
Eur J Cancer Care. 2018;e12935.	 wileyonlinelibrary.com/journal/ecc	 	 | 	1 of 14
https://doi.org/10.1111/ecc.12935

© 2018 John Wiley & Sons Ltd

1  | INTRODUC TION

Collaboration on patient and public involvement (PPI) between public 
and research communities fulfils a societal obligation to involve the 
public in setting the research agenda (Abma & Broerse, 2010; Collins 
et al., 2015; Johnston, Forbat, & Hubbard, 2008; Madden, 2016). PPI 
has also been shown to improve quality of research and strengthen 
its public relevance and legitimacy (Abma & Broerse, 2010; Alibhai 
et al., 2015; Brett et al., 2012; Wright, Corner, Hopkinson, & Foster, 
2006). Furthermore, PPI has been proven to benefit the involved 

individuals in feeling empowered and valued, gaining confidence 
and satisfaction from contributing to research and strengthening 
the individuals’ knowledge and skills to solve problems (Brett et al., 
2014). Within cancer research, PPI integrated into the research pro‐
cess has become a growing practice. There is, however, not a sys‐
tematic representation of the PPI in cancer research, and there is 
variation in how, at which stages and to which degree the public is 
involved in the research process. Few studies have actively involved 
patients with life‐threatening cancer diagnosis and their caregivers 
in the research process. These populations are often characterised 
by poor and uncertain prognosis and undergo aggressive and inten‐
sive oncological treatments resulting in complex symptom burdens 
(Jarden, Baadsgaard, Hovgaard, Boesen, & Adamsen, 2009; Jarden, 
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Abstract
Objectives: The aim of this study was to identify future research agendas that reflect 
the concerns and unexplored areas of interest for patients with life‐threatening can‐
cer, their relatives and the clinical specialists during the cancer trajectory.
Methods:	Six	focus	group	discussions	were	conducted	addressing	two	different	can‐
cer trajectories: primary malignant brain tumour and acute leukaemia. For each of the 
two cancer trajectories, separate FGIs were carried out with patients, relatives and 
clinical specialists to identify important concerns, challenges and uncertainties. The 
FGIs were video/audio‐recorded, transcribed and thematically analysed within and 
across FGI groups to construct research topics. Finally, the literature was reviewed 
for existing evidence concerning the identified research topic(s) to strengthen the 
suggested research agendas.
Results:	New	research	agendas	related	to	high‐grade	glioma	brain	tumour	and	acute	
leukaemia with corresponding research questions were formulated within the topics 
of supportive care/palliation, education/information, rehabilitation, complementary 
and alternative therapy and organization of health care.
Conclusion: User involvement in identifying research agendas has the potential to 
improve quality of care for patients and caregivers across the cancer trajectory, while 
minimizing the gap in research between the healthcare user and healthcare 
provider.
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Moller, et al., 2013; Piil, Jarden, Jakobsen, Christensen, & Juhler, 
2013; Piil, Juhler, Jakobsen, & Jarden, 2015). It is important to hear 
the voices of patients and their relatives, as research shows there are 
unmet supportive care needs and different preferences (Piil et al., 
2015; Yogaparan et al., 2009; Yu et al., 2017). Moreover, the clinical 
specialists involved in complex cancer trajectories are also valuable 
collaborators with professional insight that can contribute to future 
research directions. Though this study challenges the conventional 
scientific approach of identifying research questions, it is of rele‐
vance to explore user‐perspectives to strengthen the value of future 
research agenda (Piil & Jarden, 2016).

1.1 | Aim

To identify future research agendas that reflect the concerns and 
unexplored areas of interest for patients with life‐threatening can‐
cer, their relatives and the clinical specialists during the cancer 
trajectory.

