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Appendix 1: Mapping of Content of Related Texts to 'Nursing in Haematological Oncology' 

Book Content Mapping of Content to 'Nursing in 
Haematological Oncology' 

Bakitas Whedon & Wujcik, Bone marrow to blood stem cells, past, present, future. Chapters 3, 5, 13, 31 
1997. Blood and Marrow Hematopoiesis Chapter 1 
Stem Cell Transplantation: Transplant immunology: HLA and Issues of stem cell donation Chapters 1 & 13 
Principles Practice, and Blood and marrow stem cell transplantation: indications, procedure, Chapter 13 
Nursing Insights process 

Pharmacologic and biological agents Chapters 2, 3, 9, 13 
Radiation therapy in transplantation Chapters 10 & 13 
Genetics and gene therapy Chapters 1 & 11 
Graft-versus-host disease Chapter 13 
Hematologic effects of transplantation Chapters 13, 15 &16 
Gastrointestinal effects Chapters 13, 17, 18 
Pulmonary and cardiac effects Chapter 13 
Neurological effects Chapter 13 
Renal and hepatic effects Chapter 13 
Psychosocial effects: Pretransplant and acute treatment phase Chapters 13 & 23 
Fertility and sexuality issues Chapters 13,20 & 21 
Quality of life after transplantation Chapters 13 & 25 
Patients' perspectives -
Family issues and perspectives of transplantation Chapters 7, 8, 13, 24 
Transplant networks and standards of care: International perspectives -
Nursing research in blood cell and marrow transplantation Chapter 30 
Ethical issues of transplantation Chapters 4, 6, 7, 8, 9, 11, 20, 23, 24, 26, 27, 28, 

29,30 
Models of ambulatory care for blood cell and bone marrow Chapter 31 
transplantation 



Appendix 1 continued: Mapping of Content of Related Texts to 'Nursing in Haematological Oncology' 

Book Content Mapping of Content to 'Nursing in 
Haematological Oncology' 

Kearney & Richardson Decision making in cancer care Chapter 11, 23, 27 
2006. Nursing Patients The experience of cancer treatment -
with cancer: Principles Chemotherapy Chapter 9 

and Practice Radiotherapy Chapter 10 
Biological therapy Chapter 11 
Bone marrow transplantation Chapter 13 
Complementary and alternative therapies Chapter 23 
Haematological support Chapter 12 
Nausea and vomiting Chapter 17 
Pain Chapters 5 & 13 
Constipation and diarrhoea Chapters 5, 9 & 13 
Breathlessness -
Skin and wound care 9, 13, 14, 15 
Lymphoedema Chapter 6 
Oral complications Chapter18 
Alopecia Chapters 21, 23 
Malignant effusions -
Anorexia, cachexia and malnutrition Chapter 19 
Cancer-related fatigue Chapter 22 
Impact of cancer and cancer therapy on sexual and reproductive health Chapters 20 & 21 
Altered body image Chapters 21 23 
Psychological care for patients with cancer Chapters 7, 8, 13, 23 
Intensive nursing care of the patient with cancer Chapter 13, 24 
Cancer care and cancer nursing -
Rehabilitation and survivorship Chapter 25 
Palliative care Chapter 7,8,26 



Appendix 1 continued: Mapping of Content of Related Texts to 'Nursing in Haematological Oncology' 

Book Content Mapping of Content to 'Nursing in 
Haematological Oncology' 

Comer & Bailey, 2001. Knowledge and caring -
Cancer Nursing: Care in Impact of cancer Chapters 23, 24, 25, 27 

Context. Impact of cancer on family Chapter 20,21,24 
Impact of cancer on health care professionals Chapters 28,29 
Therapeutic strategies in cancer care -
Experience of treatment -
Chemotherapy Chapter 9 
Radiotherapy Chapter 10 
Endocrine therapies -
Complementary therapies Chapter 23 
Hereditary cancer -
Developments in cancer treatment Chapter 11 & 31 
Pain Chapters 5, 13 
Nausea and vomiting Chapter 17 
Fatigue Chapter 22 
Breathlessness -
Wound management -
Lymphoedema Chapter 6 
Malignant ascites -
Bone marrow suppression: infection and bleeding Chapters 15 & 16 
Compromised nutrition Chapter 19 
Altered self-concept Chapters 21 & 23 
Sexuality and cancer Chapters 21 & 23 
Anxiety and depression Chapter 23 
Confusion -



Appendix 1 continued: Mapping of Content of Related Texts to 'Nursing in Haematological Oncology' 

Book Content Mapping of Content to 'Nursing in 
Haematological Oncology' 

Comer & Bailey, 200l. Rehabilitation and long-telll1 effects of treatment Chapters 9, 10, 13 & 25 
Cancer Nursing: Care in Acute events in cancer care Chapters 5, 6, 15, 13, 16 

Context ( cont) Needs of children and adolescents Chapters 7 & 8 
Needs of older people -
Needs of people from minority ethnic groups Chapter 21 
Palliative care Chapter 26 
Health services and cancer care Chapter, 7, 8, 13,20,23,26,27,28,29,31 
Research and cancer care Chapter 30 

Provan 2003. ABC of CML Chapter 4 
Clinical Haematology. The acute leukaemias Chapter 4 

Myelodysplastic syndromes Chapter 2 
Multiple myeloma and related conditions Chapter 5 
Malignant lymphomas and CLL Chapters 4 & 6 
Blood and marrow stem cell transplantation Chapter 13 
Haematological disorders at the extremes oflife Chapter 7 
Haematological emergencies Chapters 5, 6, 16 
The future ofhaematology: the impact of molecular biology and gene Chapters 11 & 31 
therapy 

Hoffbrand et aI, 200 l. Haematopoiesis Chapter 1 
Essential haematology Aplastic anaemia and bone marrow failure Chapter 3 

Stem cell transplantation Chapter 13 
The genetics ofhaematological malignancies Chapters 1, 3, 4 
Acute leukaemias Chapter 4 
CML & Myelodysplasia Chapters 2 & 4 
TheCLLs Chapter 4 
Malignant lymphomas Chapter 6 



Appendix 1 continued: Mapping of Content of Related Texts to 'Nursing in Haematological Oncology' 

Book Content Mapping of Content to 'Nursing in 
Haematolo~ical Oncology' 

Hoffbrand et aI, 2001. Multiple myeloma and related disorders Chapter 5 
Essential haernatology Blood transfusion Chapter 12 

Hughes-Jones et aI, Haemopoiesis Chapter 1 
2003. Lecture notes on Structure and function of lymphoid tissue -
haernatology Lymphomas Chapter 6 

Classification of lymphomas Chapter 6 
Lymphomas (including ALL and CLL) Chapters 4 & 6 
Myeloma and other paraproteinaemias Chapter 5 
Neoplastic disorders of myeloid cells Chapter 4 
BMT Chapter 13 
Aplastic anaemia Chapter 3 
Blood transfusion and Haemolytic disease of the Newborn Chapter 12 



APPENDIX 2: 
Organisation of Nursing Research in Haemato­

Oncology 1996-March 2006 



Appendix 2: Organisation of Nursing Research in Haemato-oncology 1996-March 
2006 

Individual Adaptation to Wellness and Illness ! 

Topic Number of studies Authors 
/Population 

Quality ofUfe 9 HSCT Molassiotis et aI, 1996a; 
1 lymphoma Molassiotis & Monis 1998, 
2 leukaemia 1999 ; Edman et ai, 2001; 
1 leukaemial Hacker & Fenans, 2003; Byar 
lymphoma et ai, 2005; Gaston-Johansson 
1 myeloma & F oxaIl, 1996; Larsen et ai, 

2003; Beser & Oz, 2005; 
Bel1ero et ai, 1997a & b; 
Persson et aI, 200 I; Poulos et 
al, 2001; So et aI, 2003. 

Patient experiences 6 HSCT Thain & Gibbon, 1996; 
2 leukaemiallymphoma Stephens, 2005; Cohen & Ley, 
1 leukaemia 2000; Jones & Chapman, 2000; 
2 myeiomalHSCT Cooper & Powell, 1998; 

Persson & Hallberg, 2004; 
Persson et al, 1997; Bertero, 
1998; Shuster et ai, 1996; Coon 
& Coleman, 2004a & b 

Side effects of treatment I lymphoma Sitzia et al, 1997 
Symptom OCCIDTence, 1 HSCT Larsen et ai, 2004 
intensity and distress 
Pain 3 HSCT Pederson & Panan, 1999a & b; 

David & Musgrave, 1996 
OraI mucositis 2 HSCTlleukaemia Borbasi et ai, 2002; McGuire et 

1 HSCT/myeiomai al, 1998; Salvador, 2005 
lymphoma 

Fatigue & depression 1 HSCT EI-Banna et aI, 2004 
Fatigue 1 HSCT Molassiotis, 1999a 
Anorexia & weight loss 1 long term sW'vivors Molassiotis, 2003 

Psychological effects and 8 HSCT Molassiotis et aI, 1996b; 
adaptation Molassiotis, 1996; Molassiotis, 

1997b; Molassiotis et aI, 1997; 
Fife et ai, 2000; SaIeh & 
Brockopp, 2001a; Bywater & 
Atkins, 2001; Cohen et aI, 2000 

Total 44 



Appendix 2 continued: Organisation of Nursing Research in Haemato-oncology 
1996-March 2006 

Family Adaptation to Wellness & lliness 
Topic Number of studies/ Authors 

Population 
Family donor experiences 1 HSCT Christopher, 2000 
Experience of spouses 1 leukaemia! lymphoma Persson et al, 1998 
Effect of massage & healing touch 1 HSCT Rexilius et al, 2002 
on anxiety, depression and 
caregiver burden 
Needs and experiences of family 1 HSCT Stetz et al, 1996 
care givers 
Emotional responses and needs of 1 HSCT Grimm et aI, 2000 
caregivers 
Burden and health outcome of 1 HSCT Foxall & Gaston-
family caregivers Johansson, 1996 
Changes in evetyday family life 1 haematological cancers Elmberger et ai, 2002 

Total 7 
Supporting and Non-Supportin~ Environments 
Experiences of protective isolation 1 HSCT Gaskill et ai, 1997 
Infection rates with and without 1 HSCT&AML Mank & van der Lelie, 
J~rotective isolation 2003 
Reasons for unscheduled 2 HSCT Grant et aI, 2005; 
admissions post-HSCT Coleman et al, 2002 
Detennine effects of home HSCT 1 HSCT Henmann et al, 1998 
on patient satisfaction with care, 
f11lancial costs & pressure on 
inpatient accommodation 
Perceptions of quality of life, 1 HSCT Schulmeister et aI, 2005 
quality of care & patient 
satisfaction with home high dose 
chemotherapy & HSCT 

Total 6 
Physiological Interventions 
Fatigue and fatigue relieving I HSCT So & Tai, 2005 
strategies 1 myeloma Coleman et ai, 2003 
Self-administration of pamidronate 1 myeloma Johannsson et ai, 2005 
Compatlson of central venous 1 HSCT Brandt et ai, 1996 
catheter dressings 
Use of complementruy and 1 haematological catlcers Molassiotis et ai, 2005 
altemative medicines 
Effects of different HSCT, stem cell Ilymphomaibreast Greco et al, 1996 
mobilisation & isolation procedures cancer 
on infection, mucositis & variety of 
other factors. 
Effects of opioid tapering 2 HSCT Pederson & PatTan, 2000; 
guidelines on pain and withdrawal PatTan & Pederson, 2002 
symptoms 

Total 8 
- ~---.----- ---------- - - -- - --.. -... - ...... -.~ 
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Appendix 2 continued: Organisation of Nursing Research in Haemato-oncology 
1996-March 2006 

Psychosocial Interventions 
Topic Number of studies/ Authors 

Population 
Effects of relaxation 2 HSCT Kim & Kim, 2005a 
breathing exercise on fatigue, Kim & Kim, 2005b 
anxiety, depression and 
leukocytes 
Interpersonal needs expressed 1 HSCT De Carvalho et aI, 2000 
by patients 1 leukaemia Be11ero & Eriksson 1996 
Identification of 1 haemato10gical cancers Bu1sara et al, 2004 
empowerment strategies used 
in coping with illness 
Identification of most 1 HSCT Atkinson, 2005 
approptiate means of 
breaking news of patients' 
death to unrelated donors 
Effects of music on nausea 1 haematological cancers Ezzone et al, 1998 
and vomiting 
Outcomes of touch therapies 1 HSCT Smith et al, 2003 

TotalS 
Professional Foundations for Practice 
Topic Number of studies/ Authors 

Population 
Evaluation of emotional 1 HSCT Molassiotis, 1999b 
difficulties screening tool 
Evaluation of quality of life I HSCT Saleh & Brockopp, 2001b 
survivors'too1 
Validation of nursing 1 HSCT Young et ai, 2002 
diagnosis, anxiety 
Nurses' expetiences with 1 HSCT Prior et aI, 2000 
DMSO 
Assessment of infonned 1 HSCT Goldberg & Musgrave, 
consent practices 1996 
Development of a tool to plan 1 haemato-oncology Colombo et ai, 2005 
staffmg levels and assess wards 
workload 
Evaluation of bum out and job 1 HSCT nurses Molassiotis & Habelman, 
satisfaction 1996 
Identification and description 11eukaemia COUl1ens & Abu-Saad, 
of nursing diagnoses 1998 
Knowledge, beliefs and 1 HSCT nurses Pederson & Panan, 1997 
attitudes to pain management 
Health care professionals' 1 HSCT McDonnell & MOlTis, 1997 
perceptions of palliative care nurses/doctors/palliative 
in HSCT patients care CNS 

Total 10 
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Appendix 3: Summary of Nursmg Research in Haemato-Oncology 1996-March 2006 
Authors Title Type of Study 
Individual Adaptation to Wellness and lllness 
Gaston-Johansson & Psychological correlates of QoL across the Quantitative/ 
Foxall, 1996 autologous BMT experience Descriptive/Correlational 

Bertero et al, 1997a A substantive theory of quality oflife of 
adults with chronic leukaemia 

Bertero et al 1997b Explaining different profiles in quality of 
life experiences in acute and chronic 
leukaemia 

Molassiotis & Morris 1998 The Meaning of QoL and the Effects of 
Unrelated Donor bone marrow transplants 
for CML in adult long tenn survivors 

Molassiotis & Morris, 1999 Quality of Life in patients with chronic 
myeloid leukaemia after unrelated donor 
bone marrow transplantation 

Edman et al, 2001 Health-related quality of life, symptom 
distress and sense of coherence in adult 
survivors of allogeneic stem-cell 
transplantation 

Persson et aI, 2001 Acute leukaemia or highly malignant 
lymphoma patients' quality oflife over two 
years: a pilot study. 

Qualitative/Grounded 
theory 

Qualitative Secondary 
analysis. Retrospective 

Qualitative 

QuantitativelDescriptive 

Quantitative. Mailed 
questionnaires 

Qualitative/quantitative 

Sample Size 

24 lymphoma 

15 CML/CLL 

23 total-
8 acute/IS chronic 
leukaemia 

28 

28 CMLIHSCT 

25 haematological 
cancers 

21-10 
leukaemia/II 
lymphoma 

Data Collection Points 

Multiple data collection 
points 

Semi-structured interviews. 
One data collection point 

One data collection point 

One data collection point at 
least I year post BMT 

One data collection point. 
Average 41.2 months post 
HSCT 

2-4 years post HSCT-­
results compared to 
Swedish population nonn 
(record review) 

Multiple data collection 
points. 



Appendix 3 contmued: Summary of Nursmg Research in Haemato-Oncology 1996-March 2006 
Authors Title Type of Study Sample Size 
Individual Adaptation to Wellness and Illness 
Hacker & Ferrans, 2003 Quality oflife immediately after PBSCT 

Larsen et al, 2003 Symptom distress, functional status and 
health related QoL before high dose 
chemotherapy with stem cell transplantation 

Byar et al, 2005 QoL 5 or more years post-autologous 
hematopoietic stem cell transplant 

Beser & Oz 2005 QoL in lymphoma patients 

Poulos et al, 2001 Pain, mood disturbance, and QoL in patients 
with multiple myeloma 

So et al, 2003 Fatigue and quality oflife among chinese 
patients with hematologic malignancy after 
bone marrow transplant 

Molassiotis et al, 1996a Quality oflife in long-term survivors of 
marrow transplantation: comparison with a 
matched group receiving maintenance 
chemotherapy. 

Qualitative/ quantitative 
descriptive/exploratory / 
longitudinal 

Quantitative, comparative 

Quantitative/ descriptive/ 
correlational 

Quantitative/descriptive 

Quantitative/descriptive 
mailed survey 

Quantitative/ descriptive 
Self-report questionnaires 

Quantitative, 
Retrospective 

16 

51 mixed haem 
cancersibreast 
cancer 

92 mixed haem & 
solid tumour 

80 lymphoma 

206 

157 

164 - 91 long-term 
BMT survivors173 
maintenance 
chemotherapy 

Data Collection Points 

Multiple data collection 
points. 

One data collection point -
on admission for HSCT 

One data collection point 

Before initial chemotherapy 
and after third cycle 

One data collection point 

One data collection point 

One data collection 
point 



Appendix 3 continued: Summary of Nursmg Research in Haemato-Oncology 1996-March 2006 
Authors Title I Type of Study Sample Size 
Individual Adaptation to Wellness and Illness 
Thain & Gibbon, 1996 An exploratory study of recipients' 

perceptions ofBMT 

Persson & Hallberg, 2004 

Bertero, 1998 

Persson et al, 1997 

Stephens, 2005 

Jones & Chapman, 2000 

Cohen & Ley, 2000 

Lived experience of survivors of 
leukaemia or malignant lymphoma 

Transition to becoming a leukaemia 
patient: or putting up barriers which 
increase patient isolation 

Survivors of acute leukaemia and highly 
malignant lymphoma- retrospective views 
of daily life problems during treatment 
and when in remission 

The lived experience post-autologous 
haematopoietic stem cell transplant 
(HSCT): A phenomenological study 

The lived experience of seven people 
treated with autologous BMTIPBSCT 

Bone marrow transplantation: The battle 
for hope in the face of fear 

Qualitative/exploratory 

Qualitative/phenomenology 

Qualitative/grounded 
theory 
Non-participant observation 

Quantitative/descriptive 
Retrospective 

Qualitative/phenomenology 

Qualitative/phenomenology 

Qualitative/phenomenology 

6 autologous & 
allogeneic HSCT 

18 in remission 

4 patients & their 
nursing staff 

54 in remission 

5 

7 

20 survivors­
autologous HSCT 

Data Collection Points 

One data collection point 

One data collection point 

Multiple data collection 
points 

One data collection point 

One data collection point at 
least 6 months post-HSCT 

One data collection point at 
least 12 months post-HSCT 

One data collection point 
(mean 16 months post­
HSCT) 



Appendix 3 continued: Summary of Nursmg Research in Haemato-Oncology 1996-March 2006 
Authors Title Type of Study Sample Size 
Individual Adaptation to Wellness and Illness 
Cooper & Powell, 1998 Technology and care in a bone marrow Qualitative!descriptive 6 

transplant unit: creating and assuaging 

Shuster et al, 1996 

Coon & Coleman, 2004a 

Coon & Coleman, 2004b 

Pederson & Parran, 1999a 

Pederson & Parran, 1999b 

David & Musgrave, 1996 

vulnerability 

Coping patterns among bone marrow 
transplant patients: a hermeneutical inquiry 

Keep Moving: Patients with myeloma talk 
about exercise and fatigue. 

