliative  

patients can die at their homes3 

1 Gomes et al., 2012 

2 Jaspers B et al., 2005 

3 Aulbert E et al, 2004 
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Telemedicine in outpatient palliative care 

Qualification of the palliative care nurses: 

• Examined nurses with working experience 

• Basic qualification „Palliative Care“ (160h) 

• Qualification to use the IT-supported documentation system 

 

Intervention: 

Regular telephone calls by qualified nurses 
 

Contents of telephone calls: 

• Standardized: assessment of pain and complaints 

• Individual: personal, medical, therapeutical, or organizational 
problems 

 

Research questions: 

 Can regular telephone calls by qualified nurses support adequate 

outpatient palliative care? 

 Is it possible to perform a randomized design in this patient group? 



Design and methods of the study I 

• Randomized controlled design (randomization on the patient level) 

• Inclusion criteria: 

- No need for inpatient care at baseline 

- Outpatient care in the home of the patient is possible 

- Living in the region Western Pomerania 

• Primary outcome: feasibility and acceptance 

• Secondary outcomes: 

- Pain 

- Symptoms 

- Quality of life 

- Mobility, activity 

- Physician contacts 

- Hospital admissions 



Design and methods of the study II 

Recruitment: pain clinic of the University Medicine Greifswald 

 

Baseline assessment: Computer assisted telephone interviews 

Standardized assessment: 

 Minimal Documentation System  

(MIDOS: pain, complaints, need medication) 

 Quality of Life (SF-12) 

 Karnofsky index (performance status) 

 Mobility 

 Medication 

 Physician contacts, hospital admisions 

 

Follow up after three months, 

shorter time period if necessary 



Baseline analysis 

Score of the complaint burden 

Complaint burden (MIDOS) 

Slight 

Moderate 

Severe 



TED: 

Is it possible to perform a randomized design in 

this patient group ? 



Flowchart of the project 



Patient characteristics 

N MW Min. Max

. 

IG 14 62,79 49 77 

KG 8 64,63 45 84 

Females Males 

IG 57% (N=8) 43% (N=6) 

KG 50% (N=4) 50% (N=4) 

Tumors of lymph 

nodes and bone 

marrow 

23% (N=5) 

Breast cancer 18% (N=4) 

Prostate Cancer 14% (N=3) 

Colon cancer 14% (N=3) 

Head and neck 

tumors 

9% (N=2) 

Gynecological 

tumors 

9% (N=2) 

kidney cancer 5% (N=1) 

Other tumors 9% (N=2) 

Diagnoses 

Age 

IG: Intervention group 

KG: Control group 



• 13,6 % (N=3) of the patients left the project 

• (N=1): no strength/resources for further home visits 

Time period of the patients in the project 



Patient reported outcomes - pain 
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Lebensqualität 
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No significant difference between the groups at follow-up 



TED: 

Do we rather need a standardized intervention  

or a standardized outcome ? 



Patient individual analysis 

Weiblich, 68 J., Gebärmutterhalskrebs 
Weiblich, 68 J., Gebärmutterhalskrebs 



Weiblich, 67 J., Darmkrebs 

Weiblich, 67 J., Darmkrebs 

Patient individual analysis 



TED: 

Do palliative patients accept telemedicine as a 

part of their care ? 

 



Acceptance 

What is your opinion about the telemedical care concept? 

 

 

• „very good“ N=4 

 

• „good“ N=2 

 

• „not so good“ N=1 
„The project is pointless because it 

does not go any further.“ 

„Patient and spouse were satisfied 

with the project.“ 

„Patient was very satisfied, he would 

have liked to continue“ 

„Patient is sad, because the project 

finished.“ 



Discussion and conclusion 

Prospective intervention study in palliative care difficult: 

 Some patients die before randomization 

 Randomization: N intervention : control group = 2:1 

 Follow-up challenging 

 number of patients at follow-up is too small to compare the groups 

 

Positive: 

 Feasibility and acceptance → Regular telephone calls feasible and 

accepted, addition to routine palliative care 

 High information density: patient-individual descriptions are possible 

 Patient-individual care is possible – also in telemedicine concepts 



Thank you for your attention! 