2  | MATERIAL S AND METHODS

2.1 | Study design and participants

This exploratory qualitative study comprised two sets of three focus 
group interviews (FGIs): one set for high‐grade glioma (HGG) and the 
other for acute leukaemia (AL). Included were patients diagnosed 
with HGG or AL undergoing aggressive and intensive chemothera‐
peutic and oncological treatments with a minimum of one completed 
treatment or being followed in the outpatient clinic and their car‐
egivers, representatives from the respective patient organisation 
(Danish Brain Tumour Organisation; DBTO and patient support 
organisation for lymphoma and leukaemia; Lyle) and neuro‐oncol‐
ogy/haematology clinical specialists (Piil & Jarden, 2016). The two 
cancer populations have been chosen as they both represent a life‐
threatening cancer diagnosis, characterised by poor and uncertain 
prognosis. Further, both cancer populations undergo aggressive and 
intensive oncological treatments resulting in a complex symptom 
burden. Finally, two of the authors (Jarden and Piil) are experienced 
clinical specialists and senior researchers within the field of haema‐
tology and neuro‐oncology.

Participants were >18 years could speak and understand 
Danish and had undergone at least one round of chemotherapy 
and/or radiotherapy. Caregivers were appointed by the patients as 
being the closest relative. The multidisciplinary clinical specialists 
were selected if they had worked within their field for a minimum 
of 2 years.

2.2 | Recruitment procedure

The investigators (KP and MJ) and the departments’ physicians 
jointly identified patients and caregivers who were representa‐
tive of the HGG or AL diagnosis. Representatives from the patient 

organisation DBTO or Lyle were recruited by KP and MJ. Potential 
study participants were provided with oral and written informa‐
tion, and written consent was obtained. Patients and caregivers 
were reimbursed for travel and parking expenses. Clinical special‐
ists within neuro‐oncology or haematology, selected in collabo‐
ration with the departments´ clinical management, were notified 
and invited to participate in the FGI. Upon acceptance, written 
consent was obtained. Participation was voluntary, and participa‐
tion outside regular working hours was reimbursed in accordance 
with the employee’s terms of employment. The participants were 
informed that they will be provided with the published results, 
including	 a	 Danish	 summary.	 Study	 participants	 were	 asked	 to	
complete a written evaluation after each FGI to assess their ex‐
periences with the interviews’ structure, procedure and content. 
A steering committee including researchers, clinical management 
and patient organisations was established with the purpose of 
providing guidance and monitoring the development of the project 
(Piil & Jarden, 2016).

2.3 | Focus group interviews

Three separate diagnose‐specific FGIs were conducted with pa‐
tients, caregivers and clinical specialists, respectively, to create 
a comfortable peer group dynamic within each FGI (Polit & Beck, 
2012). Representatives from the DBTO and Lyle were invited to par‐
ticipate in the FGIs for patients and caregivers (Piil & Jarden, 2016). 
The purpose of the FGI was to generate qualitative data based upon 
group discussions. Hence, study participants were encouraged to 
discuss and reflect on other participants’ perspectives and experi‐
ences by stating agreements as well as disagreements to explore the 
variety of perspectives on the topic.

2.4 | Interview guide and question flow

A semi‐structured interview guide was developed and inspired by 
the JLA method, for example in bringing the perspectives from pa‐
tient, relatives and clinicians together to identify uncertainties which 
are important to both diagnoses groups (Cowan, 2010). The focus 
group interview guides were developed from principles of Kruger 
& Casey as a “questioning flow” (Krueger & Casey, 2015). The in‐
terview guide for patients (Table 1) included questions, which were 
adjusted for relevance for FGIs with caregivers and specialists. The 
interviews focused on issues important to the specific group of FGI 
participants (patients, caregivers or clinical specialists, representa‐
tives from patient organisations), for example experience, concerns 
or uncertainties with communication/information, symptom man‐
agement, psychosocial issues, rehabilitation, needs and challenges 
of daily life and involvement during the treatment trajectory (Piil & 
Jarden, 2016). Guidelines for planning, carrying out and evaluating 
the FGIs were developed.