Exercise decisions within the context of 
multiple myeloma, transplant and fatigue 

Pain in adult recipients of blood or marrow 
transplant 

Pain in adults and children undergoing 
peripheral blood stem cell or bone marrow 
transplant. 

Pain Assessment: A Pilot study in an Israeli 
BMTunit 

Qualitative! 
phenomenology 

Qualitative!naturalistic 

Qualitative! descriptive 

Qualitative! descriptive 

Quantitativellongitudinall 
descriptive 

Pilot study. 
Quantitative! descriptive 

11 

21 (Enrolled in 
exercise arm of 
parent study) 

21 (Enrolled in 
exercise arm of 
parent study) 

20 

20 adults!20 
children 

9 

Data Collection Points 

Multiple data collection 
points, pre- & post-HSCT 

Multiple data collection 
points 

Multiple data collection 
points. 

Multiple data collection 
points. 

Multiple data collection 
points. 

Daily data collection (22 
days) 

Multiple data collection 
points 



AJ!Pendix 3 continued: Summary of Nursmg Research in Haemato-Oncology 1996-March 2006 
Authors Title I Type of Study SamJlle Size 
Individual Adaptation to Wellness and lliness 
McGuire et al, 1998 Acute oral pain and mucositis in bone Quantitative!descriptive 18 

marrow transplant and leukaemia patients: 

Borbasi et al, 2002 

Salvador, 2005 

Molassiotis, 1999a 

EI-Banna et al, 2004 

Sitzia et al, 1997 

Data from a pilot study 

More than a sore mouth: patients 
experience of oral mucositis 

Factors influencing the incidence and 
severity of oral mucositis in patients 
undergoing autologous stem cell 
transplantation 

A correlational evaluation of tiredness and 
lack of energy in survivors of 
haematological malignancies. 

Fatigue and depression in patients with 
lymphoma undergoing autologous 
peripheral blood stem cell transplantation 

Side-Effects of CHOP in the treatment of 
non-Hodgkin's lymphoma 

Qualitative!phenomenology 

Retrospective chart review. 
Quantitative! descriptive 

Quantitative! descriptive 
Retrospective 

Quantitative! descriptive 
Self report questionnaires 

Quantitative! descriptive. 
Self-report questionnaire 

6 

140 myeloma & 
lymphoma 

164 -matched 
groups. 91 BMT 
survivors173 
maintenance 
chemotherapy 

27 

19 

Data Collection Points 

Multiple data collection 
points. 

Multiple data collection 
points. 

One data collection point 

One data collection point 6 
months post-HSCT or 
induction chemotherapy 

Multiple data collection 
points. 

Each treatment cycle 



Appendix 3 continued: Summary of Nursmg Research in Haemato-Oncology 1996-March 20106 
Authors Title Type of Study Sample Size Data Collection Points 
Individual Ada~tation to Wellness and Illness 
Molassiotis, 2003. Anorexia and weight loss in long tenn 

survivors ofhaematological malignancies 

Larsen et al, 2004 

Molassiotis et al, 1996b 

Fife et al, 2000 

Molassiotis, 1996 

Molassiotis, 1997b 

Symptom occurrence, symptom intensity, 
and symptom distress in patients 
undergoing high-dose chemotherapy with 
stem-cell transplant 

Psychological adaptation and symptom 
distress in BMT recipients 

Longitudinal study of adaptation to the 
stress of bone marrow transplantation. 

Late psychosocial effects of conditioning 
forBMT 

Psychosocial transitions in the long-tenn 
survivors of BMT 

Secondaty data analysis 

Quantitative/descriptive 

Quantitative/ descriptive 

Quantitative/descriptive 

Quantitative/descriptive 

Quantitative/qualitative 
descriptive 

Study 1 (164) ( 91 
BMT173 
conventional 
chemotherapy. 
Study 2 (28) 
unrelated donor 
BMT 

Review of data from 2 
previous studies 

43 mixed haem Multiple data collection 
cancers and breast points. 
cancer 

26 Multiple data collection 
points. 

101 One data collection point at 
least 6 months post-BMT 

83 One data collection point 

91 Part of larger study 
One data collection point at 
least 6 months post-BMT 



Appendix 3 contmued: Summary of Nursmg Research in Haemato-Oncology 1996-March 2006 
Authors Title Type of study Sample Size Data Collection Points 
Individual Adaptation to Wellness and lliness 
Molassiotis et al, 1997 Perceived social support, family 

environment and psychosocial recovery in 
bmt long-term survivors 

Cohen et al, 2000 

Saleh & Brockopp, 2001a 

Bywater & Atkins, 2001 

Spirituality and bone marrow 
transplantation: when faith is stronger 
than fear 

Hope among patients with cancer 
hospitalized for bone marrow 
transplantation. 

A study offactors influencing patients' 
decisions to undergo bone marrow 
transplantation from a sibling or matched 
related donor. 

Quantitative/comparative 164 -91 BMT 
survivors/73 
maintenance 
chemotherapy 

One data collection point 

Qualitative/phenomenology 20 (11 mixed haem One data collection point 
cancers/9 breast) 

Qualitative/phenomenology 9 

Qualitative/grounded 7 
theory 

One data collection point 

Multiple data collection 
points. 



Appendix 3 continued: Summary of Nursmg Research in Haemato-Oncology 1996-March 2006 
Authors J Title Type of Study Sample Size 
Family Adaptation to Wellness and Illness 
Christopher, 2000 The experience of donating bone marrow QUalitative/descriptive/ 12 (7 with living 

relatives, 5 had 
died) 

Persson et al, 1998 

Rexilius et al, 2002 

Foxall & Gaston­
Johansson, 1996 

Stetz et al, 1996 

Grimm et al, 2000 

Elmberger et al, 2002 

to a relative exploratory 

Spouses' view during their partners' 
illness and treatment 

Qualitative/phenomenology 9 - spouses had 
acute leukaemia 
/lymphoma 

Data Collection Points 

One data collection point -
mean 9 months since 
donation 

One data collection point 



Appendix 3 continued: Summary ofNursm~ Research in Haemato-Oncolo~ 1996-March 2006 
Authors Title I Type of Study Sample Size 
Supporting and Non-Sup porting Environments 
Gaskill et al, 1997 Exploring the everyday world of the Qualitative/phenomenology 7 

patient in isolation 

Grant et al, 2005 Discharge and unscheduled readmissions 
of adult patients undergoing 
hematopoietic stem cell transplantation: 
implications for developing nursing 
interventions 

Quantitative/retrospective 
chart review 

100 

Data Collection Points 

One data collection point 

Review of records of 
patients transplanted in one 
year period 

Mank & van der Lelie, 
2003 

Is there still an indication for nursing 
patients with prolonged neutropenia in 
protective isolation? An evidence-based 
nursing and medical study of 4 years 
experience for nursing patients with 
neutropenia without isolation 

Literature review/patient 
data 
Quantitative/descriptive 

81 patients 219 Longitudinal data collection 

Coleman et al, 2002 

treatment episodes 
(AML) 44 with 
isolation and 37 
without 97 patients 
HSCT 34 with 
isolation! 63 
without (97 
episodes) 

Symptom management and successful Quantitative, record review. 87 
outpatient transplantation for patients with Descriptive, retrospective 
multiple myeloma 

Longitudinal analysis 



A d· 3 ,ppen IX f d S con lDue : ummary 0 fN urslDg R esearc h· H lD aemato-o I nco ogy 1996 M h2006 - arc 
Authorsrritle Topic Type of Study Sample Size Data Collection Points 
Supporting and Non-Supporting Environments 
Herrmann et aI, 1998 Clinical care for patients receiving Pilot study 25 mixed haem Patient satisfaction one data 

autologous hematopoietic stem cell QuaIitati vel quantitative cancers collection point 
transplantation in the home setting Descriptive/cross-sectional Finance and inpatient 

accommodation compared 
to each inpatient stay. 

Schulmeister et al, 2005 Quality oflife, quality of care, and patient Descriptive 36 mixed haem & 3 data collection points-
satisfaction: perceptions of patients Quantitative/qualitative solid tumour before high dose 
undergoing outpatient autologous stem chemotherapy, 4-6 weeks 
cell transplantation post-chemotherapy and 6 

months post-chemotherapy. 

Physiological Interventions 
So & Tai, 2005 Fatigue and Fatigue-Relieving Strategies Quantitative, survey, self 12 One data collection point 

Used by Hong Kong Chinese Patients complete questionnaires 
After Hemopoietic Stem Cell 
Transplantation. 

Johansson et al, 2005 Patients' experience of ambulatory self- Qualitati vel descriptive 24 Multiple data collection 
administration of pamidronate in multiple points. 
myeloma 

Coleman et al, 2003 Feasibility of exercise for multiple Quantitative/experimental 101- 53 dry sterile Multiple data collection 
myeloma gauze dressing, 48 points. 

moisture vapour 
permeable dressing 



Appendix 3 contmued: Summary of Nursmg_ Research in Haemato-Oncology 1996-March 2006 
Authors Title Type of Study Sample Size Data Collection Points 
Physiological Interventions 
Brandt et al, 1996 Comparison of central venous catheter 

dressings in BMT recipients 

Mo1assiotis et al, 2005 

Greco et al, 1996 

Pederson & Parran, 2000 

Parran & Pederson, 2002 

Complementary and alternative medicine 
use in patients with haematological 
malignancies in Europe 

Improvement of supportive nursing care in 
cancer patients auto grafted with bone 
marrow and mobilized peripheral blood 
haematopoietic progenitors 

Opioid tapering in hematopoietic progenitor 
cell transplant recipients 

Effects of an opioid taper algorithm in 
hematopoietic progenitor cell transplant 
recipients 

Quantitative! quasi­
experimental 

Quantitative! 
descriptive! cross-sectional 

Quantitative! descriptive 

Qualitative 
descriptive! exploratory 

Quasi-experimental 

157 

68 patients -12 
European 
countries 

39 lymphoma! 
1 breast 

45 - 33 adultsl12 
children 

One data collection point 

One data collection point 

More than one data 
collection point but little 
information 

Multiple data collection 
points. 

106 -77 adults!29 Multiple data collection 
children points. 



Appendix 3 continued: Summary of Nursmg Research in Haemato-Oncolo2Y 1996-March 2006 
Authors Title Type of Study Sample Size Data Collection Points 
Psychological Interventions 
Kim & Kim, 2005a Effects of a relaxation breathing exercise on QuantitativelRCT 35 -18 breathing Pre- and post-test 

Kim & Kim, 2005b 

Atkinson, 2005 

Smith et al, 2003 

Bulsara et al, 2004 

Bertero & Eriksson, 1996 

fatigue in haemopoietic stem cell exercise, 17 
transplantation patients control group 

Effects of a Relaxation breathing exercise 
on anxiety, depression and leukocyte in 
hemopoietic stem cell transplantation 
patients 

Communicating news of patients' deaths to 
unrelated stem cell donors. 

Outcomes of touch therapies during BMT 

Haematological Cancer Patients: achieving 
a sense of empowerment by use of 
strategies to control illness. 

Demanding interaction-given routines: An 
observational study on leukaemia patients 
and their nursing staff 

QuantitativelRCT 

Quantitative/ qualitative/ 
retrospective. 

QuantitativelRCT 

Qualitative/phenomenology 

Qualitative/grounded 
theory 

35 - 18 exercise, 
17 control group 
(leukaemia or 
AA) 

100 

77 - 24 massage 
therapy, 28 
therapeutic touch, 
25 friendly visit 

12 mixed haem 
cancers & 
relatives 

4 patients/27 
nursing staff 

Pre- and post-test 

One data collection point 

Record review and one data 
collection point for 
questionnaire 

One data collection point 

Multiple data collection 
points 



Appendix 3 continued: Summary of Nursmg Research in Haemato-Oncology 1996-March 2006 
Authors Title Type of Study Sample Size Data Collection Points 
Psychological Interventions 

De Carvalho et al, 2000 Interpersonal needs expressed by patients 
duringBMT 

Ezzone et al, 1998 Music as an adjunct to antiemetic therapy 

Professional Foundations for Practice 
Molassiotis, 1999b Further evaluation of a scale to screen for 

risk of emotional difficulties in bone 
marrow transplant recipients 

Saleh & Brockopp, 200 I b Quality oflife one year following BMT: 
psychometric evaluation of the QoLin BMT 
survivors tool. 

Prior et al, 2000 Oncology nurses' experience of dimethyl 
sulfoxide odor. 

Molassiotis & Haberman, Evaluation of burnout and job satisfaction in 
1996 marrow transplant nurses 

Qualitative/critical incident 
technique 

Quantitative/experimental 

Quantitative/descriptive 

Part oflarger QoL study 
Quantitative/descriptive 
survey 

Qualitati vel descriptive 

Quantitative/descriptive 

23 conditioning 
phase, 19 
transplant phase, 
16 preparation 
for discharge 
phase (mixed 
haem cancers) 

Multiple data collection 
points. 

33- 17 control, 16 Multiple data collection 
musIc points 
intervention 
(mixed haem 
cancersl 

40 

70 

22 oncology 
nurses 

40 

Pre- & post-HSCT 

One data collection point, 
at least one year post-BMT 

One data collection point 

One data collection point 



Appendix 3 continued: Summary of Nursmg Research in Haemato-Oncology 1996-March 2006 
Authors Title Type of Study Sample Size 
Professional Foundations for Practice 

Young et al, 2002 Validation of the nursing diagnosis anxiety in 
adult patients undergoing BMT. 

Goldberg & Musgrave, 
1996 

Courtens & Abu-Saad, 
1998 

Colombo et al, 2005 

McDonnell & Morris, 
1997 

Informed consent: An Israeli BMT unit's 
perspective 

Nursing diagnoses in patients with leukaemia 

Measurement of nursing care time of specific 
interventions on a hematology-oncology unit 
related to diagnostic categories 

Pilot study reports. An exploratory study of 
palliative care in BMT patients 

Quantitative! descriptive 

Quantitative!pilot study 

Qualitative! quantitative 

Quantitative, time & 
motion study!retrospective 
record review 

Quantitative! qualitative 
exploratory!descriptive 

32 patients, their 
significant others 
and their nurse 

13 HSCT (haem 
cancers & solid 
tumours) 

15 nursing 
records, 7 
oncology nurses 

5 nurses 
29 admissions 
(records) 

52 - 33 nurses, 
12 drs, 7 
palliative care 
CNS 

Data Collection Points 

Multiple data collection 
points. 

Pre- & post-HSCT 

Record review and one data 
collection point 

Patient observation 
Amount of nursing time 
related to category of 
treatment over one 
admission 

One data collection point 

Pederson & Parran, 1997 BMT nurses' knowledge, beliefs and attitudes 
regarding pain management 

Quantitative! descriptive/ 
exploratory 

39 BMT nurses One data collection point 
(20 paediatric, 19 
adult) 
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Research Priorities in Haemato-Oncology Nursing 

Identifying research priorities is one of the ftrst steps in developing a research strategy. I am 
undertaking a study to identify research priorities in haemato-oncology nursing. It is anticipated 
that the results from this study will be used to direct future nursing research in the speciality. 
As an experienced practitioner your views are extremely valuable in this process and I would 
really appreciate your participation. The study will be undertaken in two phases: 

Phase 1 - aims to identify the views of individual nurses in relation to research priorities in 
haemato-oncology nursing. 

Phase 2 - aims to give respondents the chance to review and re-prioritise all responses fi-om 
phase I to achieve a consensus 

The attached questionnaire represents phase I of the study. I would be grateful if you would 
take a few minutes to comrlete the questionnaire and retum it to me in the enclosed stamped 
addressed envelope by 20t FeblUaty 2004. You can be assured that all your details will remain 
confidential and be viewed by myself only. No names or places of work will be identified in the 
fmal report. The results from this study will be published in the 2nd edition of Nursing in 
Haematological Oncology in 2005. I look forward to receiving your completed questionnaire. 

~~~ 

Maggie Grundy 
Senior Lecturer 

e~ 



Research Priorities in Haemato-Oncology 

Please answer the following questions about yourself and your place of work 

1) Place of Work (please circle most appropriate answer) 
a) Haematology (non BloodlMarrow Transplant) in-patient area 
b) Haematology out-patient area 
c) Combined Haematology/BloodiMarrow Transplant unit 
d) Combined Haematology/other speciality area (please specify other speciality 

area) 
e) BloodlMarrow Transplant unit 
f) Other (please specify) 

2) Please specify your country of work 

3) Nursing Role (please circle most appropriate answer) 

a) Clinical Nurse 
b) Combined Clinical NurselWard Manager 
c) Clinical Nurse Specialist 
d) Manager 
e) Researcher 
f) Educationalist 
g) Other (please specify) 

4) Number of years working in haemato-oncology (please circle most appropriate 
answer) 

a) 1-5 
b) 6-10 
c) 11-15 
d) 16-20 
e) 21-25 
t) Over 25 

5) Age (please circle most appropriate answer) 
a) 21-30 
b) 31-40 
c) 41-50 
d) 51-60 
e) Over 60 



6) Post registration qualifications (please circle highest qualification gained) 
a) Diploma 
b) Degree 
c) Masters 
d) Doctorate 

7) Do you have a specialist qualification in haematology or oncology nursing? 
YeslNo 

8) If your answer to question 7 was yes please specify your specialist qualification. 

Research Priorities 
In order of priority, please list the three most important questions or problems relating 
to haemato-oncology nursing that you consider should be researched. 

1) 
2) 
3) 

Second Round of Questionnaire 
If you are willing to be involved in the 2nd phase of this study please print your name 
and contact details below: 

Name: 

Work Address: 

Email Address: 

Thank you for you time and cooperation in completing this questionnaire. 



Appendix 5: Round 2 Covering Letter and 
Questionnaire 



Dear 

Research Priorities in Haemato-Oncology Nursing 

At the beginning of the year you kindly completed a questionnaire on research priorities 
in haemato-oncology nursing and agreed to take part in the second round of the study. 
Identifying research priorities is one of the first steps in developing a research strategy. 
It is anticipated that the results from this study will be used to direct future nursing 
research in the speciality. As an experienced practitioner your views are extremely 
valuable in this process and I greatly appreciate your participation. Thank you very 
much for your input to the study so far. I hope you will continue to give your support to 
the study by completing the enclosed questionnaire. 

The questionnaire is in two parts. Part One asks you some questions about yourself and 
your place of work. Part Two represents the research questions suggested by all 
respondents in the first round of the study. There were a lot of responses to the first 
round and many similar issues were identified. Any similar issues have been subsumed 
into one question. Some rewording of questions has also been undertaken in an effort to 
ensure clarity. However, care has been taken to retain the meaning of original 
statements. 

The enclosed questionnaire will allow you prioritise the important questions for 
research in haemato-oncology nursing. I do hope you will find the time to complete the 
questionnaire. This is your chance to influence the research agenda. Please feel free to 
photocopy the questionnaire and pass it on to any colleagues working in haemato­
oncology who may also be interested in participating in the study. 

You can be assured that all your details will be remain confidential and be viewed by 
myself only. No names or places of work will be identified in the final report. The 
results from this study will be published in the 2nd edition of Nursing in Haematological 
Oncology in 2005. 

The questionnaire should be returned to me in the enclosed SAE by 25th September 
2004. 

Yours sincerely 

~~~-C;L 

Maggie Grundy 
Senior Lecturer 

e~ 



Research Priorities in Haemato-Oncology 

Part One: Guidelines for Completing the Questionnaire 
This part of the questionnaire asks for some details about yourself and your place of 
work. It should only take a few minutes to complete. 