Case Study 

 

The implementation of telemedical functionalities 

in outpatient palliative care 

- Pilot study - 



Background 

64- 84% of palliative patients prefer to die at home1 

 

25- 30% of palliative patients die at home, receiving regular care2 

 

Patients die in the: 

 hospital (43%) 

 nursing home (25%) 

 Hospice (2%)2 

 
 

With additional care (eg. 24h- emergency services) , up to 78% of the 

palliative patients can die at their homes3 

1 Gomes et al., 2012 

2 Jaspers B et al., 2005 

3 Aulbert E et al, 2004 

Titelbild Doktorarbeit Tatjana 











Telemedicine in outpatient palliative care 

Intervention: 

Regular telephone calls by nurses with a qualification (160 h) in 
palliative care   
 

Contents of the telephone calls: 

• Standardized: assessment of pain and complaints 

• Individual: personal, medical, therapeutical, or organizational 
problems 

 

Qualification of the palliative care nurses: 

• Examined nurses with working experience 

• Basic qualification „Palliative Care“ (160h) 

• Qualification to use the IT-supported documentation system 

Research questions: 

 Can regular telephone calls by qualified nurses serve as an 

integrated part of adequate outpatient palliative care? 

 Is it possible to perform a randomized design in this patient group? 



TED: 

Do palliative patients accept telemedicine as a 

part of their care ? 

 



TED: 

Do we need a standardized intervention or 

standardized outcome ? 



Design and methods of the study I 

• Randomized controlled design (randomization on the patient level) 

• Inclusion criteria: 

- No need for inpatient care at baseline 

- Outpatient care in the home of the patient is possible 

- Living in the region Western Pomerania 

• Primary outcome: feasibility and acceptance 

• Secondary outcomes: 

- Pain 

- Symptoms 

- Quality of life 

- Mobility, activity 

- Physician contacts 

- Hospital admissions 



Design and methods of the study II 

Recruitment of eligible patients in the pain ambulance of the University 

Medicine Greifswald 

 

Baseline assessment: Computer assisted telephone interviews 

Standardized assessment: 

 Minimal Documentation System (MIDOS: pain, complaints, need 

medication) 

 Quality of Life (SF-12) 

 Karnofsky index (performance status) 

 Mobility 

 Medication 

 Physician contacts, hospital admisions 

 

Follow up after three months, 

shorter time period if necessary 



TED: 

Is it possible to perform a randomized design in 

this patient group ? 



• 13,6 % (N=3) of the patients leaved the project 

• One reason (N=1): no power for further home visits 

Time period of the patients in the project 



Flowchart of the project 



Patient characteristics 

N MW Min. Max

. 

IG 14 62,79 49 77 

KG 8 64,63 45 84 

Females Males 

IG 57% (N=8) 43% (N=6) 

KG 50% (N=4) 50% (N=4) 

Tumors of lymph 

nodes and bone 

marrow 

23% (N=5) 

Breast cancer 18% (N=4) 

Prostate Cancer 14% (N=3) 

Colon cancer 14% (N=3) 

Head and neck 

tumors 

9% (N=2) 

Gynecological 

tumors 

9% (N=2) 

kidney cancer 5% (N=1) 

Other tumors 9% (N=2) 

Diagnoses 

Age 

IG: Intervention group 

KG: Control group 



Baseline analysis 

Score of the complaint burden 

Complaint burden (MIDOS) 

Slight 

Moderate 

Severe 



Patient reported outcomes - pain 
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Lebensqualität 
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No significant difference between the groups at follow-up 



Patient individual analysis 

Weiblich, 68 J., Gebärmutterhalskrebs 
Weiblich, 68 J., Gebärmutterhalskrebs 



Weiblich, 67 J., Darmkrebs 

Weiblich, 67 J., Darmkrebs 

Patient individual analysis 



Acceptance 

What is your opinion about the telemedical care concept? 

 

 

• „very good“ N=4 

 

• „good“ N=2 

 

• „not so good“ N=1 
„The project is pointless because it 

does not go any further.“ 

„Patient and spouse were satisfied 

with the project.“ 

„Patient was very satisfied, he would 

have liked to continue“ 

„Patient is sad, because the project 

finished.“ 



Discussion and conclusion 

Intervention studies in palliative care are difficult: 

 Patients die before randomization 

 Randomization: N intervention – control group 2:1 

 Follow-up is difficult 

 The number of patients at follow-up is too small to compare the 

groups 

 

Positive: 

 First data to feasibility and acceptance → Regular telephone calls 

are a feasible and accepted addition to routine palliative care 

 High information density: patient-individual descriptions are possible 

 Patient-individual care is possible – also in telemedicine concepts 



Thank you for your attention! 
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