The FGIs were facilitated by the same moderator (KHP) and an as‐
sistant moderator (KP or MJ). The moderator (KHP) for the FGIs is an 
anthropologist with expertise within patient participation in health 
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care with general knowledge of HGG and AL disease and treatment 
trajectory. According to Krueger, the moderators’ knowledge should 
not hinder an open exploration of the participants’ perspectives 
(Krueger & Casey, 2015). This allowed for a “naive” position in the 
FGIs, where the moderator could ask open questions, which were 
not predefined by a specialised perspective on specific medical and 
care‐related issues. The moderator ensured that the interview topics 
were explored in a respectful and confidential atmosphere within 
the group, allowing all participants to be heard while facilitating dis‐
cussion. The “naivety” also made it possible to inquire about issues 
that the group took for granted (Krueger & Casey, 2015). The mod‐
erator was joined by an assistant moderator (KP or MJ), who posed 
additional questions based upon their clinical expertise.

2.5 | Data collection and analysis

FGIs were conducted in a research facility at the hospital. Prior 
to each FGI, the participants were invited to an informal lunch 
to facilitate a comfortable atmosphere. The moderator (KHP) 
started each FGI by welcoming the participants and giving a brief 
background as to the nature and purpose of the study. Practical 
information related to the FGI was also provided. The modera‐
tor and assistant moderator introduced themselves and their 
roles followed by a participant introduction. The question flow 
was (1) opening questions, (2) introductory questions, (3) tran‐
sition questions, (4) key questions, (5) ending questions and (6) 
final questions (Table 1). In addition to the transition questions, 
participants were asked to write the three most important issues 
that they would like to discuss during the FGI on post‐it notes 
and place them on the table. The purpose of this exercise was 
to encourage reflection on issues that were important to each 
participant prior to the FGI discussion and to prompt the partici‐
pants to bring up these issues during the discussion. Participants 
were asked whether their specific issues had been discussed or 
whether they had other issues to add to the discussion. FGIs were 

audio and video‐recorded and transcribed in full and transferred 
to	 the	 software	 programme	 NVivo	 (Skorkjær	 Binderkrantz	 &	
Bøgh Andersen, 2011). This ensured an audit trail for the analysis 
and transparency in the process from raw data (interview tran‐
scripts) and throughout the process of analysis, thus increasing 
the credibility and reliability of the findings (Piil & Jarden, 2016). 
Three investigators (KP, MJ and KHP) carried out the analyses to 
strengthen the internal validity of the study (Polit & Beck, 2012). 
A thematic analysis was conducted based on Braun and Clarke 
(Braun & Clarke, 2006).

MJ, KP and KHP read each transcript to become familiarised 
with the content. Two members of the research team coded the 
transcripts (KP was responsible for HGG data and MJ for AL data). 
MJ and KP initially classified the data into main topics describing 
users’ concerns and uncertainties (Braun & Clarke, 2006). The pro‐
cess of analysis from transcriptions and themes to identification of 
research issues and the formulation of related research questions 
were discussed by the three investigators (Table 2). Incongruities 
were discussed until consensus was reached and final research 
questions were identified and formulated. Thereafter, a review of 
the literature related to the overall research agendas for HGG and 
AL was carried out to identify existing evidence within the iden‐
tified areas of research. Finally, our suggested research agenda 
which includes specific research questions is discussed in rela‐
tion to other similar studies that aimed to identify future research 
agenda within HGG and AL.

2.6 | Ethics

The study is registered at the Danish Data Protection Agency 
(no.: RH‐2015‐106, 03871) and carried out in accordance with the 
Declaration	of	Helsinki	(WHO,	2000).	Approval	from	the	Scientific	
Ethics Review Committee of the Capital Region of Denmark (no.: 
H‐15001485) was not required. The study registration number at 
ISRCTN	registry	is	ISRCTN57131943.

TA B L E  1  Semi‐structured	interview	guide	for	patients

Opening question Please tell us your name and briefly tell us about your current disease status and treatment situation

Introductory question Thinking back to when you were diagnosed—what comes to mind as important?

Transition question Which three main issues related to your trajectory, for example care and rehabilitation would you like to 
 discuss today?