1) Place of Work (please circle most appropriate answer) 
a) Haematology (non BloodlMarrow Transplant) in-patient area 
b) Haematology out-patient area 
c) Combined Haematology/BloodlMarrow Transplant unit 
d) Combined Haematology/other speciality area (please specify other speciality 

area) 
e) BloodlMarrow Transplant unit 
f) Other (please specify) 

2) Please specify your country of work 

3) Nursing Role (please circle most appropriate answer) 

a) Clinical Nurse 
b) Combined Clinical NurselWard Manager 
c) Clinical Nurse Specialist 
d) Manager 
e) Researcher 
f) Educationalist 
g) Other (please specify) 

4) Number of years working in haemato-oncology (please circle most 
appropriate answer) 

a) 1-5 
b) 6-10 
c) 11-15 
d) 16-20 
e) 21-25 
f) Over 25 

5) Age (please circle most appropriate answer) 
a) 21-30 
b) 31-40 
c) 41-50 
d) 51-60 
e) Over 60 



6) Post registration qualifications (please circle highest qualification gained) 
a) Diploma 
b) Degree 
c) Masters 
d) Doctorate 

7) Do you have a specialist qualification in haematology or oncology nursing? 
YeslNo 

8) If your answer to question 7 was yes please specify your specialist qualification. 

Further Questions 
If you would be happy for me to contact you in the future in relation to this study please 
print your name and contact details below: 

Name: 

Work Address: 

Email Address: 



Research Priorities in Haemato-Oncology 

Part Two: Guidelines for Completing the Questionnaire 

This part of the questionnaire is split into 11 categories with a series of statements and 
questions in each category. You are asked to rate on a scale of 1-7 how important you 
perceive each statement or question to be for haemato-oncology research. You should 
circle the appropriate number on the rating scale to indicate your score. Scoring an item 
1 would indicate a low priority and 7 a high priority. You can of course place your 
score anywhere between 1 and 7 depending on your perception of the importance of 
each item. 

Example 

Rate each item in terms of 
importance for haemato-
oncology nursing research 

! 

Low UJgh J 
Importance of the nursing role in 1 2 3 4 5 6 l?J 
clinical trials 

In the example the item has been marked 7 for research importance and therefore 
perceived as very important for research. 

At the end of each category you will also be asked to indicate the research 
statement/question you perceive to be the most important in that category by placing the 
number 1 by the appropriate item. 

Please tum the page and complete the questionnaire. 



Education Rate each item in terms of importance for 
haemato-oncology nursing research 

Low High 
Educational needs of nurses at 3 levels novice, developing practice, expert 1 2 3 4 5 6 7 

Access to haematological nurse education/courses 1 2 3 4 5 6 7 

Educating general nurses of importance of haematology 1 2 3 4 5 6 7 

How can high standards/levels of knowledge in cytotoxic administration be maintained? 1 2 3 4 5 6 7 

How can chemotherapy training and administration be standardised throughout the UK? 1 2 3 4 5 6 7 

Are safety precautions in the administration of cytotoxic drugs safe enough? 1 2 3 4 5 6 7 

Is depth of knowledge of nurses administering chemotherapy sufficient? 1 2 3 4 5 6 7 

What is nurses' awareness of drug related toxicity? 1 2 3 4 5 6 7 

What is nurses' knowledge of neutropenic sepsis? 1 2 3 4 5 6 7 

What is nurses' awareness of viral complications post BMT/PBSCT? 2 3 4 5 6 7 

What is nurses' awareness of transfusion reactions? 1 2 3 4 5 6 7 

Training on non clinical issues eg benefits? 1 2 3 4 5 6 7 

What is the impact of specialist education? 1 2 3 4 5 6 7 

Training of specialist nurses 1 2 3 4 5 6 7 

Support/training of research nurses 1 2 3 4 5 6 7 
Please indicate the research statement/question you perceive to be most important in this category by placing the number 1 next to the appropriate item 

1 



Service Delivery and Organisation of Care Rate each item in terms of importance for 
haemato-oncology nursing research 

Low High 

What is the effect of staffing levels and skill mix on outcomes of care? 1 2 3 4 5 6 7 

Does senior staff ratio ie sisters and above improve patient care? 1 2 3 4 5 6 7 

Are staff shortages detrimental to practical/emotional support? 1 2 3 4 5 6 7 

Recruitment and retention of all grades haematology/BMT nurses 1 2 3 4 5 6 7 

How can staff be effectively rotated through a cancer network? 1 2 3 4 5 6 7 

Are patient outcomes improved through multi-disciplinary team working? 1 2 3 4 5 6 7 

What impact do different chemotherapy regimes have on nurse workload? 2 3 4 5 6 7 

Impact of National Institute of Clinical Excellence (NICE) guidelines on nursing hours 1 2 3 4 5 6 7 

Blood product replacement - are we over transfusing? 1 2 3 4 5 6 7 

Is there a difference in care given in cancer centres and District General Hospitals? 1 2 3 4 5 6 7 

Lack of specialist care in rural communities 1 2 3 4 5 6 7 

Safety of care when haematology combined with another speciality 1 2 3 4 5 6 7 

What are the benefits and limitations of increased outpatient and home care? 2 3 4 5 6 7 

Improving services at home eg patient involvement and treatment options 1 2 3 4 5 6 7 

Issues in shared care - is it effective? 1 2 3 4 5 6 7 

2 



Service Delivery and Organisation of Care Rate each item in terms of importance for 
haemato-oncology nursing research 

Low High 

How can continuity of care be improved? 1 2 3 4 5 6 7 

Does collaboration exist in haematology between drs and nurses? 1 2 3 4 5 6 7 

Should haematology be separate from oncology? 1 2 3 4 5 6 7 

When is appropriate time to refer to Macmillan services? 1 2 3 4 5 6 7 

Do we overuse blood tests? Especially in lymphoma 1 2 3 4 5 6 7 

Impact of the inevitable reduction of blood donors for haematology patients 1 2 3 4 5 6 7 

Are palliative care needs being addressed? 1 2 3 4 5 6 7 

Transition from curative to palliative care & treatment 1 2 3 4 5 6 7 

How can better links with palliative care services be facilitated? 1 2 3 4 5 6 7 

Consistency of practice between palliative care and haematology 1 2 3 4 5 6 7 

Palliative care - when should it be initiated? 1 2 3 4 5 6 7 

Gaining enthusiasm from health professionals for clinical trialslresearch 1 2 3 4 5 6 7 

Please indicate the research statement/question you perceive to be most important in this category by placing the number 1 next to the appropriate item 

3 



Effects of Role on Nurses' Health and Support Needs Rate each item in terms of importance for 
haemato-oncology nursing research 

Low High 

Psychological effects on health care professionals working in BMT/haematology 1 2 3 4 5 6 7 

Does BMT burnout in nurses exist today? 1 2 3 4 5 6 7 

What are the psychological support needs of nurses & other health care professionals? 2 3 4 5 6 7 

Staff support and counselling 1 2 3 4 5 6 7 

Availability of training and support and effects on stress development 1 2 3 4 5 6 7 

Is effective clinical supervision available to nurses in haemato-oncology? 1 2 3 4 5 6 7 

How staff feel about the workplace 1 2 3 4 5 6 7 

Long term health risks of nurses exposed to chemotherapy/antibiotics 2 3 4 5 6 7 

Please indicate the research statement/question you perceive to be most important in this category by placing the number 1 next to the appropriate item 

4 



Communication/Patient Information and Education Rate each item in terms of importance for 
haemato-oncology nursing research 

Low High 

Is time available to identify patient concerns? 1 2 3 4 5 6 7 

Effect of communication good/bad on patients 1 2 3 4 5 6 7 

Breaking bad news. Who does the patient prefer nurses or drs? 1 2 3 4 5 6 7 

Nurses' reactions to dealing with emotional questions 1 2 3 4 5 6 7 

Timeliness/quality/amount of information at diagnosis and relapse 1 2 3 4 5 6 7 

Patients' and relatives' views on the information and support they receive regarding diagnosis and treatments 1 2 3 4 5 6 7 

Information giving and patient empowerment 1 2 3 4 5 6 7 

What information do patients require on specific aspects of care? 1 2 3 4 5 6 7 

Provision of information for children of adults with a haematological cancer 1 2 3 4 5 6 7 

Patients and carers education on physical aspects of care 1 2 3 4 5 6 7 

Education and pre-assessment of patients having chemotherapy 1 2 3 4 5 6 7 

Please indicate the research statement/question you perceive to be most important in this category by placing the number 1 next to the appropriate item 

5 



Ethical Decision Making Rate each item in terms of importance for 
haemato-oncology nursing research 

Low High 

When to actively treat and when to withdraw treatment 1 2 3 4 5 6 7 

Making decision when active treatment ends and palliative treatment begins 1 2 3 4 5 6 7 

Appropriate use of blood transfusion in haematological palliative care 1 2 3 4 5 6 7 

Ethical issues of treatment of the elderly 1 2 3 4 5 6 7 

Does the patient receive sufficient information to provide informed patient consent? 1 2 3 4 5 6 7 

How can informed consent be ensured if the patient is incapacitated? 1 2 3 4 5 6 7 

How do patients make decisions about clinical trials at diagnosis? 1 2 3 4 5 6 7 

What is the nurses' advocacy role for haemato-oncology patients? 2 3 4 5 6 7 

How can patients have more autonomy? 1 2 3 4 5 6 7 

How can end of journey decision making with patients be improved? 1 2 3 4 5 6 7 

Ethical issues related to DNA technologies 1 2 3 4 5 6 7 

Truth telling in BMT/PBSCT 1 2 3 4 5 6 7 

Please indicate the research statement/question you perceive to be most important in this category by placing the number 1 next to the appropriate item 

6 



Utilising Knowledge and Developing the Evidence Base for Practice Rate each item in terms of importance for 
haemato-oncology nursing research 

Low High 

Department of Health Improving Outcomes Guidelines are they making a difference? 1 2 3 4 5 6 7 

National guidelines/standards of care for central venous catheters including dressings, cleaning 
and flushing 1 2 3 4 5 6 7 

Develop evidence base for optimal care/ use/ problem solving of central venous catheters 
including reducing infection/preventing thrombosis 1 2 3 4 5 6 7 

Implementing an effective audit tool to monitor hickman line care 1 2 3 4 5 6 7 

Clear guidelines on mucositis management 1 2 3 4 5 6 7 

Oral care protocol - what's best? 1 2 3 4 5 6 7 

What are the most effective mouthwashes during chemotherapy? 1 2 3 4 5 6 7 

What is best practice in protective isolation care? Is there a best practice? 1 2 3 4 5 6 7 

Development of evidence base for optimal control of nausea & vomiting 1 2 3 4 5 6 7 

What is best practice for nursing management of day care patients? 1 2 3 4 5 6 7 

Prevention of reactions to blood/platelet transfusions 1 2 3 4 5 6 7 

What nursing theory should underpin haematology nursing practice? 1 2 3 4 5 6 7 

How can the risk/incidence of chemotherapy extravasation in a peripheral line be reduced? 1 2 3 4 5 6 7 

Treatment safety including blood 1 2 3 4 5 6 7 

7 



Utilising Knowledge and Developing the Evidence Base for Practice Rate each item in terms of importance for 
haemato-oncology nursing research 

Low High 
Safety issues related to nebulised pentamidine administration 1 2 3 4 5 6 7 

How can clinical research be implemented into practice? 1 2 3 4 5 6 7 

Please indicate the research statement/question you perceive to be most important in this category by placing the number 1 next to the appropriate item 

8 



Nursing Interventions and Care Rate each item in terms of importance for 
haemato-oncology nursing research 

Low High 

How can prevention of infection measures be improved? 1 2 3 4 5 6 7 

Management and care of neutropenic patients 1 2 3 4 5 6 7 

long term follow up/rehabilitation for patients with haematological cancers 1 2 3 4 5 6 7 

Nutritional support for patients undergoing transplant procedures and high dose chemotherapy 1 2 3 4 5 6 7 

Are antimicrobial diets/clean food regimes beneficial in neutropenia? 1 2 3 4 5 6 7 

Venous access assessment in ensuring correct device used 1 2 3 4 5 6 7 

Central venous catheters - do risks outweigh the benefits? 1 2 3 4 5 6 7 

How can needs of older inpatients with myeloma & Cll be best met? 1 2 3 4 5 6 7 

Are fertility issues addressed? 1 2 3 4 5 6 7 

Pre- BMT care 1 2 3 4 5 6 7 

Immediate care post BMT 1 2 3 4 5 6 7 

Exercise and fitness during and after transplant 1 2 3 4 5 6 7 

Dealing with relatively young patients 1 2 3 4 5 6 7 

What is the role of alternative therapies? 1 2 3 4 5 6 7 

9 



Please indicate the research statement/question you perceive to be most important in this category by placing the number 1 next to the appropriate item 
Symptom Management Rate each item in terms of importance for 

haemato-oncology nursing research 

Low High 

Disease and treatment related fatigue 1 2 3 4 5 6 7 

Control of gastric symptoms during allogeneic BMT 1 2 3 4 5 6 7 

Skin care post allogeneic BMT 1 2 3 4 5 6 7 

Management of veno-occlusive crisis 1 2 3 4 5 6 7 

Management of GVHD treatment complications 1 2 3 4 5 6 7 

How can the side-effects of chemotherapy be reduced? 1 2 3 4 5 6 7 

Elimination problems due to treatment 1 2 3 4 5 6 7 

Alopecia 1 2 3 4 5 6 7 

Is pain control during bone marrow biopsies effective? 1 2 3 4 5 6 7 

Please indicate the research statement/question you perceive to be most important in this category by placing the number 1 next to the appropriate item 

10 



Psychosocial Wellbeing and Support Rate each item in terms of importance for 
haemato-oncology nursing research 

Low High 

Are sexuality issues addressed? 1 2 3 4 5 6 7 

What is the extent/impact of sexual dysfunction? 1 2 3 4 5 6 7 

Spirituality 1 2 3 4 5 6 7 

Cultural Issues 1 2 3 4 5 6 7 

Quality of life - What does it really mean to the patient? 1 2 3 4 5 6 7 

Long term survival anxiety when returning to clinic for follow up 1 2 3 4 5 6 7 

What are the effects of surviving long term? 1 2 3 4 5 6 7 

What are the short and long term psychological effects of isolation? 2 3 4 5 6 7 

What are the psychosocial support needs of patients with haematological cancers and their families? 1 2 3 4 5 6 7 

How could nurses improve support for patients? 1 2 3 4 5 6 7 

What are the psychological needs of the older haematology patient? 1 2 3 4 5 6 7 

Psychological effects of haematological cancers 1 2 3 4 5 6 7 

Should specific criteria be used for pre-transplant psychological assessment? 1 2 3 4 5 6 7 

Measure psychological interventions for haematology patients 1 2 3 4 5 6 7 

What short and long term psychosocial coping strategies do patients use? 2 3 4 5 6 7 

11 



Psychosocial Wellbeing and Support Rate each item in terms of importance for 
haemato-oncology nursing research 

Low High 

Mental illness in BMT 1 2 3 4 5 6 7 

What is the correlation between myelosuppression and depression for the isolated patient? 1 2 3 4 5 6 7 

How do patients cope with fatigue? 1 2 3 4 5 6 7 

What difficulties do patients have with compliance in taking long term medication? 1 2 3 4 5 6 7 

Role of hypnotherapy & psychoneuroimmunology 1 2 3 4 5 6 7 

Ongoing psychological care from hospital to home 1 2 3 4 5 6 7 

Should a psychologist/counsellor be involved at ward level for patients & relatives? 1 2 3 4 5 6 7 

What is the value of counselling for BMT patients pre & post transplant? 2 3 4 5 6 7 

What is the psychological impact of BMT? 1 2 3 4 5 6 7 

What effect do haematological cancers have on mood/personality? 1 2 3 4 5 6 7 

Please indicate the research statement/question you perceive to be most important in this category by placing the number 1 next to the appropriate item 

12 



Patient and Family Experience Rate each item in terms of importance for 
haemato-oncology nursing research 
Low High 

What is the lived experience of receiving diagnosis/achieving remission? 1 2 3 4 5 6 7 

Patient view of the meaning of a cancer diagnosis 1 2 3 4 5 6 7 

How can patient experience of diagnosis and follow up be improved? 1 2 3 4 5 6 7 

Patient experience of current care 1 2 3 4 5 6 7 

Lack of psychosocial care for patients and families 1 2 3 4 5 6 7 

Haematology patients' views on admission to an intensive care unit 1 2 3 4 5 6 7 

Patients views of where they are treated 1 2 3 4 5 6 7 

Experiences of patients with failed stem cell harvest 1 2 3 4 5 6 7 

Patient experiences of symptom control 1 2 3 4 5 6 7 

Patient experiences of hospitalisation 1 2 3 4 5 6 7 

What do patients expect/require from nurses? 1 2 3 4 5 6 7 

How important to patients is access to a eNS? 1 2 3 4 5 6 7 

How do patients perceive the role of nurse specialist? 1 2 3 4 5 6 7 

Effect of low staff morale and staffing on experiences of isolated patient 1 2 3 4 5 6 7 

What do patients perceive as the benefits of having a bone marrow transplant? 1 2 3 4 5 6 7 

13 



Patient and Family Experience Rate each item in terms of importance for 
haemato-oncology nursing research 

Low High 

Impact of myeloproliferative disorders on lives 1 2 3 4 5 6 7 

Impact of haematological cancer on family dynamics/relationships 1 2 3 4 5 6 7 

Family support for patients having BMT/lengthy chemotherapy 1 2 3 4 5 6 7 

Psychological effects of intensive treatment on patients & families 1 2 3 4 5 6 7 

Psychological effects of relapse for the patient & family 1 2 3 4 5 6 7 

What effect does a palliative prognosis have on the patient? 1 2 3 4 5 6 7 

Support of carers 1 2 3 4 5 6 7 

Relatives role in nursing an oncology patient 1 2 3 4 5 6 7 

Spouse/significant others experiences and supportive role 1 2 3 4 5 6 7 

Effects of illness on family especially spouse/partner? 1 2 3 4 5 6 7 

What are the psychological issues for sibling donors? 1 2 3 4 5 6 7 

What is the donor experience? 1 2 3 4 5 6 7 

Nurses' role in supporting the donor 1 2 3 4 5 6 7 

What are the short and long term side-effects of GCSF on donors? 1 2 3 4 5 6 7 

Please indicate the research statement/question you perceive to be most important in this category by placing the number 1 next to the appropriate item 
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Nurses' Role Rate each item in terms of importance for 
haemato-oncology nursing research 

Low High 

Should follow up of haematology patients be nurse led? 1 2 3 4 5 6 7 

How effective/successful are nurse led services? 1 2 3 4 5 6 7 

Development of extended role for nurses in haemato-oncology 1 2 3 4 5 6 7 

Nurses' role in care of haemato-oncology patient in BMT workup 1 2 3 4 5 6 7 

Nurses undertaking bone marrow aspiration - will it improve patient experience? 2 3 4 5 6 7 

Do haematology patients with malignant disease get sufficient specialist nurse support? 1 2 3 4 5 6 7 

What access do patients in the UK have to a CNS? 1 2 3 4 5 6 7 

How effective is the CNS role in haemato-oncology? 2 3 4 5 6 7 

Role of the nurse consultant in haemato-oncology 1 2 3 4 5 6 7 

Career development for haemato-oncology nurses 1 2 3 4 5 6 7 

Critical care skills are they an essential requirement for haematology/BMT nurses? 1 2 3 4 5 6 7 

Minimum skills/requirements for UK haematology nurses/researchers/managers 2 3 4 5 6 7 

Please indicate the research statement/question you perceive to be most important in this category by placing the number 1 next to the appropriate item 
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If you think there are important research priorities that have been omitted from this questionnaire please list these below. 

Thank you for you time and cooperation in completing this questionnaire 

Please return your completed questionnaire in the enclosed SAE by 25th September 2004 
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Appendix 6: Round 3 Covering Letter and 
Questionnaire 



13th June 2005 

Dear 

Research Priorities in Haemato-Oncology Nursing 

Last year you participated in a Delphi study of research priorities in 
haemato-oncology nursing which aimed to gain agreement from practising 
nurses on priority topics. Thank you very much for your taking the time to 
contribute to this study. The response to the 2nd round was excellent and 
your participation is greatly appreciated. 

Results from the second round of the study were ranked in order of priority 
and show that many of the topics have tied places. Many other topics are 
clustered closely together suggesting that agreement may not have been 
reached. I have enclosed the list of topics ranked in order of priority for 
your information. 

For the above reasons I have decided to undertake a 3rd round of the study 
in an attempt to identify the most important research topics for nurses 
working in haemato-oncology. Identifying these topics is important as it 
will allow us to develop structured programmes of research. 

Once again I would really appreciate your help with this. I enclose a further 
questionnaire and would be grateful if you could spare the time to complete 
this and return it to me in the enclosed stamped addressed envelope. Your 
views are important. The greater the number of responses I receive from 
practising nurses the more likely I am to be able to identify the research 
topics that really matter. 

The questionnaire is in two parts. Part One asks you some questions about 
yourself and your place of work. Part Two represents the research 
questions suggested by all respondents in the first round of the study. 
These questions are divided into 11 categories and you are asked to identify 
your top 3 priorities in each category allowing you to prioritise important 
research topiCS. The priority ranking attributed to each topic in the second 
round of the study is also included here. 

I do hope you will find the time to complete this questionnaire. This is your 
chance to influence the research agenda. Please feel free to photocopy the 
questionnaire and pass it on to any of your colleagues who may also be 
interested in participating in the study. 



You can be assured that all your details will remain confidential and be 
viewed by myself only. No names or places of work will be identified in the 
final report. 

Results from the first 2 rounds of the study have been written up and will 
be published in the 2nd edition of Nursing in Haematological Oncology in 
2006. 

Please return the questionnaire to me in the enclosed SAE by 12th August 
2005. I look forward to hearing from you. 