Key questions

1. Information How did you experience information/communication during the course of treatment?

2.	Symptom	management What symptoms have you experienced and how have they affected your daily life?

3.	Social	support Please tell about the kind of support you need/needed and what type of help/support you have received

4. Involvement Have you been involved in the course of treatment? How?

5. Transition How did you experience the transition from hospital to home (everyday life)?

Ending questions

1.	Suggestions	for	initiatives Do you have suggestions for initiatives that could improve your situation/life quality?

2. Advice for other patients Do you have any advice for patients who have been diagnosed with the same disease as you?

3. Most present issue? What is the best thing that others—or yourself—can do right now that would help you?

Final question Have we covered all issues—are there issues we need to discuss?
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3  | RESULTS

A total of six FGIs were conducted, each lasting for 2–2½ hr. Medical 
characteristics for patients and demographics for patients and car‐
egivers are summarised in Table 3.

3.1 | HGG study participants

Twenty study participants consented for interview; however, eight 
participants cancelled their participation on the day of the FGI due 
to health reasons (n = 2 patients, n = 1 relative, n = 1 from the DBTO), 
forgot to attend (n = 1 relative) and other reasons (n = 2 caregivers, 
n = 1 representative from the DBTO). The twelve participants were pa‐
tients with HGG (n = 3), caregivers (n = 2) and clinical specialists (n = 7). 
Clinical specialists included a nurse treatment coordinator, a neuro‐on‐
cology nurse specialist, a neuro‐surgical nurse specialist, a neurosur‐
geon, an oncologist, a physiotherapist and a neuropsychiatrist.

3.2 | AL study participants

Fourteen study participants consented for interview; however, 
three participants cancelled on the same day of the FGI due to 

health‐related reasons (n = 2) and for reasons not known (n = 1). 
The eleven FGI participants in the AL group were patients (n = 3), 
caregivers (n = 3) and clinical specialists (n = 5). Clinical specialists 
included an assistant head nurse, two haematology nurse specialists, 
a physiotherapist and a haematologist.

3.3 | Research agenda

A total of 15 research questions related to the HGG and AL trajec‐
tory were identified, respectively, within a research agenda centred 
on five shared and overall themes: supportive care and palliation, 
educational and information, rehabilitation, complementary and al‐
ternative therapy (CAT) and organization of health care (Table 4).

Research topics identified were categorised in five research 
areas: (1) Supportive care and palliation involving the management of 
ongoing symptoms and complications, coping with physical and emo‐
tional symptoms and the challenges for the patient and the caregiver 
regarding the patients’ loss of independence in everyday life, and the 
role of palliative care units. Participants identified a need for a wide 
range of support services, including understanding and supporting 
the caregiver role. (2) Further, information and education included 

TA B L E  2   Process of analyses

Quote (Patient) Quote (Caregiver) Quote (Clinical specialist)

Example	1	Supportive	care	(HGG)

“I asked (the physician) for 
helping me enter a network 
with….what do you say…..other 
persons with brain tumours ‐ he 
became completely shaken and 
told me no it is just women’s 
mudslinging”

“I guess that time will come for me to reflect – maybe after she 
has passed away. I don´t believe that she will be cured….I will 
never let go of the fear ….I´m thinking of the reaction from 
our boys as being my main concern. And then one day I guess 
that I will have a …..Maybe I will be able to cry then – it´s 
getting more and more difficult for me…it´s like living under a 
bell jar being a caregiver. You just keep on going…”

“How is life for the bereaved caregivers? 
We know nothing about this topic” 

Research issue 
The value/effect of supportive care interventions studies in patients with HGG and/or their caregivers

Suggested	research	question 
What type of supportive care interventions can reduce feelings of patient and caregiver distress during the disease and treatment trajectory? 
and at post‐bereavement?