With best wishes 
Yours sincerely 

~~~ 

Maggie Grundy 
Senior Lecturer 
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Research Priorities in Haemato-Oncology 

Part Two: Guidelines for Completing the Questionnaire 

This part of the questionnaire is split into 11 categories with a series of 
statements and questions in each category. You are asked to identify the 3 
topics you consider to be the highest priority for research in each category 
in the left hand column. The second round rank of each item is indicated in 
the second column. 

Example 

Priority Rank Research Topics 
No. 
Indicate This column Research priorities identified in previous rounds 
the 3 demonstrates of the study are listed in this column. 
topics you the second 
consider round rank 
to be the for each item 
highest 
research 
priorities 
for this 
category 
priorities 
in this 
column 
by using 
the 
numbers 
1-3 

Please turn the page and complete the questionnaire. 



Rank Education Priority No 

3 What is nurses' knowledge of neutropenic sepsis? 
7 Access to haematological nurse education/courses 
10 How can chemotherapy training and administration be standardised throughout the UK? 
17 What is nurses' awareness of transfusion reactions? 
21 How can high standards/levels of knowledge in cytotoxic administration be maintained? 
24 Are safety precautions in the administration of cytotoxic drugs safe enough? 
57 Is depth of knowledge of nurses administering chemotherapy sufficient? 
64 What is nurses' awareness of drug related toxicity? 
80 Educational needs of nurses at 3 levels novice, developing practice, expert 
134 Training of specialist nurses 
142 What is nurses' awareness of viral complications post BMT/PBSCT? 
156 Educating general nurses of importance of haematology 
156 What is the impact of specialist education? 
169 Support/training of research nurses 
177 Training on non clinical issues eg benefits? 
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Rank Service Delivery and Organisation of Care Priority No 

4 Are staff shortages detrimental to practical/emotional support? 
21 What is the effect of staffing levels and skill mix on outcomes of care? 
33 Transition from curative to palliative care & treatment 
52 What are the benefits and limitations of increased outpatient and home care? 
64 Are patient outcomes improved through multi-disciplinary team working? 
64 Are palliative care needs being addressed? 
72 Safety of care when haematology combined with another speciality 
80 Palliative care - when should it be initiated? 
93 Improving services at home eg patient involvement and treatment options 
93 How can continuity of care be improved? 
100 What impact do different chemotherapy regimes have on nurse workload? 
100 Consistency of practice between palliative care and haematology 
112 Is there a difference in care given in cancer centres and District General Hospitals? 
117 Recruitment and retention of all grades haematology/BMT nurses 
117 Blood product replacement - are we over transfusing? 
117 How can better links with palliative care services be facilitated? 
134 Does senior staff ratio ie sisters and above improve patient care? 
145 Impact of the inevitable reduction of blood donors for haematology patients 
156 Does collaboration exist in haematology between drs and nurses? 
161 Lack of specialist care in rural communities 
162 Issues in shared care - is it effective? 
168 Impact of National Institute of Clinical Excellence (NICE) guidelines on nursing hours 
170 Should haematology be separate from oncology? 
171 Gaining enthusiasm from health professionals for clinical trials/research 
173 When is appropriate time to refer to Macmillan services? 
175 How can staff be effectively rotated through a cancer network? 
176 Do we overuse blood tests? Especially in lymphoma 
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Rank Effects of Role on Nurses' Health and Support Needs Priority No 

2 Long term health risks of nurses exposed to chemotherapy/antibiotics 
57 Psychological effects on health care professionals working in BMT/haematology 
64 What are the psychological support needs of nurses & other health care professionals? 
134 Staff support and counselling 
134 Is effective clinical supervision available to nurses in haemato-oncology? 
148 Does BMT burnout in nurses exist today? 
159 How staff feel about the workplace 
164 Availability of training and support and effects on stress development 
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Rank Communication/Patient Information and Education Priority No 

1 Patients' and relatives' views on the information and support they receive regarding diagnosis and treatments 
17 Provision of information for children of adults with a haematological cancer 
17 Effect of communication good/bad on patients 
28 Timeliness/quality/amount of information at diagnosis and relapse 
33 Education and pre-assessment of patients having chemotherapy 
38 Information giving and patient empowerment 
48 What information do patients require on specific aspects of care? 
72 Breaking bad news. Who does the patient prefer nurses or drs? 
85 Is time available to identify patient concerns? 
93 Nurses' reactions to dealing with emotional questions 
128 Patients and carers education on physical aspects of care 
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Rank Ethical Decision Making Priority No 

6 Making decision when active treatment ends and palliative treatment begins 
10 When to actively treat and when to withdraw treatment 
43 Does the patient receive sufficient information to provide informed patient consent? 
64 Truth telling in BMT/PBSCT 
72 How can end of journey decision making with patients be improved? 
72 What is the nurses' advocacy role for haemato-oncology patients? 
80 Appropriate use of blood transfusion in haematological palliative care 
93 How do patients make decisions about clinical trials at diagnosis? 
112 Ethical issues of treatment of the elderly 
140 How can informed consent be ensured if the patient is incapacitated? 
142 How can patients have more autonomy? 
171 Ethical issues related to DNA technologies 
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Rank Utilising Knowledge and Developing the Evidence Base for Practice 

28 Clear guidelines on mucositis management 
28 What is best practice in protective isolation care? Is there a best practice? 
33 National guidelines/standards of care for central venous catheters including dressings, cleaning 

and flushing 
38 Develop evidence base for optimal care/ use/ problem solving of central venous catheters including reducing 

infection/preventing thrombosis 
38 Oral care protocol - what's best? 
48 How can clinical research be implemented into practice? 
72 Development of evidence base for optimal control of nausea & vomiting 
88 Treatment safety including blood 
93 Implementing an effective audit tool to monitor hickman line care 
112 What are the most effective mouthwashes during chemotherapy? 
112 How can the risk/incidence of chemotherapy extravasation in a peripheral line be reduced? 
140 Safety issues related to nebulised pentamidine administration 
140 What is best practice for nursing management of day care patients? 
142 What nursing theory should underpin haematology nursing practice? 
164 Prevention of reactions to blood/platelet transfusions 
164 Department of Health Improving Outcomes Guidelines are they making a difference? 

6 

Priority No 



Rank Nursing Interventions and Care Priority No 

10 Management and care of neutropenic patients 
21 How can prevention of infection measures be improved? 
48 Are antimicrobial diets/clean food regimes beneficial in neutropenia? 
48 Nutritional support for patients undergoing transplant procedures and high dose chemotherapy 
76 long term follow up/rehabilitation for patients with haematological cancers 
88 How can needs of older inpatients with myeloma & Cll be best met? 
88 Are fertility issues addressed? 
100 Venous access assessment in ensuring correct device used 
123 Immediate care post BMT 
123 Dealing with relatively young patients 
131 Central venous catheters - do risks outweigh the benefits? 
142 Pre- BMT care 
156 What is the role of alternative therapies? 
166 Exercise and fitness during and after transplant 
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Rank Symptom Management Priority No 

21 How can the side-effects of chemotherapy be reduced? 
38 Disease and treatment related fatigue 
52 Management of GVHD treatment complications 
93 Control of gastric symptoms during allogeneic BMT 
107 Is pain control during bone marrow biopsies effective? 
123 Skin care post allogeneic BMT 
128 Management of veno-occlusive crisis 
145 Elimination problems due to treatment 
174 Alopecia 
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Rank Psychosocial Wellbeing and Support Priority No 

13 Quality of life - What does it really mean to the patient? 
17 How could nurses improve support for patients? 
28 What are the psychosocial support needs of patients with haematological cancers and their families? 
38 Long term survival anxiety when returning to clinic for follow up 
43 Psychological effects of haematological cancers 
43 What is the psychological impact of BMT? 
52 What is the value of counselling for BMT patients pre & post transplant? 
57 What are the effects of surviving long term? 
57 Should a psychologist/counsellor be involved at ward level for patients & relatives? 
72 What are the psychological needs of the older haematology patient? 
76 What are the short and long term psychological effects of isolation? 
100 What effect do haematological cancers have on mood/personality? 
100 What short and long term psychosocial coping strategies do patients use? 
100 What is the correlation between myelosuppression and depression for the isolated patient? 
107 Are sexuality issues addressed? 
117 What is the extent/impact of sexual dysfunction? 
123 Should specific criteria be used for pre-transplant psychological assessment? 
134 How do patients cope with fatigue? 
148 Measure psychological interventions for haematology patients 
151 Spirituality 
153 Ongoing psychological care from hospital to home 
159 What difficulties do patients have with compliance in taking long term medication? 
162 Cultural Issues 
166 Mental illness in BMT 
178 Role of hypnotherapy & psychoneuroimmunology 
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Rank Patient and Family Experience Priority No 

4 What do patients expect/require from nurses? 
10 Psychological effects of relapse for the patient & family 
24 Effect of low staff morale and staffing on experiences of isolated patient 
38 What effect does a palliative prognosis have on the patient? 
43 Patient experiences of symptom control 
48 How important to patients is access to a CNS? 
52 Impact of haematological cancer on family dynamics/relationships 
57 How can patient experience of diagnosis and follow up be improved? 
57 Effects of illness on family especially spouse/partner? 
64 Psychological effects of intensive treatment on patients & families 
64 Spouse/significant others experiences and supportive role 
80 What is the lived experience of receiving diagnosis/achieving remission? 
80 Patients views of where they are treated 
80 What are the short and long term side-effects of GCSF on donors? 
88 Patient experience of current care 
100 Family support for patients having BMT/lengthy chemotherapy 
100 Patient experiences of hospitalisation 
107 Patient view of the meaning of a cancer diagnosis 
107 How do patients perceive the role of nurse specialist? 
112 What are the psychological issues for sibling donors? 
117 Lack of psychosocial care for patients and families 
123 Experiences of patients with failed stem cell harvest 
128 Relatives role in nursing an oncology patient 
128 Impact of myeloproliferative disorders on lives 
134 Support of carers 
148 What is the donor experience? 
148 Nurses' role in supporting the donor 
151 What do patients perceive as the benefits of having a bone marrow transplant? 
153 Haematology patients' views on admission to an intensive care unit 
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Rank Nurses' Role Priority No 

10 How effective/successful are nurse led services? 
13 Critical care skills are they an essential requirement for haematology/BMT nurses? 
17 Minimum skillslrequirements for UK haematology nurses/researchers/managers 
28 Development of extended role for nurses in haemato-oncology 
28 How effective is the CNS role in haemato-oncology? 
38 Career development for haemato-oncology nurses 
64 Do haematology patients with malignant disease get sufficient specialist nurse support? 
72 Role of the nurse consultant in haemato-oncology 
85 Should follow up of haematology patients be nurse led? 
85 Nurses' role in care of haemato-oncology patient in BMT workup 
107 Nurses undertaking bone marrow aspiration - will it improve patient experience? 
123 What access do patients in the UK have to a CNS? 

11 
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Education How important is each topic for How important is each topic for 
haemato-oncology nursing research? haemato-oncology nurse education? 

Low High Low High 

Educational needs of nurses at 3 levels novice, developing practice, expert 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Access to haematological nurse education/courses 2 3 4 5 6 7 1 2 3 4 5 6 7 

Educating general nurses of importance of haematology 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

How can high standardsllevels of knowledge in cytotoxic administration be maintained? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

How can chemotherapy training and administration be standardised throughout the UK? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Are safety precautions in the administration of cytotoxic drugs safe enough? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Is depth of knowledge of nurses administering chemotherapy sufficient? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What is nurses' awareness of drug related toxicity? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What is nurses' knowledge of neutropenic sepsis? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What is nurses' awareness of viral complications post BMT/PBSCT? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What is nurses' awareness of transfusion reactions? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Training on non clinical issues eg benefits? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What is the impact of specialist education? 2 3 4 5 6 7 1 2 3 4 5 6 7 

Training of specialist nurses 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Support/training of research nurses 1 2 3 4 5 6 7 1 2 3 4 5 6 7 
Please indicate the research statement/question you perceive to be most important in this category by placing the number 1 next to the appropriate item 
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Service Delivery and Organisation of Care How importance is each topic for How important is each topic for 
haemato-oncology nursing research? haemato-oncology nurse education? 

Low High Low High 
What is the effect of staffing levels and skill mix on outcomes of care? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Does senior staff ratio ie sisters and above improve patient care? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Are staff shortages detrimental to practical/emotional support? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Recruitment and retention of all grades haematology/BMT nurses 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

How can staff be effectively rotated through a cancer network? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Are patient outcomes improved through multi-disciplinary team working? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What impact do different chemotherapy regimes have on nurse workload? 2 3 4 5 6 7 1 2 3 4 5 6 7 

Impact of NICE guidelines on nursing hours 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Blood product replacement - are we over transfusing? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Is there a difference in care given in cancer centres and DGH's? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Lack of specialist care in rural communities 2 3 4 5 6 7 1 2 3 4 5 6 7 

Safety of care when haematology combined with another speciality 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What are the benefits and limitations of increased outpatient and home care? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Improving services at home eg patient involvement and treatment options 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Issues in shared care - is it effective? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 
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Service Delivery and Organisation of Care How important is this topic for How important is this topic for 
haemato-oncology nursing research? haemato-oncology nurse education? 

Low High Low High 

How can continuity of care be improved? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Does collaboration exist in haematology between drs and nurses? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Should haematology be separate from oncology? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

When is appropriate time to refer to Macmillan services? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Do we overuse blood tests? Especially in lymphoma 2 3 4 5 6 7 1 2 3 4 5 6 7 

Impact of the inevitable reduction of blood donors for haematology patients 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Are palliative care needs being addressed? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Transition from curative to palliative care & treatment 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

How can better links with palliative care services be facilitated? 2 3 4 5 6 7 1 2 3 4 5 6 7 

Consistency of practice between palliative care and haematology 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Palliative care - when should it be initiated? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Gaining enthusiasm from health professionals for clinical trials/research 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Please indicate the research statement/question you perceive to be most important in this category by placing the number 1 next to the appropriate item 
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Effects of Role on Nurses' Health and Support Needs How important is each topic for How important is each topic for 
haemato-oncology nursing research? haemato-oncology nurse education? 

Low High Low High 

Psychological effects on health care professionals working in BMT/haematology 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Does BMT burnout in nurses exist today? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What are the psychological support needs of nurses & other health care professionals? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Staff support and counselling 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Availability of training and support and effects on stress development 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Is effective clinical supervision available to nurses in haemato-oncology? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

How staff feel about the workplace 2 3 4 5 6 7 1 2 3 4 5 6 7 

Long term health risks of nurses exposed to chemotherapy/antibiotics 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Please indicate the research statement/question you perceive to be most important in this category by placing the number 1 next to the appropriate item 
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Communication/Patient Information and Education How important is each topic for How important is each topic for 
haemato-oncology nursing research? haemato-oncology nurse education? 

Low High Low High 

Is time available to identify patient concerns? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Effect of communication good/bad on patients 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Breaking bad news. Who does the patient prefer nurses or drs? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Nurses' reactions to dealing with emotional questions 1 2 3 4 5 6 7 2 3 4 5 6 7 

Timeliness/quality/amount of information at diagnosis and relapse 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Patients' and relatives' views on the information and support they receive 
regarding diagnosis and treatments 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Information giving and patient empowerment 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What information do patients require on specific aspects of care? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Provision of information for children of adults with a haematological cancer 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Patients and carers education on physical aspects of care 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Education and pre-assessment of patients having chemotherapy 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Please indicate the research statement/question you perceive to be most important in this category by placing the number 1 next to the appropriate item 

5 



Ethical Decision Making How important is each topic for How important is each topic for 
haemato-oncology nursing research? haemato-oncology nurse education? 

Low High Low High 
When to actively treat and when to withdraw treatment 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Making decision when active treatment ends and palliative treatment begins 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Appropriate use of blood transfusion in haematological palliative care 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Ethical issues of treatment of the elderly 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Does the patient receive sufficient information to provide informed patient consent? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

How can informed consent be ensured if the patient is incapacitated? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

How do patients make decisions about clinical trials at diagnosis? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What is the nurses' advocacy role for haemato-oncology patients? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

How can patients have more autonomy? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

How can end of journey decision making with patients be improved? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Ethical issues related to DNA technologies 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Truth telling in BMT/PBSCT 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Please indicate the research statement/question you perceive to be most important in this category by placing the number 1 next to the appropriate item 
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Utilising Knowledge and Developing the Evidence Base for Practice How important is each topic for How important is each topic for 
haemato-oncology nursing research? haemato-oncology nurse education? 

Low High Low High 

DOH Improving Outcomes Guidelines are they making a difference? 2 3 4 5 6 7 1 2 3 4 5 6 7 

National guidelines/standards of care for central venous catheters including dressings, cleaning & flushing 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Develop evidence base for optimal care/use/problem solving of central venous catheters 

including reducing infection/preventing thrombosis 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Implementing an effective audit tool to monitor hickman line care 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Clear guidelines on mucositis management 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Oral care protocol - what's best? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What are the most effective mouthwashes during chemotherapy? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What is best practice in protective isolation care? Is there a best practice? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Development of evidence base for optimal control of nausea & vomiting 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What is best practice for nursing management of day care patients? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Prevention of reactions to blood/platelet transfusions 2 3 4 5 6 7 1 2 3 4 5 6 7 

What nursing theory should underpin haematology nursing practice? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

How can the risk/incidence of chemotherapy extravasation in a peripheral line be reduced? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Treatment safety including blood 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Safety issues related to nebulised pentamidine administration 1 2 3 4 5 6 7 1 2 3 4 5 6 7 
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Utilising Knowledge and Developing the Evidence Base for Practice 

Safety issues related to nebulised pentamidine administration 

How can clinical research be implemented into practice? 

How important is each topic for 
haemato-oncology nursing research? 

Low High 

1234567 

1 2 3 4 5 6 7 

How important is each topic for 
haemato-oncology nurse education? 

Low High 

1234567 

1 2 3 4 5 6 7 

Please indicate the research statement/question you perceive to be most important in this category by placing the number 1 next to the appropriate item 
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Nursing Interventions and Care How important is each topic for How important is each topic for 
haemato-oncology nursing research? haemato-oncology nurse education? 

Low High Low High 

How can prevention of infection measures be improved? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Management and care of neutropenic patients 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

long term follow up/rehabilitation for patients with haematological cancers 2 3 4 5 6 7 1 2 3 4 5 6 7 

Nutritional support for patients undergoing transplant procedures and high dose chemotherapy 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Are antimicrobial diets/clean food regimes beneficial in neutropenia? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Venous access assessment ensuring correct device used 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Central venous catheters - do risks outweigh the benefits? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

How can needs of older inpatients with myeloma & Cll be best met? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Are fertility issues addressed? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Pre- BMT care 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Immediate care post BMT 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Exercise and fitness during and after transplant 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Dealing with relatively young patients 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What is the role of alternative therapies? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Please indicate the research statement/question you perceive to be most important in this category by placing the number 1 next to the appropriate item 
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Symptom Management How important is each topic for How important is each topic for 
haemato-oncology nursing research? haemato-oncology nurse education? 

Low High Low 

Disease and treatment related fatigue 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Control of gastric symptoms during allogeneic BMT 2 3 4 5 6 7 1 2 3 4 5 6 7 

Skin care post allogeneic BMT 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Management of veno-occlusive crisis 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Management of GVHD treatment complications 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

How can the side-effects of chemotherapy be reduced? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Elimination problems due to treatment 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Does cold capping work? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Is pain control during bone marrow biopsies effective? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Please indicate the research statement/question you perceive to be most important in this category by placing the number 1 next to the appropriate item 
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Psychosocial Wellbeing and Support How important is each topic for How important is each topic for 
haemato-oncology nursing research? haemato-oncology nurse education? 

Low High Low High 

Are sexuality issues addressed? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What is the extent/impact of sexual dysfunction? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Spirituality 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Quality of life - What does it really mean to the patient? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Long term survival anxiety when returning to clinic for follow up 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What are the effects of surviving long term? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What are the short and long term psychological effects of isolation? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What are the psychosocial support needs of patients with haematological cancers and their families? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

How could nurses improve support for patients? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What are the psychological needs of the older haematology patient? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Psychological effects of haematological cancers 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Should specific criteria be used for pre-transplant psychological assessment? 2 3 4 5 6 7 1 2 3 4 5 6 7 

Measure psychological interventions for haematology patients 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What short and long term psychosocial coping strategies do patients use? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Mental illness in BMT 1 2 3 4 5 6 7 1 2 3 4 5 6 7 
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Psychosocial Wellbeing and Support How important is each topic for How important is each topic for 
haemato-oncology nursing research? haemato-oncology nurse education? 

Low High Low High 

What is the correlation between myelosuppression and depression for the isolated patient? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

How do patients cope with fatigue? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What difficulties do patients have with compliance in taking long term medication? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Role of hypnotherapy & psychoneuroimmunology 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Ongoing psychological care from hospital to home 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Should a psychologisUcounselior be involved at ward level for patients & relatives? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What is the value of counselling for BMT patients pre & post transplant? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What is the psychological impact of BMT? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What effect do haematological cancers have on mood/personality? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Please indicate the research statement/question you perceive to be most important in this category by placing the number 1 next to the appropriate item 
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Patient and Family Experience How important is each topic for How important is each topic for 
haemato-oncology nursing research? haemato-oncology nurse education? 

Low High Low High 

What is the lived experience of receiving diagnosis/achieving remission? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Patient view of the meaning of a cancer diagnosis 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

How can patient experience of diagnosis and follow up be improved? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Patient experience of current care 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Lack of psychosocial care for patients and families 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Haematology patients' views on ICU admission 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Patients views of where they are treated 1 2 3 4 5 6 7 2 3 4 5 6 7 

Experiences of patients with failed stem cell harvest 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Patient experiences of symptom control 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Patient experiences of hospitalisation 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What do patients expect/require from nurses? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

How important to patients is access to a CNS? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

How do patients perceive the role of nurse specialist? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Effect of low staff morale and staffing on experiences of isolated patient 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What do patients perceive as the benefits of having a bone marrow transplant? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 
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Patient and Family Experience How important is this topic for How important is this topic for 
haemato-oncology nursing research? haemato-oncology nurse education? 

Low High Low High 

Impact of myeloproliferative disorders on lives 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Impact of haematological cancer on family dynamics/relationships 1 2 3 4 5 6 7 2 3 4 5 6 7 

Family support for patients having BMT/lengthy chemotherapy 2 3 4 5 6 7 1 2 3 4 5 6 7 

Psychological effects of intensive treatment on patients & families 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Psychological effects of relapse for the patient & family 1 2 3 4 5 6 7 2 3 4 5 6 7 

What effect does a palliative prognosis have on the patient? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Support of carers 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Relatives role in nursing an oncology patient 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Spouse/significant others experiences and supportive role 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Effects of illness on family especially spouse/partner? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What are the psychological issues for sibling donors? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What is the donor experience? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Nurses' role in supporting the donor 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What are the short and long term side-effects of GCSF on donors? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Please indicate the research statement/question you perceive to be most important in this category by placing the number 1 next to the appropriate item 
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Nurses' Role How important is this topic for How important is this topic for 
haemato-oncology nursing research? haemato-oncology nurse education? 

Low High Low High 

Should follow up of haematology patients be nurse led? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

How effective/successful are nurse led services? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Development of extended role for nurses in haemato-oncology 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Nurses' role in care of haemato-oncology patient in BMT workup 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Nurses undertaking bone marrow aspiration - will it improve patient experience? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Do haematology patients with malignant disease get sufficient specialist nurse support? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

What access do patients in the UK have to a CNS? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

How effective is the CNS role in haemato-oncology? 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Role of the nurse consultant in haemato-oncology 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Career development for haemato-oncology nurses 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Critical care skills are they an essential requirement for haematology/BMT nurses? 2 3 4 5 6 7 1 2 3 4 5 6 7 

Minimum skills/requirements for UK haematology nurses/researchers/managers 1 2 3 4 5 6 7 1 2 3 4 5 6 7 

Please indicate the research statement/question you perceive to be most important in this category by placing the number 1 next to the appropriate item 
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If you think there are important research priorities that have been omitted from this questionnaire please list these below. 

Thank you for you time and cooperation in completing this questionnaire 

Please return your completed questionnaire in the enclosed SAE by 25th September 2004 
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Delphi Study Pilot 

1) How long did it take you to complete the questionnaire? 

2) How easy was the questionnaire to complete? (Please circle the most appropriate 
answer) 

Very easy Easy Difficult Very Difficult 

3) Were the instructions for completing the questionnaire clear? 

4) If your answer to question 5 was no please state which instructions you found 
unclear. 

7) Did you find the format of the questionnaire clear? 

8) If your answer to question 7 was no please say why you found the format 
unclear. 

Please feel free to highlight on the questionnaire any areas you feel are unclear. 





Rank Question Ranked Priorities 6 & 7 scores % Median 

1 56 Patients' and relatives' views on the information and support they receive regarding diagnosis and treatments 81 .2 6 
2 50 Long-term health risks of nurses exposed to chemotherapy/antibiotics 80.3 6 
3 9 What is nurses' knowledge of neutropenic sepsis? 77.8 6 
4 18 Are staff shortages detrimental to practical/emotional support? 75.2 6 
4 148 What do patients expect/requ ire from nurses? 75.2 6 
6 63 Making decision when active treatment ends and palliative treatment begins 74.4 7 
7 2 Access to haematological nurse education/courses 73.5 6 
10 62 When to actively treat and when to withdraw treatment 72.7 6 
10 5 How can chemotherapy training and administration be standardised throughout the UK? 72.7 5 
10 91 Management and care of neutropenic patients 72.7 6 
10 157 Psychological effects of relapse for the patient & family 72.7 6 
10 168 How effective/successfu l are nurse-led services? 72.7 6 
13 117 Quality of life - What does it really mean to the patient? 71.8 6 
13 177 Critical care skills are they an essential requirement for haematology/BMT nurses? 71 .8 6 
17 11 What is nurses' awareness of transfusion reactions? 70.9 6 
17 122 How cou ld nurses improve support for patients? 70.9 6 
17 52 Effect of communication good/bad on patients 70.9 6 
17 59 Provision of information for children of adults with a haematological cancer 70.9 6 
17 178 Minimum skills/requirements for UK haematology nurses/researchers/managers 70.9 6 
21 4 How can high standards/levels of knowledge in cytotoxic administration be maintained? 70.1 6 
21 16 What is the effect of staffing levels and skill mix on outcomes of care? 70.1 6 
21 90 How can prevention of infection measures be improved? 70.1 6 
21 109 How can the side-effects of chemotherapy be reduced? 70.1 6 
24 6 Are safety precautions in the admin istration of cytotoxic drugs safe enough? 69.2 6 
24 151 Effect of low staff morale and staffing on experiences of isolated patient 69.2 6 
28 55 Timeliness/quality/amount of information at diagnosis and relapse 68.4 6 
28 78 Clear guidelines on mucositis management 68.4 5 
28 81 What is best practice in protective isolation care? Is there a best practice? 68.4 6 
28 121 What are the psychosocial support needs of patients with haematological cancers and their families? 68.4 5 
28 169 Development of extended role for nurses in haemato-oncology 68.4 6 
28 174 How effective is the CNS role in haemato-oncology? 68.4 6 
33 38 Transition from curative to palliative care & treatment 67.6 6 



Rank Question Ranked Priorities 6 & 7 scores % Median 
33 61 Education and pre-assessment of patients having chemotherapy 67.6 6 
33 75 National guidelines/standards of care for central venous catheters including dressings, cleaning 67.6 6 
38 57 Information giving and patient empowerment 66.7 6 
38 76 Develop evidence base for optimal carel use/ problem solving of central venous catheters 66.7 6 
38 79 Oral care protocol - what's best? 66.7 6 
38 104 Disease and treatment related fatigue 66.7 6 
38 118 Long-term survival anxiety when returning to clinic for follow up 66.7 5 
38 158 What effect does a palliative prognosis have on the patient? 66.7 6 
38 176 Career development for haemato-oncology nurses 66.7 6 
43 146 Patient experiences of symptom control 65.8 6 
43 66 Does the patient receive sufficient information to provide informed patient consent? 65.8 6 
43 124 Psychological effects of haematological cancers 65.8 6 
43 136 What is the psychological impact of BMT? 65.8 6 
48 58 What information do patients require on specific aspects of care? 65 6 
48 89 How can clinical research be implemented into practice? 65 6 
48 94 Are antimicrobial diets/clean food regimes beneficial in neutropenia? 65 6 
48 149 How important to patients is access to a CNS? 65 5 
48 93 Nutritional support for patients undergoing transplant procedures and high dose chemotherapy 65 6 
52 28 What are the benefits and limitations of increased outpatient and home care? 64.1 6 
52 108 Management of GVHD treatment complications 64.1 6 
52 135 What is the value of counselling for BMT patients pre & post transplant? 64.1 6 
52 154 Impact of haematological cancer on family dynamics/relationships 64.1 6 
57 43 Psychological effects on health care professionals working in BMT/haematology 63.3 5 
57 119 What are the effects of surviving long term? 63.3 6 
57 7 Is depth of knowledge of nurses administering chemotherapy sufficient? 63.3 6 
57 134 Should a psychologist/counsellor be involved at ward level for patients & relatives? 63.3 6 
57 140 How can patient experience of diagnosis and follow up be improved? 63.3 6 
57 162 Effects of illness on family especially spouse/partner? 63.3 6 
64 8 What is nurses' awareness of drug related toxicity? 62.4 6 
64 21 Are patient outcomes improved through multi-disciplinary team working? 62.4 5 
64 37 Are palliative care needs being addressed? 62.4 6 
64 45 What are the psychological support needs of nurses & other health care professionals? 62.4 6 
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Rank Question Ranked Priorities 6 & 7 scores % Median 

64 73 Truth telling in BMT/PBSCT 62.4 6 
64 156 Psychological effects of intensive treatment on patients & families 62.4 6 
64 161 Spouse/significant others' experiences and supportive role 62.4 6 

64 172 Do haematology patients with malignant disease get sufficient specialist nurse support? 62.4 6 

72 53 Breaking bad news. Who does the patient prefer nurses or drs? 61.5 6 

72 71 How can end of journey decision making with patients be improved? 61.5 6 

72 82 Development of evidence base for optimal control of nausea & vomiting 61.5 6 
72 27 Safety of care when haematology combined with another speciality 61.5 6 

72 69 What is the nurses' advocacy role for haemato-oncology patients? 61.5 5 

72 123 What are the psychological needs of the older haematology patient? 61.5 6 

72 175 Role of the nurse consultant in haemato-oncology 61.5 6 

76 92 long-term follow up/rehabilitation for patients with haematological cancers 60.7 6 

76 120 What are the short and long term psychological effects of isolation? 60.7 6 

80 1 Educational needs of nurses at 3 levels novice, developing practice, expert 59.8 7 

80 41 Palliative care - when should it be initiated? 59.8 5 

80 64 Appropriate use of blood transfusion in haematological palliative care 59.8 6 

80 138 What is the lived experience of receiving diagnosis/achieving remission? 59.8 6 

80 144 Patients' views of where they are treated 59.8 6 

80 166 What are the short and long term side-effects of GCSF on donors? 59.8 6 

85 51 Is time available to identify patient concerns? 59 6 

85 167 Should follow up of haematology patients be nurse led? 59 6 

85 170 Nurses' role in care of haemato-oncology patient in BMT workup 59 6 

88 87 Treatment safety including blood 58.1 6 

88 97 How can needs of older inpatients with myeloma & Cll be best met? 58.1 6 

88 98 Are fertility issues addressed? 58.1 6 

88 141 Patient experience of current care 58.1 5 

93 29 Improving services at home eg patient involvement and treatment options 57.3 6 

93 31 How can continuity of care be improved? 57.3 6 

93 54 Nurses' reactions to dealing with emotional questions 57.3 6 

93 68 How do patients make decisions about clinical trials at diagnosis? 57.3 6 

93 77 Implementing an effective audit tool to monitor Hickman line care 57.3 6 

93 105 Control of gastric symptoms during allogeneic BMT 57.3 6 
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Rank Question Ranked Priorities 6 & 7 scores % Median 

100 137 What effect do haematological cancers have on mood/personality? 56.4 6 
100 155 Family support for patients having BMTllengthy chemotherapy 56.4 6 
100 22 What impact do different chemotherapy regimes have on nurse workload? 56.4 5 
100 40 Consistency of practice between palliative care and haematology 56.4 6 
100 95 Venous access assessment in ensuring correct device used 56.4 6 
100 127 What short and long term psychosocial coping strategies do patients use? 56.4 6 
100 129 What is the correlation between myelosuppression and depression for the isolated patient? 56.4 5 
100 147 Patient experiences of hospitalisation 56.4 6 
107 112 Is pain control during bone marrow biopsies effective? 55.6 6 
107 139 Patient view of the meaning of a cancer diagnosis 55.6 6 
107 150 How do patients perceive the role of nurse specialist? 55.6 6 
107 171 Nurses undertaking bone marrow aspiration - will it improve patient experience? 55.6 6 
107 113 Are sexuality issues addressed? 55.6 6 
112 25 Is there a difference in care given in cancer centres and District General Hospitals? 54.7 6 
112 65 Ethical issues of treatment of the elderly 54.7 5 
112 80 What are the most effective mouthwashes during chemotherapy? 54.7 5 
112 86 How can the risk/incidence of chemotherapy extravasation in a peripheral line be reduced? 54.7 5 
112 163 What are the psychological issues for sibling donors? 54.7 6 
117 19 Recruitment and retention of all grades haematology/BMT nurses 53.9 6 
117 24 Blood product replacement - are we over transfusing? 53.9 5 
117 39 How can better links with palliative care services be facilitated? 53.9 6 
117 114 What is the extent/impact of sexual dysfunction? 53.9 5 
117 142 Lack of psychosocial care for patients and families 53.9 6 
123 100 Immediate care post BMT 53 6 
123 102 Dealing with relatively young patients 53 5 
123 106 Skin care post allogeneic BMT 53 6 
123 125 Should specific criteria be used for pre-transplant psychological assessment? 53 6 
123 145 Experiences of patients with failed stem cell harvest 53 6 
123 173 What access do patients in the UK have to a CNS? 53 6 
128 160 Relatives' role in nursing an oncology patient 52.1 6 
128 60 Patients' and carers' education on physical aspects of care 52.1 6 
128 153 Impact of myeloproliferative disorders on lives 52.1 6 
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Rank Question Ranked Priorities 6 & 7 scores % Median 

128 107 Management of veno-occlusive crisis 52.1 5 
131 96 Central venous catheters - do risks outweigh the benefits? 50A 6 
134 14 Training of specialist nurses 50A 5 
134 17 Does senior staff ratio ie sisters and above improve patient care? 50A 5 
134 46 Staff support and counselling 50A 6 
134 48 Is effective clinical supervision available to nurses in haemato-oncology? 50A 5 
134 130 How do patients cope with fatigue? 50A 6 
134 159 Support of carers 50A 6 
140 88 Safety issues related to nebulised pentamidine administration 49.6 5 
140 67 How can informed consent be ensured if the patient is incapacitated? 49.6 6 
140 83 What is best practice for nursing management of day care patients? 49.6 6 
142 10 What is nurses' awareness of viral complications post BMT/PBSCT? 48.7 6 
142 70 How can patients have more autonomy? 48.7 5 
142 85 What nursing theory should underpin haematology nursing practice? 48.7 6 
142 99 Pre-BMT care 48.7 5 
145 36 Impact of the inevitable reduction of blood donors for haematology patients 47.9 5 
145 110 Elimination problems due to treatment 47.9 5 
148 44 Does BMT burnout in nurses exist today? 47 6 
148 126 Measure psychological interventions for haematology patients 47 5 
148 164 What is the donor experience? 47 6 
148 165 Nurses' role in supporting the donor 47 5 
151 115 Spirituality 46.2 5 
151 152 What do patients perceive as the benefits of having a bone marrow transplant? 46.2 5 
153 133 Ongoing psychological care from hospital to home 45.3 5 
153 143 Haematology patients' views on admission to an intensive care unit 45.3 6 
156 3 Educating general nurses of importance of haematology 44A 4 
156 13 What is the impact of specialist education? 44A 5 
156 32 Does collaboration exist in haematology between drs and nurses? 44A 5 
156 103 What is the role of alternative therapies? 44A 6 
159 49 How staff feel about the workplace 43.6 5 
159 131 What difficulties do patients have with compliance in taking long-term medication? 43.6 6 
161 26 Lack of specialist care in rural communities 42.7 5 
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Rank Question Ranked Priorities 6 & 7 scores % Median 
162 30 Issues in shared care - is it effective? 41.9 5 
162 116 Cultural Issues 41.9 6 
164 84 Prevention of reactions to blood/platelet transfusions 41 5 
164 47 Availability of training and support and effects on stress development 41 7 
164 74 Department of Health Improving Outcomes Guidelines are they making a difference? 41 6 
166 101 Exercise and fitness during and after transplant 39.3 5 
166 128 Mental illness in BMT 39.3 6 
168 23 Impact of National Institute of Clinical Excellence (NICE) guidelines on nursing hours 38.5 6 
169 15 SupporUtraining of research nurses 37.6 6 
170 33 Should haematology be separate from oncology? 36.8 6 
171 42 Gaining enthusiasm from health professionals for clinical trials/research 35.9 6 
171 72 Ethical issues related to DNA technologies 35.9 6 
173 34 When is appropriate time to refer to Macmillan services? 35 6 
174 111 Alopecia 34.2 6 
175 20 How can staff be effectively rotated through a cancer network? 32.5 6 
176 35 Do we overuse blood tests? Especially in lymphoma 29.1 5 
177 12 Training on non-clinical issues eg benefits? 19.7 5 
178 132 Role of hypnotherapy & psychoneuroimmunology 18.8 6 
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Appendix 10: 
Round 3: First Priority Scores by Category and 

Second Round Rank 



Rank 1st priorities 
(2nd round) Education 

3 
10 
57 
21 
156 

7 
64 
80 
134 
17 

156 
24 
169 
142 
177 

What is nurses' knowledge of neutropenic sepsis? 
How can chemotherapy training and administration be standardised throughout the UK? 
Is depth of knowledge of nurses administering chemotherapy sufficient? 
How can high standards/levels of knowledge in cytotoxic administration be maintained? 
Educating general nurses of importance of haematology 
Access to haematological nurse education/courses 
What is nurses' awareness of drug related toxicity? 
Educational needs of nurses at 3 levels novice, developing practice, expert 
Training of specialist nurses 
What is nurses' awareness of transfusion reactions? 
What is the impact of specialist education? 
Are safety precautions in the administration of cytotoxic drugs safe enough? 
Support/training of research nurses 
What is nurses' awareness of viral complications post BMT/PBSCT? 
Training on non-clinical issues eg benefits? 

% 

28.2 
20.4 
9.7 
6.8 
6.8 
4.9 
3.9 
3.9 
3.9 
2.9 
2.9 
2.9 
1 
o 
o 



Rank Service Delivery and Organisation of Care 
(2nd round) 

21 
4 

33 
72 
112 
52 
117 
117 
80 
64 
64 
100 
170 
93 
117 
134 
145 
162 
171 
93 
100 
156 
161 
168 
173 
175 
176 

What is the effect of staffing levels and skill mix on outcomes of care? 
Are staff shortages detrimental to practical/emotional support? 
Transition from curative to palliative care & treatment 
Safety of care when haematology combined with another speciality 
Is there a difference in care given in cancer centres and District General Hospitals? 
What are the benefits and limitations of increased outpatient and home care? 
Blood product replacement - are we over transfusing? 
Recruitment and retention of all grades haematology/BMT nurses 
Palliative care - when should it be initiated? 
Are patient outcomes improved through multi-disciplinary team working? 
Are palliative care needs being addressed? 
What impact do different chemotherapy regimes have on nurse workload? 
Should haematology be separate from oncology? 
How can continuity of care be improved? 
How can better links with palliative care services be facilitated? 
Does senior staff ratio ie sisters and above improve patient care? 
Impact of the inevitable reduction of blood donors for haematology patients 
Issues in shared care - is it effective? 
Gaining enthusiasm from health professionals for clinical trials/research 
Improving services at home eg patient involvement and treatment options 
Consistency of practice between palliative care and haematology 
Does collaboration exist in haematology between drs and nurses? 
Lack of specialist care in rural communities 
Impact of National Institute of Clinical Excellence (NICE) guidelines on nursing hours 
When is appropriate time to refer to Macmillan services? 
How can staff be effectively rotated through a cancer network? 
Do we overuse blood tests? Especially in lymphoma 

2 

% 

16.5 
16.5 
14.6 
6.8 
6.8 
5.8 
5.8 
4.9 
3.9 
2.9 
2.9 
2.9 
2.9 
1.9 
1 
1 
1 
1 
1 
a 
a 
a 
a 
a 
a 
a 
a 



Rank 
(2nd round) 

2 
64 
134 
57 
164 
148 
134 
159 

Rank 
(2nd round) 

1 
17 
72 
28 
38 
17 
48 
33 
85 
93 

128 

Effects of Role on Nurses' Health and Support Needs 

Long-term health risks of nurses exposed to chemotherapy/antibiotics 
What are the psychological support needs of nurses & other health care professionals? 
Is effective clinical supervision available to nurses in haemato-oncology? 
Psychological effects on health care professionals working in BMT/haematology 
Availability of training and support and effects on stress development 
Does BMT burnout in nurses exist today? 
Staff support and counselling 
How staff feel about the workplace 

Communication/Patient Information and Education 

Patients' and relatives' views on the information and support they receive regarding diagnosis and treatments 

Effect of communication good/bad on patients 
Breaking bad news. Who does the patient prefer nurses or drs? 
Timeliness/quality/amount of information at diagnosis and relapse 
Information giving and patient empowerment 
Provision of information for children of adults with a haematological cancer 
What information do patients require on specific aspects of care? 
Education and pre-assessment of patients having chemotherapy 
Is time available to identify patient concerns? 
Nurses' reactions to dealing with emotional questions 
Patients' and carers' education on physical aspects of care 

3 

% 

44.7 
14.6 
13.6 
11.7 
5.8 
3.9 
2.9 
2.9 

% 

46.6 
11.7 
7.8 
6.8 
5.8 
4.9 
4.9 
3.9 
3.9 
1.9 
1 



Rank 
(2nd round) 

6 
10 
43 
64 
72 
80 
72 
93 
112 
142 
171 
140 

Ethical Decision Making 

Making decision when active treatment ends and palliative treatment begins 
When to actively treat and when to withdraw treatment 
Does the patient receive sufficient information to provide informed patient consent? 
Truth telling in BMT/PBSCT 
What is the nurses' advocacy role for haemato-oncology patients? 
Appropriate use of blood transfusion in haematological palliative care 
How can end of journey decision making with patients be improved? 
How do patients make decisions about clinical trials at diagnosis? 
Ethical issues of treatment of the elderly 
How can patients have more autonomy? 
Ethical issues related to DNA technologies 
How can informed consent be ensured if the patient is incapacitated? 

4 

% 

32 
21.4 
18.4 
4.9 
4.9 
4.9 
4.9 
3.9 
1.9 
1 
1 
o 



Rank Utilising Knowledge and Developing the Evidence Base for Practice 
(2nd round) 

28 What is best practice in protective isolation care? Is there a best practice? 
33 

28 
38 

164 
93 
142 
72 
38 
140 
48 
88 
112 
112 
140 
164 

National guidelines/standards of care for central venous catheters including dressings, cleaning and 

flushing 
Clear guidelines on mucositis management 
Develop evidence base for optimal care/use/problem solving of central venous catheters including reducing 

infection/preventing thrombosis 
Department of Health Improving Outcomes Guidelines are they making a difference? 
Implementing an effective audit tool to monitor Hickman line care 
What nursing theory should underpin haematology nursing practice? 
Development of evidence base for optimal control of nausea & vomiting 
Oral care protocol - what's best? 
What is best practice for nursing management of day care patients? 
How can clinical research be implemented into practice? 
Treatment safety including blood 
How can the risk/incidence of chemotherapy extravasation in a peripheral line be reduced? 
What are the most effective mouthwashes during chemotherapy? 
Safety issues related to nebulised pentamidine administration 
Prevention of reactions to blood/platelet transfusions 

5 

% 

27.2 

21.4 
11.7 
8.7 

6.8 
4.9 
3.9 
2.9 
2.9 
2.9 
1.9 
1.9 
1 
o 
o 
o 



Rank 
(2nd round) 

10 
48 
21 
76 
100 
48 
88 
123 
131 
142 
88 
156 
166 
123 

Rank 
(2nd round) 

21 
38 
52 
93 
145 
107 
174 
123 
128 

Nursing Interventions and Care 

Management and care of neutropenic patients 
Are antimicrobial diets/clean food regimes beneficial in neutropenia? 
How can prevention of infection measures be improved? 
long-term follow up/rehabilitation for patients with haematological cancers 
Venous access assessment in ensuring correct device used 
Nutritional support for patients undergoing transplant procedures and high dose chemotherapy 
Are fertility issues addressed? 
Dealing with relatively young patients 
Central venous catheters - do risks outweigh the benefits? 
Pre-BMT care 
How can needs of older inpatients with myeloma & Cll be best met? 
What is the role of alternative therapies? 
Exercise and fitness during and after transplant 
Immediate care post BMT 

Symptom Management 

How can the side-effects of chemotherapy be reduced? 
Disease and treatment related fatigue 
Management of GVHD treatment complications 
Control of gastric symptoms during allogeneic BMT 
Elimination problems due to treatment 
Is pain control during bone marrow biopsies effective? 
Alopecia 
Skin care post allogeneic BMT 
Management of veno-occlusive crisis 

6 

46.6 
9.7 
9.7 
8.7 
7.8 
3.9 
2.9 
1.9 
1.9 
1.9 

o 

% 

50.5 
18.4 
8.7 
6.8 
5.8 
4.9 
1.9 
1.9 



Rank Psychosocial Wellbeing and Support % 
(2nd round) 

13 Quality of life - What does it really mean to the patient? 32 
28 What are the psychosocial support needs of patients with haematological cancers and their families? 12.6 
17 How could nurses improve support for patients? 8.7 
38 Long-term survival anxiety when returning to clinic for follow up 5.8 
43 Psychological effects of haematological cancers 5.8 
52 What is the value of counselling for BMT patients pre & post transplant? 3.9 
57 What are the effects of surviving long term? 3.9 
100 What short and long term psychosocial coping strategies do patients use? 3.9 
57 Should a psychologist/counsellor be involved at ward level for patients & relatives? 3.9 
100 What effect do haematological cancers have on mood/personality? 2.9 
100 What is the correlation between myelosuppression and depression for the isolated patient? 1.9 
123 Should specific criteria be used for pre-transplant psychological assessment? 1.9 
134 How do patients cope with fatigue? 1.9 
148 Measure psychological interventions for haematology patients 1.9 
162 Cultural issues 1.9 
43 What is the psychological impact of BMT? 
76 What are the short and long term psychological effects of isolation? 
107 Are sexuality issues addressed? 
151 Spirituality 
153 Ongoing psychological care from hospital to home 1 
159 What difficulties do patients have with compliance in taking long term medication? 1 
166 Mental illness in BMT 1 
72 What are the psychological needs of the older haematology patient? 0 
117 What is the extent/impact of sexual dysfunction? 0 
178 Role of hypnotherapy & psychoneuroimmunology 0 

7 



Rank Patient and Family Experience 
(2nd round) 

4 What do patients expect/require from nurses? 
48 How important to patients is access to a CNS? 
24 Effect of low staff morale and staffing on experiences of isolated patient 
64 Psychological effects of intensive treatment on patients & families 
10 Psychological effects of relapse for the patient & family 
80 What are the short and long term side-effects of GCSF on donors? 
57 How can patient experience of diagnosis and follow up be improved? 
57 Effects of illness on family especially spouse/partner? 
107 How do patients perceive the role of nurse specialist? 
38 What effect does a palliative prognosis have on the patient? 
52 Impact of haematological cancer on family dynamics/relationships 
128 Impact of myeloproliferative disorders on lives 
153 Haematology patients' views on admission to an intensive care unit 
100 Family support for patients having BMT/lengthy chemotherapy 
100 Patient experiences of hospitalisation 
117 Lack of psychosocial care for patients and families 
112 What are the psychological issues for sibling donors? 
88 Patient experience of current care 
80 Patients' views of where they are treated 
107 Patient view of the meaning of a cancer diagnosis 
148 What is the donor experience? 
43 Patient experiences of symptom control 
64 Spouse/significant others' experiences and supportive role 
80 What is the lived experience of receiving diagnosis/achieving remission? 
123 Experiences of patients with failed stem cell harvest 
128 Relatives' role in nursing an oncology patient 
134 Support of carers 
148 Nurses' role in supporting the donor 
151 What do patients perceive as the benefits of having a bone marrow transplant? 

8 

% 

28.2 
8.7 
7.8 
7.8 
6.8 
6.8 
4.9 
2.9 
2.9 
2.9 
2.9 
2.9 
2.9 
1.9 
1.9 
1.9 
1 
1 
1 
1 
1 
1 
o 
o 
o 
o 
o 
o 
o 



Rank 
(2nd round) 

10 
13 
64 
28 
85 
17 
38 
107 
28 
72 
123 
85 

Nurses' Role 

How effective!successful are nurse-led services? 
Critical care skills are they an essential requirement for haematology!BMT nurses? 
Do haematology patients with malignant disease get sufficient specialist nurse support? 
How effective is the CNS role in haemato-oncology? 
Should follow up of haematology patients be nurse led? 
Minimum skills!requirements for UK haematology nurseslresearchers!managers 
Career development for haemato-oncology nurses 
Nurses undertaking bone marrow aspiration - will it improve patient experience? 
Development of extended role for nurses in haemato-oncology 
Role of the nurse consultant in haemato-oncology 
What access do patients in the UK have to a CNS? 
Nurses' role in care of haemato-oncology patient in BMT workup 

9 

% 

29.1 
18.4 
12.6 
7.8 
7.8 
6.8 
4.9 
3.9 
2.9 
1.9 
1.9 
1 



Appendix 11: 
Round 3: Second Priority Scores by Category 

and Second Round Rank 



Rank 2nd Priorities 
(2nd round) Education 

10 
21 
57 
3 
17 
7 

24 
156 
80 
156 
64 
142 
134 
169 
177 

How can chemotherapy training and administration be standardised throughout the UK? 
How can high standards/levels of knowledge in cytotoxic administration be maintained? 
Is depth of knowledge of nurses administering chemotherapy sufficient? 
What is nurses' knowledge of neutropenic sepsis? 
What is nurses' awareness of transfusion reactions? 
Access to haematological nurse education/courses 
Are safety precautions in the administration of cytotoxic drugs safe enough? 
Educating general nurses of importance of haematology 
Educational needs of nurses at 3 levels novice, developing practice, expert 
What is the impact of specialist education? 
What is nurses' awareness of drug related toxicity? 
What is nurses' awareness of viral complications post BMT/PBSCT? 
Training of specialist nurses 
Support/training of research nurses 
Training on non-clinical issues eg benefits? 

1 

% 

17.5 
15.5 
13.6 
11.7 
9.7 
8.7 
6.8 
4.9 
4.9 
2.9 
1 
1 
o 
o 
o 



Rank Service Delivery and Organisation of Care % 
(2nd round) 

21 What is the effect of staffing levels and skill mix on outcomes of care? 21.4 
4 Are staff shortages detrimental to practical/emotional support? 9.7 

100 What impact do different chemotherapy regimes have on nurse workload? 9.7 
112 Is there a difference in care given in cancer centres and District General Hospitals? 7.8 
52 What are the benefits and limitations of increased outpatient and home care? 6.8 
33 Transition from curative to palliative care & treatment 4.9 
72 Safety of care when haematology combined with another speciality 4.91 

93 How can continuity of care be improved? 4.9 
117 Blood product replacement - are we over transfusing? 3.9' 
162 Issues in shared care - is it effective? 3.9' 
64 Are palliative care needs being addressed? 2.9 
134 Does senior staff ratio ie sisters and above improve patient care? 2.9 
93 Improving services at home eg patient involvement and treatment options 2.9 
64 Are patient outcomes improved through multi-disciplinary team working? 1.9 
117 How can better links with palliative care services be facilitated? 1.9 
156 Does collaboration exist in haematology between drs and nurses? 1.9 
161 Lack of specialist care in rural communities 1.9 
100 Consistency of practice between palliative care and haematology 1.9 
175 How can staff be effectively rotated through a cancer network? 1 
80 Palliative care - when should it be initiated? 1 
176 Do we overuse blood tests? Especially in lymphoma 1 
117 Recruitment and retention of all grades haematology/BMT nurses 
170 Should haematology be separate from oncology? 0 
145 Impact of the inevitable reduction of blood donors for haematology patients 0 
171 Gaining enthusiasm from health professionals for clinical trials/research 0 
168 Impact of National Institute of Clinical Excellence (NICE) guidelines on nursing hours 0 
173 When is appropriate time to refer to Macmillan services? 0 

2 



Rank 
(2nd round) 

57 
64 
134 
2 

134 
159 
164 
148 

Rank 
(2nd round) 

17 
1 

33 
85 
72 
28 
17 
38 
93 
48 
128 

Effects of Role on Nurses' Health and Support Needs 

Psychological effects on health care professionals working in BMT/haematology 
What are the psychological support needs of nurses & other health care professionals? 
Is effective clinical supervision available to nurses in haemato-oncology? 
Long-term health risks of nurses exposed to chemotherapy/antibiotics 
Staff support and counselling 
How staff feel about the workplace 
Availability of training and support and effects on stress development 
Does BMT burnout in nurses exist today? 

Communication/Patient Information and Education 

Effect of communication good/bad on patients 
Patients' and relatives' views on the information and support they receive regarding diagnosis and treatments 

Education and pre-assessment of patients having chemotherapy 
Is time available to identify patient concerns? 
Breaking bad news. Who does the patient prefer nurses or drs? 
Timeliness/quality/amount of information at diagnosis and relapse 
Provision of information for children of adults with a haematological cancer 
Information giving and patient empowerment 
Nurses' reactions to dealing with emotional questions 
What information do patients require on specific aspects of care? 
Patients' and carers' education on physical aspects of care 

3 

% 

21.4 
20.4 
17.5 
13.6 
8.7 
8.7 
4.9 
4.9 

% 

18.4 
17.5 
13.6 
8.7 
8.7 
7.8 
5.8 
5.8 
5.8 
5.8 
1 



Rank Ethical Decision Making 
(2nd round) 

10 When to actively treat and when to withdraw treatment 
6 Making decision when active treatment ends and palliative treatment begins 

72 How can end of journey decision making with patients be improved? 
43 Does the patient receive sufficient information to provide informed patient consent? 
72 What is the nurses' advocacy role for haemato-oncology patients? 
64 Truth telling in BMT/PBSCT 
80 Appropriate use of blood transfusion in haematological palliative care 
93 How do patients make decisions about clinical trials at diagnosis? 
142 How can patients have more autonomy? 
171 Ethical issues related to DNA technologies 
140 How can informed consent be ensured if the patient is incapacitated? 
112 Ethical issues of treatment of the elderly 

4 

% 

19.4 
17.5 
15.5 
13.6 
7.8 
6.8 
6.8 
4.9 
1.9 
1.9 
1.9 
1 



Rank 
(2nd round) 

33 

28 
38 

28 
72 
48 
38 
140 
112 
93 

112 
164 
88 
140 
142 
164 

Utilising Knowledge and Developing the Evidence Base for Practice 

National guidelines/standards of care for central venous catheters including dressings, cleaning and 

flushing 
What is best practice in protective isolation care? Is there a best practice? 
Develop evidence base for optimal care/use/problem solving of central venous catheters including reducing 

infection/preventing thrombosis 
Clear guidelines on mucositis management 
Development of evidence base for optimal control of nausea & vomiting 
How can clinical research be implemented into practice? 
Oral care protocol - what's best? 
What is best practice for nursing management of day care patients? 
How can the risk/incidence of chemotherapy extravasation in a peripheral line be reduced? 
Implementing an effective audit tool to monitor Hickman line care 
What are the most effective mouthwashes during chemotherapy? 
Department of Health Improving Outcomes Guidelines are they making a difference? 
Treatment safety including blood 
Safety issues related to nebulised pentamidine administration 
What nursing theory should underpin haematology nursing practice? 
Prevention of reactions to blood/platelet transfusions 

5 

% 

14.6 

14.6 

9.7 
9.7 
7.8 
7.8 
6.8 
6.8 
4.9 
3.9 
2.9 
1.9 
1.9 
1.9 
1.9 
1.9 



Rank 
(2nd round) 

21 
48 
48 
10 
76 
88 
88 
166 
123 
100 
131 
123 
156 
142 

Rank 
(2nd round) 

38 
21 
52 
107 
145 
128 
93 
174 
123 

Nursing Interventions and Care 

How can prevention of infection measures be improved? 
Nutritional support for patients undergoing transplant procedures and high dose chemotherapy 
Are antimicrobial diets/clean food regimes beneficial in neutropenia? 
Management and care of neutropenic patients 
long-term follow up/rehabilitation for patients with haematological cancers 
Are fertility issues addressed? 
How can needs of older inpatients with myeloma & Cll be best met? 
Exercise and fitness during and after transplant 
Immediate care post-BMT 
Venous access assessment in ensuring correct device used 
Central venous catheters - do risks outweigh the benefits? 
Dealing with relatively young patients 
What is the role of alternative therapies? 
Pre-BMT care 

Symptom Management 

Disease and treatment related fatigue 
How can the side-effects of chemotherapy be reduced? 
Management of GVHD treatment complications 
Is pain control during bone marrow biopsies effective? 
Elimination problems due to treatment 
Management of veno-occlusive crisis 
Control of gastric symptoms during allogeneic BMT 
Alopecia 
Skin care post allogeneic BMT 

6 

% 

16.5 
12.6 
12.6 
11.7 
10.7 
9.7 
5.8 
3.9 
3.9 
2.9 
2.9 
1.9 
1.9 
1 

% 

26.2 
18.4 
16.5 
12.6 
9.7 
6.8 
5.8 
1.9 
1.9 



Rank 
(2nd round) 

28 
57 
107 
57 
13 
43 
134 
38 
43 
17 
76 
153 
117 
162 
52 
166 
100 
100 
100 
148 
151 
178 
72 
123 
159 

Psychosocial Wellbeing and Support 

What are the psychosocial support needs of patients with haematological cancers and their families? 

Should a psychologisUcounselior be involved at ward level for patients & relatives? 
Are sexuality issues addressed? 
What are the effects of surviving long term? 
Quality of life - What does it really mean to the patient? 
Psychological effects of haematological cancers 
How do patients cope with fatigue? 
Long-term survival anxiety when returning to clinic for follow up 
What is the psychological impact of BMT? 
How could nurses improve support for patients? 
What are the short and long term psychological effects of isolation? 
Ongoing psychological care from hospital to home 
What is the extenUimpact of sexual dysfunction? 
Cultural issues 
What is the value of counselling for BMT patients pre & post transplant? 
Mental illness in BMT 
What is the correlation between myelosuppression and depression for the isolated patient? 
What effect do haematological cancers have on mood/personality? 
What short and long term psychosocial coping strategies do patients use? 
Measure psychological interventions for haematology patients 
Spirituality 
Role of hypnotherapy & psychoneuroimmunology 
What are the psychological needs of the older haematology patient? 
Should specific criteria be used for pre-transplant psychological assessment? 
What difficulties do patients have with compliance in taking long-term medication? 

7 

% 

12.6 
11.7 
8.7 
7.8 
6.8 
5.8 
5.8 
5.8 
4.9 
4.9 
3.9 
3.9 
2.9 
2.9 
2.9 
2.9 
1 
1 
1 
1 
1 
1 
o 
o 
o 



Rank Patient and Family Experience 
(2nd round) 

4 What do patients expecUrequire from nurses? 
10 Psychological effects of relapse for the patient & family 
24 Effect of low staff morale and staffing on experiences of isolated patient 
43 Patient experiences of symptom control 
80 What are the short and long term side-effects of GCSF on donors? 
112 What are the psychological issues for sibling donors? 
57 Effects of illness on family especially spouse/partner? 
88 Patient experience of current care 
80 Patients' views of where they are treated 
107 How do patients perceive the role of nurse specialist? 
48 How important to patients is access to a CNS? 
38 What effect does a palliative prognosis have on the patient? 
57 How can patient experience of diagnosis and follow up be improved? 
52 Impact of haematological cancer on family dynamicslrelationships 
64 Psychological effects of intensive treatment on patients & families 
100 Family support for patients having BMT/lengthy chemotherapy 
100 Patient experiences of hospitalisation 
123 Experiences of patients with failed stem cell harvest 
64 Spouse/significant others' experiences and supportive role 
80 What is the lived experience of receiving diagnosis/achieving remission? 
107 Patient view of the meaning of a cancer diagnosis 
128 Relatives' role in nursing an oncology patient 
128 Impact of myeloproliferative disorders on lives 
134 Support of carers 
148 What is the donor experience? 
117 Lack of psychosocial care for patients and families 
148 Nurses' role in supporting the donor 
151 What do patients perceive as the benefits of having a bone marrow transplant? 
153 Haematology patients' views on admission to an intensive care unit 

8 

% 

12.6 
8.7 
7.8 
6.8 
6.8 
6.8 
5.8 
5.8 
4.9 
4.9 
4.9 
4.9 
2.9 
1.9 
1.9 
1.9 
1.9 
1.9 
1 
1 
1 
1 
1 

1 
o 
o 
o 
o 



Rank 
(2nd round) 

28 
13 
17 
28 
10 
64 
85 
38 

107 
72 
123 
85 

Nurses' Role 

How effective is the CNS role in haemato-oncology? 
Critical care skills are they an essential requirement for haematology/BMT nurses? 
Minimum skills/requirements for UK haematology nurseslresearchers/managers 
Development of extended role for nurses in haemato-oncology 
How effective/successful are nurse-led services? 
Do haematology patients with malignant disease get sufficient specialist nurse support? 
Should follow up of haematology patients be nurse led? 
Career development for haemato-oncology nurses 
Nurses undertaking bone marrow aspiration - will it improve patient experience? 
Role of the nurse consultant in haemato-oncology 
What access do patients in the UK have to a CNS? 
Nurses' role in care of haemato-oncology patient in BMT workup 

9 

% 

15.5 
13.6 
13.6 
12.6 
12.6 
7.8 
6.8 
5.8 
5.8 
1.9 
1.9 
1 



Appendix 12: 
Round 3: Third Priority Scores by Category and 

Second Round Rank 



Rank 3rd Priorities 
(2nd round) Education 

3 
10 
57 
21 
80 
7 

156 
24 
134 
142 
156 
17 
64 
177 
169 

What is nurses' knowledge of neutropenic sepsis? 
How can chemotherapy training and administration be standardised throughout the UK? 
Is depth of knowledge of nurses administering chemotherapy sufficient? 
How can high standards/levels of knowledge in cytotoxic administration be maintained? 
Educational needs of nurses at 3 levels novice, developing practice, expert 
Access to haematological nurse education/courses 
Educating general nurses of importance of haematology 
Are safety precautions in the administration of cytotoxic drugs safe enough? 
Training of specialist nurses 
What is nurses' awareness of viral complications post-BMT/PBSCT? 
What is the impact of specialist education? 
What is nurses' awareness of transfusion reactions? 
What is nurses' awareness of drug related toxicity? 
Training on non-clinical issues eg benefits? 
Support/training of research nurses 

% 

14.6 
9.7 
8.7 
8.7 
8.7 
7.8 
7.8 
6.8 
5.8 
5.8 
4.9 
3.9 
1.9 
1.9 



Rank Service Delivery and Organisation of Care 
(2nd round) 

4 
21 
100 
112 
33 
72 
175 
52 
117 
93 
145 
64 
93 
162 
134 
156 
100 
117 
170 
64 
161 
80 
176 
117 
171 
168 
173 

Are staff shortages detrimental to practical/emotional support? 
What is the effect of staffing levels and skill mix on outcomes of care? 
What impact do different chemotherapy regimes have on nurse workload? 
Is there a difference in care given in cancer centres and District General Hospitals? 
Transition from curative to palliative care & treatment 
Safety of care when haematology combined with another speciality 
How can staff be effectively rotated through a cancer network? 
What are the benefits and limitations of increased outpatient and home care? 
Blood product replacement - are we over transfusing? 
Improving services at home eg patient involvement and treatment options 
Impact of the inevitable reduction of blood donors for haematology patients 
Are patient outcomes improved through multi-disciplinary team working? 
How can continuity of care be improved? 
Issues in shared care - is it effective? 
Does senior staff ratio ie sisters and above improve patient care? 
Does collaboration exist in haematology between drs and nurses? 
Consistency of practice between palliative care and haematology 
Recruitment and retention of all grades haematology/BMT nurses 
Should haematology be separate from oncology? 
Are palliative care needs being addressed? 
Lack of specialist care in rural communities 
Palliative care - when should it be initiated? 
Do we overuse blood tests? Especially in lymphoma 
How can better links with palliative care services be facilitated? 
Gaining enthusiasm from health professionals for clinical trials/research 
Impact of National Institute of Clinical Excellence (NICE) guidelines on nursing hours 
When is appropriate time to refer to Macmillan services? 

2 

% 

9.7 
8.7 
6.8 
5.8 
6.8 
5.8 
5.8 
4.9 
4.9 
3.9 
3.9 
3.9 
2.9 
2.9 
2.9 
2.9 
2.9 
2.9 
2.9 
1.9 
1.9 
1.9 
1.9 

a 
a 
a 



Rank Effects of Role on Nurses' Health and Support Needs % 
(2nd round) 

164 Availability of training and support and effects on stress development 25.2 
64 What are the psychological support needs of nurses & other health care professionals? 17.5 
57 Psychological effects on health care professionals working in BMT/haematology 11.7 
134 Is effective clinical supervision available to nurses in haemato-oncology? 10.7 
159 How staff feel about the workplace 10.7 
134 Staff support and counselling 9.7 
2 Long-term health risks of nurses exposed to chemotherapy/antibiotics 8.7 

148 Does BMT burnout in nurses exist today? 5.8 

Rank Communication/Patient information and Education 
(2nd round) 

28 Timeliness/quality/amount of information at diagnosis and relapse 
17 Effect of communication good/bad on patients 
33 Education and pre-assessment of patients having chemotherapy 
48 What information do patients require on specific aspects of care? 
85 Is time available to identify patient concerns? 
72 Breaking bad news. Who does the patient prefer nurses or drs? 
38 Information giving and patient empowerment 
1 Patients' and relatives' views on the information and support they receive regarding diagnosis and treatments 

93 Nurses' reactions to dealing with emotional questions 
17 Provision of information for children of adults with a haematological cancer 

128 Patients' and carers' education on physical aspects of care 

3 

% 

14.6 
13.6 
10.7 
10.7 
9.7 
8.7 
8.7 
7.8 
6.8 
4.9 
2.9 



Rank 
(2nd round) 

72 
43 
72 
80 
6 

112 
10 
64 
142 
93 
171 
140 

Ethical Decision Making 

How can end of journey decision making with patients be improved? 
Does the patient receive sufficient information to provide informed patient consent? 
What is the nurses' advocacy role for haemato-oncology patients? 
Appropriate use of blood transfusion in haematological palliative care 
Making decision when active treatment ends and palliative treatment begins 
Ethical issues of treatment of the elderly 
When to actively treat and when to withdraw treatment 
Truth telling in BMT/PBSCT 
How can patients have more autonomy? 
How do patients make decisions about clinical trials at diagnosis? 
Ethical issues related to DNA technologies 
How can informed consent be ensured if the patient is incapacitated? 

4 

% 

17.5 
14.6 
12.6 
11.7 
10.7 
9.7 
8.7 
5.8 
3.9 
3.9 
1 
o 



Rank Utilising Knowledge and Developing the Evidence Base for Practice % 
(2nd round) 

38 Oral care protocol - what's best? 11.7 
33 National guidelines/standards of care for central venous catheters including dressings, cleaning and 11.7 

flushing 
28 What is best practice in protective isolation care? Is there a best practice? 8.7 
28 Clear guidelines on mucositis management 8.7 
88 Treatment safety including blood 7.8 
38 Develop evidence base for optimal car/use/problem solving of central venous catheters including reducing 

infection/preventing thrombosis 6.8 
72 Development of evidence base for optimal control of nausea & vomiting 6.8 
164 Department of Health Improving Outcomes Guidelines are they making a difference? 5.8 
48 How can clinical research be implemented into practice? 4.9 
140 What is best practice for nursing management of day care patients? 4.9 
112 What are the most effective mouthwashes during chemotherapy? 3.9 
140 Safety issues related to nebulised pentamidine administration 3.9 
164 Prevention of reactions to blood/platelet transfusions 3.9 
112 How can the risk/incidence of chemotherapy extravasation in a peripheral line be reduced? 2.9 
93 Implementing an effective audit tool to monitor Hickman line care 2.9 
142 What nursing theory should underpin haematology nursing practice? 2.9 

5 



Rank Nursing Interventions and Care % 
(2nd round) 

48 Are antimicrobial diets/clean food regimes beneficial in neutropenia? 14.6 
156 What is the role of alternative therapies? 10.7 
48 Nutritional support for patients undergoing transplant procedures and high dose chemotherapy 9.7 
21 How can prevention of infection measures be improved? 8.7 
131 Central venous catheters - do risks outweigh the benefits? 8.7 
76 long-term follow up/rehabilitation for patients with haematological cancers 8.7 
123 Dealing with relatively young patients 8.7 
10 Management and care of neutropenic patients 5.8 
88 Are fertility issues addressed? 5.8 
88 How can needs of older inpatients with myeloma & Cll be best met? 5.8 
166 Exercise and fitness during and after transplant 2.9 
100 Venous access assessment in ensuring correct device used 2.9 
142 Pre-BMT care 2.9 
123 Immediate care post-BMT 1.9 

Rank Symptom Management % 
(2nd round) 

38 Disease and treatment related fatigue 21.4 
107 Is pain control during bone marrow biopsies effective? 17.5 
52 Management of GVHD treatment complications 16.5 
174 Alopecia 11.7 
145 Elimination problems due to treatment 9.7 
93 Control of gastric symptoms during allogeneic BMT 9.7 
21 How can the side-effects of chemotherapy be reduced? 8.7 
128 Management of veno-occlusive crisis 1.9 
123 Skin care post allogeneic BMT 1.9 

6 



Rank Psychosocial Wellbeing and Support % 
(2nd round) 

17 How could nurses improve support for patients? 10.7 
28 What are the psychosocial support needs of patients with haematological cancers and their families? 9.7 
57 Should a psychologisUcounsellor be involved at ward level for patients & relatives? 8.7 
43 Psychological effects of haematological cancers 8.7 
38 Long-term survival anxiety when returning to clinic for follow up 7.8 
107 Are sexuality issues addressed? 6.8 
134 How do patients cope with fatigue? 6.8 
57 What are the effects of surviving long term? 4.9 
13 Quality of life - What does it really mean to the patient? 4.9 
76 What are the short and long term psychological effects of isolation? 4.9 
52 What is the value of counselling for BMT patients pre & post transplant? 3.9 
100 What effect do haematological cancers have on mood/personality? 3.9 
153 Ongoing psychological care from hospital to home 2.9 
117 What is the extenUimpact of sexual dysfunction? 2.9 
151 Spirituality 2.9 
100 What is the correlation between myelosuppression and depression for the isolated patient? 2.9 
162 Cultural issues 1.9 
100 What short and long term psychosocial coping strategies do patients use? 1.9 
43 What is the psychological impact of BMT? 1 
166 Mental illness in BMT 1 
148 Measure psychological interventions for haematology patients 1 
178 Role of hypnotherapy & psychoneuroimmunology 0 
72 What are the psychological needs of the older haematology patient? 0 
123 Should specific criteria be used for pre-transplant psychological assessment? 0 
159 What difficulties do patients have with compliance in taking long-term medication? 0 

7 



Rank Patient and Family Experience % 
(2nd round) 

48 How important to patients is access to a CNS? 11.7 
43 Patient experiences of symptom control 6.8 
38 What effect does a palliative prognosis have on the patient? 6.8 
134 Support of carers 6.8 
10 Psychological effects of relapse for the patient & family 4.9 
52 Impact of haematological cancer on family dynamics/relationships 4.9 
64 Psychological effects of intensive treatment on patients & families 4.9 
107 Patient view of the meaning of a cancer diagnosis 4.9 
24 Effect of low staff morale and staffing on experiences of isolated patient 4.9 
80 What are the short and long term side-effects of GCSF on donors? 3.9 
107 How do patients perceive the role of nurse specialist? 3.9 
80 What is the lived experience of receiving diagnosis/achieving remission? 3.9 
4 What do patients expect/require from nurses? 3.9 

112 What are the psychological issues for sibling donors? 2.9 
80 Patients' views of where they are treated 2.9 
57 How can patient experience of diagnosis and follow up be improved? 2.9 
100 Patient experiences of hospitalisation 2.9 
148 What is the donor experience? 2.9 
57 Effects of illness on family especially spouse/partner? 2.9 
100 Family support for patients having BMT/lengthy chemotherapy 1.9 
128 Impact of myeloproliferative disorders on lives 1.9 
151 What do patients perceive as the benefits of having a bone marrow transplant? 1.9 
88 Patient experience of current care 1 
123 Experiences of patients with failed stem cell harvest 1 
64 Spouse/significant others' experiences and supportive role 1 
128 Relatives' role in nursing an oncology patient 1 
148 Nurses' role in supporting the donor 1 
117 Lack of psychosocial care for patients and families 0 
153 Haematology patients' views on admission to an intensive care unit 0 

8 



Rank 
(2nd round) 

38 
10 
17 
28 
85 
64 
72 
107 
13 
28 
85 
123 

Nurses' Role 

Career development for haemato-oncology nurses 
How effective/successful are nurse-led services? 
Minimum skills/requirements for UK haematology nurses/researchers/managers 
Development of extended role for nurses in haemato-oncology 
Should follow up of haematology patients be nurse led? 
Do haematology patients with malignant disease get sufficient specialist nurse support? 
Role of the nurse consultant in haemato-oncology 
Nurses undertaking bone marrow aspiration - will it improve patient experience? 
Critical care skills are they an essential requirement for haematology/BMT nurses? 
How effective is the CNS role in haemato-oncology? 
Nurses' role in care of haemato-oncology patient in BMT workup 
What access do patients in the UK have to a CNS? 

9 

% 

14.6 
12.6 
12.6 
12.6 
11.7 
7.8 
5.8 
5.8 
4.9 
4.9 
3.9 
1.9 
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Appendix 13: Top 3, Most Highly Rated First, Second and Third Priorities in Each Category 

Category 1st P" "ty non % 2nd Priority % 3rd Priority % 

Education What is nurses' knowledge of 28.2 How can chemotherapy training & 17.5 What is nurses' knowledge of 14.6 
neutropenic sepsis? administration be standardised neutropenic sepsis? 

throughout the UK? 
How can chemotherapy training & 20.4 How can high standards /levels of 15.5 How can chemotherapy training & 9.7 
administration be standardised knowledge in cytotoxic administration be standardised 
throughout the UK? administration be maintained? throughout the UK? 
Is depth of knowledge of nurses 9.7 Is depth of knowledge of nurses 13.6 Is depth of knowledge of nurses 8.7 
administering chemotherapy sufficient? administering chemotherapy administering chemotherapy 

sufficient? sufficient? 
How can high standards/levels of 8.7 
knowledge in cytotoxic 
administration be maintained? 
Educational needs of nurses at 3 8.7 
levels novice, developing practice, 
expert 

Service Delivery What is the effect of staffing levels & 16.5 What is the effect of staffing levels & 21.4 Are staff shortages detrimental to 9.7 

and Organisation skill mix on outcomes of care? skill mix on outcomes of care? practical/emotional support 

of Care Are staff shortages detrimental to 16.5 Are staff shortages detrimental to 9.7 What is the effect of staffing levels & 8. 7 
practical/emotional support practical/ emotional support skill mix on outcomes of care? 
Transition from curative to palliative 14.6 What impact do different 9.7 What impact do different 6.8 
care & treatment chemotherapy regimes have on nurse chemotherapy regimes have on nurse 

workload? workload? 

1 



A .ppen d· 13 IX f con mue d T 3 M : op , ost H· hI R d F· Igl Iy ate Irst, s econ d an d Th· d P . . E hC Ir nontles m ac ategory 
Category 1 st Priority % 2nd Priority % 3rd Priority % 
Effects of Role on Long-term health risks of nurses 44.7 Psychological effects on health care 21.4 Availability of training and support 2S.2 
Nurses' Health exposed to chemotherapy/ antibiotics professionals working in BMT/ and effects on stress development 

and Support Needs haematology 
What are the psychological support 14.6 What are the psychological support 20.4 What are the psychological support 17.S 
needs of nurses & other health care needs of nurses & other health care needs of nurses & other health care 
professionals? professionals? professionals? 
Is effective clinical supervision 13.6 Is effective clinical supervision 17.S Psychological effects on health care 11.7 
available to nurses in haemato- available to nurses in haemato- professionals working in BMT/ 
oncology? oncology? haematology 

Communication! Patients' and relatives' views on the 46.6 Effect of communication good/bad 18.4 Timeliness/quality/amount of 14.6 

Patient information and support they receive on patients information at diagnosis and relapse 

Infonnation and regarding diagnosis and treatments 

Education Effect of communication good/bad on 11.7 Patients & relatives views on the 17.S Effect of communication good/bad 13.6 
patients. information and support they receive on patients 

regarding diagnosis and treatments 
Breaking bad news. Who does the 7.8 Education and pre-assessment of 13.6 Education and pre-assessment of 10.7 
patient prefer nurses or doctors? patients having chemotherapy patients having chemotherapy 

What information do patients require 10.7 
on specific aspects of care? 

Ethical Decision Making decision when active treatment 32 When to actively treat and when to 19.4 How can end of journey decision 17.S 

Making ends and palliative treatment begins withdraw treatment making with patients be improved? 

When to actively treat and when to 21.4 Making decision when active 17.S Does the patient receive sufficient 14.6 
withdraw treatment treatment ends and palliative information to provide informed 

treatment begins consent? 
Does the patient receive sufficient 18.4 How can end of journey decision IS.S What is the nurses' advocacy role for 12.6 
information to provide informed making with patients be improved? haemato-oncology patients? 
consent? 

2 



A ,ppen dO 13 IX contmue d T 3 M : op , ost HO hi R d FO 19l Iy ate Irst, s econ d an d Tho d P ° ° E lr nontles m ach C ategory 
Category 1 st P ° ity non % 2nd Priority % 3rd Priority % 
Utilising What is best practice in protective 27.2 National guidelines/standards of care 14.6 Oral care protocol- what's best? 11.7 

Knowledge and isolation care? Is there a best practice? for central venous catheters including 

Developing the dressings, cleaning and flushing 

Evidence Base for National guidelines/standards of care 21.4 What is best practice in protective 14.6 National guidelines/standards of care 11.7 

Practice for central venous catheters including isolation care? Is there a best for central venous catheters including 
dressings, cleaning and flushing practice? dressings, cleaning and flushing 
Clear guidelines on mucositis 11.7 Develop evidence base of optimal 9.7 What is best practice in protective 8.7 
management care/use/problem solving of central isolation care? Is there a best 

venous catheters including reducing practice? 
infection/preventing thrombosis 
Clear guidelines on mucositis 9.7 Treatment safety including blood 8.7 
management 

Nursing Management and care of neutropenic 46.6 How can prevention of infection 16.5 Are antimicrobial diets/clean food 14.6 

Interventions and patients measures be improved? regimes beneficial in neutropenia? 

Care Are antimicrobial diets/clean food 9.7 Nutritional support for patients 12.6 What is the role of alternative 10.7 
regimes beneficial in neutropenia? undergoing transplant procedures and therapies? 

high dose chemotherapy 
How can prevention of infection 9.7 Are antimicrobial diets/clean food 12.6 Nutritional support for patients 9.7 
measures be improved? regimes beneficial in neutropenia? undergoing transplant procedures and 

high dose chemotherapy 
Symptom How can the side-effects of 50.5 Disease & treatment related fatigue 26.2 Disease & treatment related fatigue 21.4 

Management chemotherapy be reduced? 
Disease and treatment related fatigue 18.4 How can the side-effects of 18.4 Is pain control during bone marrow 17.5 

chemotherapy be reduced? biopsies effective? 
Management of GVHD treatment 8.7 Management of GVHD treatment 16.5 Management of GVHD treatment 16.5 
complications complications complications 

3 



A dO 13 f d T 3 M HO hi R t d FO s d d Tho d P ° ° E hC ,ppen IX con mue . op ost IgJ Iy a e Irst, econ an Ir nontles m ac ategory . , 
Category 1 st Priority % 2nd Priority % 3rd Priority 0/0 

Psychosocial Quality of life- What does it really 32 What are the psychosocial support 12.6 How could nurses improve support for 10.7 
Wellbeing and mean to the patient? needs of patients with haematological patients? 

Support cancers & their families? 
What are the psychosocial support 12.6 Should a psychologist/ counsellor be 11.7 What are the psychosocial support 9.7 
needs of patients with haematological involved at ward level for patients needs of patients with haematological 
cancers & their families? and relatives? cancers & their families? 
How could nurses improve support for 8.7 Are sexuality issues addressed? 8.7 Should a psychologist/ counsellor be 8.7 
patients? involved at ward level for patients and 

relatives? 
Psychological effects ofhaematological 8.7 
cancers 

Patient and Family What do patients expect/require from 28.2 What do patients expect/require from 12.6 How important to patients is access to a 11.7 

Experience nurses nurses? CNS? 
How important to patients is access to a 8.7 Psychological effects of relapse for 8.7 Patient experiences of symptom control 6.8 
CNS? the patient & family 

Effect of low staff morale and staffing 7.8 Effect ofIow staff morale and 7.8 What effect does a palliative prognosis 6.8 
on experiences of isolated patient staffing on experiences of isolated have on the patient? 

patient 
Psychological effects of intensive 7.8 Support of carers 6.8 
treatment on patients & families 

Nurses' Role How effective/successful are nurse led 29.1 How effective is the CNS role in 15.5 Career development for haemato- 14.6 
services? haemato-oncology? oncology nurses 
Critical care skills are they an essential 18.4 Critical care skills are they an 13.6 How effective/successful are nurse led 12.6 
requirement for haematologylBMT essential requirement for services? 
nurses? haematologylBMT nurses? 
Do haematology patients with 12.6 Minimum skills/requirements for UK 13.6 Minimum skills/requirements for UK 12.6 
malignant disease get sufficient haematology nurses researchers/ haematology nurses/ researchers/ 
specialist nurse support? managers managers 

Development of extended role for 12.6 
nurses in haemato-oncology 

4 



Appendix 14: 
Overall Ranks in Categories Rounds 2 and 3 



Rank in category Overall Priorities Round 3 % 
round 2 Education 

1 What is nurses' knowledge of neutropenic sepsis? 55 
3 How can chemotherapy training and administration be standardised throughout the UK? 48 
7 Is depth of knowledge of nurses administering chemotherapy sufficient? 33 
4 How can high standards/levels of knowledge in cytotoxic administration be maintained? 32 
2 Access to haematological nurse education/courses 22 
12 Educating general nurses of importance of haematology 20 
9 Educational needs of nurses at 3 levels novice, developing practice, expert 18 
4 What is nurses' awareness of transfusion reactions? 17 
6 Are safety precautions in the administration of cytotoxic drugs safe enough? 17 
12 What is the impact of specialist education? 11 
10 Training of specialist nurses 10 
8 What is nurses' awareness of drug related toxicity? 7 

11 What is nurses' awareness of viral complications post-BMT/PBSCT? 7 
14 Support/training of research nurses 2 
15 Training on non-clinical issues eg benefits? 2 



Rank in category 
round 2 

2 
1 
3 

14 
11 
4 
7 
14 
9 

14 
5 

21 
5 
8 
9 

17 
26 
23 
22 
11 
19 
16 
20 
27 
24 
22 
25 

Service Delivery and Organisation of Care 

What is the effect of staffing levels and skill mix on outcomes of care? 
Are staff shortages detrimental to practical/emotional support? 
Transition from curative to palliative care & treatment 
Is there a difference in care given in cancer centres and District General Hospitals? 
What impact do different chemotherapy regimes have on nurse workload? 
What are the benefits and limitations of increased outpatient and home care? 
Safety of care when haematology combined with another speciality 
Blood product replacement - are we over transfusing? 
How can continuity of care be improved? 
Recruitment and retention of all grades haematology/BMT nurses 
Are patient outcomes improved through multi-disciplinary team working? 
Issues in shared care - is it effective? 
Are palliative care needs being addressed? 
Palliative care - when should it be initiated? 
Improving services at home eg patient involvement and treatment options 
Does senior staff ratio ie sisters and above improve patient care? 
How can staff be effectively rotated through a cancer network? 
Should haematology be separate from oncology? 
Impact of the inevitable reduction of blood donors for haematology patients 
Consistency of practice between palliative care and haematology 
Does collaboration exist in haematology between drs and nurses? 
How can better links with palliative care services be facilitated? 
Lack of specialist care in rural communities 
Do we overuse blood tests? Especially in lymphoma 
Gaining enthusiasm from health professionals for clinical trials/research 
Impact of National Institute of Clinical Excellence (NICE) guidelines on nursing hours 
When is appropriate time to refer to Macmillan services? 

2 

% 

47 
37 
27 
21 
20 
18 
18 
15 
10 
9 
9 
7 
8 
7 
7 
7 
7 
6 
5 
5 
5 
4 
4 
3 
1 
o 
o 



Rank in category 
round 2 

1 
3 
2 
4 
8 
7 
4 
6 

Rank in category 
round 2 

1 
2 
4 
5 
8 
9 
7 
6 
2 
19 
11 

Effects of Role on Nurses' Health and Support Needs 

Long-term health risks of nurses exposed to chemotherapy/antibiotics 
What are the psychological support needs of nurses & other health care professionals? 
Psychological effects on health care professionals working in BMT/haematology 
Is effective clinical supervision available to nurses in haemato-oncology? 
Availability of training and support and effects on stress development 
How staff feel about the workplace 
Staff support and counselling 
Does BMT burnout in nurses exist today? 

Communication/Patient information and Education 

Patients' and relatives' views on the information and support they receive regarding diagnosis and treatments 

Effect of communication good/bad on patients 
Timeliness/quality/amount of information at diagnosis and relapse 
Education and pre-assessment of patients having chemotherapy 
Breaking bad news. Who does the patient prefer nurses or drs? 
Is time available to identify patient concerns? 
What information do patients require on specific aspects of care? 
Information giving and patient empowerment 
Provision of information for children of adults with a haematological cancer 
Nurses' reactions to dealing with emotional questions 
Patients' and carers' education on physical aspects of care 

3 

% 

68 
53 
45 
43 
36 
23 
22 
15 

% 

73 
44 
30 
29 
26 
23 
22 
21 
16 
15 
5 



Rank in category 
round 2 

1 
2 
3 
5 
5 
7 
4 
8 
9 

11 
12 
10 

Ethical Decision Making 

Making decision when active treatment ends and palliative treatment begins 
When to actively treat and when to withdraw treatment 
Does the patient receive sufficient information to provide informed patient consent? 
How can end of journey decision making with patients be improved? 
What is the nurses' advocacy role for haemato-oncology patients? 
Appropriate use of blood transfusion in haematological palliative care 
Truth telling in BMT/PBSCT 
How do patients make decisions about clinical trials at diagnosis? 
Ethical issues of treatment of the elderly 
How can patients have more autonomy? 
Ethical issues related to DNA technologies 
How can informed consent be ensured if the patient is incapacitated? 

4 

% 

61 
49 
47 
39 
26 
24 
18 
13 
13 
7 
4 
2 



Rank in category Utilising Knowledge and Developing the Evidence Base for Practice % 
round 2 

1 What is best practice in protective isolation care? Is there a best practice? 51 
3 National guidelines/standards of care for central venous catheters including dressings, cleaning and 48 

flushing 
1 Clear guidelines on mucositis management 31 
4 Develop evidence base for optimal care/use/problem solving of central venous catheters including reducing 26 

infection/preventing thrombosis 
4 Oral care protocol - what's best? 22 
7 Development of evidence base for optimal control of nausea & vomiting 18 
6 How can clinical research be implemented into practice? 15 
12 What is best practice for nursing management of day care patients? 15 
15 Department of Health Improving Outcomes Guidelines are they making a difference? 15 
9 Implementing an effective audit tool to monitor Hickman line care 12 
8 Treatment safety including blood 12 
10 How can the risk/incidence of chemotherapy extravasation in a peripheral line be reduced? 9 
14 What nursing theory should underpin haematology nursing practice? 9 
10 What are the most effective mouthwashes during chemotherapy? 7 
12 Safety issues related to nebulised pentamidine administration 6 
15 Prevention of reactions to blood/platelet transfusions 5 

5 



Rank in category 
round 2 

1 
3 
2 
5 
3 
6 
8 
13 
11 
6 
9 
14 
9 
12 

Rank in category 
round 2 

1 
2 
3 
5 
8 
4 
9 
7 
6 

Nursing Interventions and Care 

Management and care of neutropenic patients 
Are antimicrobial diets/clean food regimes beneficial in neutropenia? 
How can prevention of infection measures be improved? 
long-term follow up/rehabilitation for patients with haematological cancers 
Nutritional support for patients undergoing transplant procedures and high dose chemotherapy 
Are fertility issues addressed? 
Venous access assessment in ensuring correct device used 
What is the role of alternative therapies? 
Central venous catheters - do risks outweigh the benefits? 
How can needs of older inpatients with myeloma & Cll be best met? 
Dealing with relatively young patients 
Exercise and fitness during and after transplant 
Immediate care post-BMT 
Pre-BMT care 

Symptom Management 

How can the side-effects of chemotherapy be reduced? 
Disease and treatment related fatigue 
Management of GVHD treatment complications 
Is pain control during bone marrow biopsies effective? 
Elimination problems due to treatment 
Control of gastric symptoms during allogeneic BMT 
Alopecia 
Management of veno-occlusive crisis 
Skin care post allogeneic BMT 

6 

% 

65 
38 
36 
29 
27 
19 
14 
14 
14 
13 
13 
8 
6 
6 

% 

78 
65 
43 
36 
26 
23 
16 
10 
6 



Rank in category 
round 2 

1 
3 
2 
8 
5 
4 
8 
15 
18 
7 
11 
13 
21 
5 
13 
23 
13 
16 
20 
24 
19 
17 
22 
25 
10 

Psychosocial Wellbeing and Support 

Quality of life - What does it really mean to the patient? 
What are the psychosocial support needs of patients with haematological cancers and their families? 

How could nurses improve support for patients? 
Should a psychologist/counsellor be involved at ward level for patients & relatives? 
Psychological effects of haematological cancers 
Long-term survival anxiety when returning to clinic for follow up 
What are the effects of surviving long term? 
Are sexuality issues addressed? 
How do patients cope with fatigue? 
What is the value of counselling for BMT patients pre & post transplant? 
What are the short and long term psychological effects of isolation? 
What effect do haematological cancers have on mood/personality? 
Ongoing psychological care from hospital to home 
What is the psychological impact of BMT? 
What short and long term psychosocial coping strategies do patients use? 
Cultural issues 
What is the correlation between myelosuppression and depression for the isolated patient? 
What is the extent/impact of sexual dysfunction? 
Spirituality 
Mental illness in BMT 
Measure psychological interventions for haematology patients 
Should specific criteria be used for pre-transplant psychological assessment? 
What difficulties do patients have with compliance in taking long-term medication? 
Role of hypnotherapy & psychoneuroimmunology 
What are the psychological needs of the older haematology patient? 

7 

% 

44 
36 
25 
25 
21 
20 
17 
17 
15 
11 
10 
8 
8 
7 
7 
7 
6 
6 
5 
5 
4 
2 
1 
1 
o 



Rank in category 
round 2 

1 
6 
3 
2 
13 
4 
5 
10 
18 
8 
8 

20 
7 
13 
15 
25 
18 
16 
16 
23 
13 
26 
22 
29 
10 
23 
21 
28 
26 

Patient and Family Experience 

What do patients expect/require from nurses? 
How important to patients is access to a CNS? 
Effect of low staff morale and staffing on experiences of isolated patient 
Psychological effects of relapse for the patient & family 
What are the short and long term side-effects of GCSF on donors? 
What effect does a palliative prognosis have on the patient? 
Patient experiences of symptom control 
Psychological effects of intensive treatment on patients & families 
How do patients perceive the role of nurse specialist? 
Effects of illness on family especially spouse/partner? 
How can patient experience of diagnosis and follow up be improved? 
What are the psychological issues for sibling donors? 
Impact of haematological cancer on family dynamics/relationships 
Patients' views of where they are treated 
Patient experience of current care 
Support of carers 
Patient view of the meaning of a cancer diagnosis 
Patient experiences of hospitalisation 
Family support for patients having BMT/lengthy chemotherapy 
Impact of myeloproliferative disorders on lives 
What is the lived experience of receiving diagnosis/achieving remission? 
What is the donor experience? 
Experiences of patients with failed stem cell harvest 
Haematology patients' views on admission to an intensive care unit 
Spouse/significant others' experiences and supportive role 
Relatives' role in nursing an oncology patient 
Lack of psychosocial care for patients and families 
What do patients perceive as the benefits of having a bone marrow transplant? 
Nurses' role in supporting the donor 

8 

% 

46 
26 
21 
21 
18 
16 
15 
15 
12 
12 
11 
11 
10 
9 
8 
8 
7 
7 
6 
6 
5 
5 
3 
3 
2 
2 
2 
2 
1 



Rank in category 
round 2 

1 
2 
3 
7 
4 
4 
9 
6 
11 
8 
12 
9 

Nurses' Role 

How effective/successful are nurse-led services? 
Critical care skills are they an essential requirement for haematology/BMT nurses? 
Minimum skills/requirements for UK haematology nurses/researchers/managers 
Do haematology patients with malignant disease get sufficient specialist nurse support? 
How effective is the CNS role in haemato-oncology? 
Development of extended role for nurses in haemato-oncology 
Should follow up of haematology patients be nurse led? 
Career development for haemato-oncology nurses 
Nurses undertaking bone marrow aspiration - will it improve patient experience? 
Role of the nurse consultant in haemato-oncology 
What access do patients in the UK have to a CNS? 
Nurses' role in care of haemato-oncology patient in BMT workup 

9 

% 

55 
37 
34 
29 
29 
29 
27 
26 
16 
10 
6 
6 
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