Example 2 Communication and information (AL)

“I've received divergent 
information about different 
things, that has confused me.. 
made me feel uncomfortable 
and unsure….. It may well be 
that doctors do not always 
agree upon their treatment 
approach but when they speak 
with a patient, they should be in 
agreement on what they tell 
their patients”

“I've gone online often.. and have read about the disease.. 
what	is	leukemia?	Numbers,	that's	what	means	a	lot	at	the	
moment.. platelets, blood, infection.. yes, infection counts. 
There are numbers for everything. And there you are... I do 
not know about all this.. do not know what it means.... when 
my son comes over and says “now they are down to 4.8”.. 
What does that mean? And why are they down to 4.8, 
instead of staying at 5.2? …..tell us what we should be aware 
of, and what we can do about it. We have no background.... 
it's hard for us to relate to”

“It’s interesting to see which pamphlets 
are taken most frequently at the 
department. It is the one about sexuality. 
They disappear like that [snaps her 
fingers)...It's just … so you can see that 
there is a need. And it can also be the 
relatives. But it is rare that we have 
conversations about issues of sexuality 
with	our	patients.	So	we	really	don't	
know what's on their mind”

Research issue 
The impact that communication and information have on patients and families ability to manage the disease and treatment in daily life

Suggested	research	question 
What are the most effective patient information and education strategies to enhance decision‐making related to disease and symptom 
management and/or daily life concerns, that is sexuality, body image?

Note. AL: acute leukaemia; HGG: high‐grade glioma.
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the importance of trustful communication by reducing divergent in‐
formation and improving decision‐making processes through active 
patient/caregiver involvement. (3) Rehabilitation, especially physical 
activity and exercise, was a central and common topic based on the 
need to prevent physical and cognitive decline, and social well‐being 
and return to work challenges for both patients and caregivers. (4) 
CAT was a topic of interest, particularly to reduce the symptom bur‐
den. (5) Lastly, organization of health care was a topic highlighted re‐
garding transition from hospital to home and across sectors.

Studies	 focusing	 on	 similar	 research	 topics	 as	 highlighted	 in	
our study are outlined in Table 5 for HGG and in Table 6 for AL. 
Research carried out with HGG study participants have mainly 
been related to supportive care issues and palliation, and currently, 
there are an increasing number of physical and cognitive rehabili‐
tation studies. Few studies explore themes related to the patients’ 
use of CAT and the organisation of health care. Moreover, neuro‐
oncological research lacks studies related to the education, train‐
ing and management of healthcare teams (HCTs; Table 5). Within 
the population of AL, physical rehabilitation and exercise trials 
dominate, and only few studies have focused on supportive care 
issues. In particular, lacking are studies involving symptom control 
and symptom management. Yet there are a few CAT studies aimed 
at reducing the symptom burden. Research related to individual 
peer support, return to work, the elderly patient and management 
of health care is scarce (Table 6). The literature reports that there 

is a need for palliation support, especially in the elderly AL patient, 
and peer and social support have also been found to be import‐
ant; however, studies addressing these issues are lacking. Further 
the need for education support early in the disease trajectory has 
been found; however, few studies have been carried out within 
education and information.

3.4 | FGI participant evaluation

An evaluation was carried out after each FGI to investigate whether 
participants experienced their participation as meaningful and rel‐
evant, and to evaluate the FGI process and whether it facilitated 
bringing forth their individual perspectives. As the study included 
patients with life‐threatening diseases and their relatives, it was of 
importance to investigate whether the efforts made in participating 
were meaningful and not too burdensome. Participants completed a 
Likert scale evaluation regarding whether (1) they shared the most 
important issues from their perspective, (2) the questions were inspir‐
ing for the discussion and (3) the information regarding the purpose of 
the interview was sufficient. All participants stated they agreed with 
the statements either “fully” or to “a large degree.” Furthermore, par‐
ticipants were asked to add comments on content and form of the 
FGIs. Patient and their relatives commented positively on the project 
management, moderation and facilities of the FGI and expressed that 
they	 experienced	 the	 FGI	 discussion	 as	meaningful.	 Some	 had	 not	

Characteristics

HGG patients 
n = 3 
No (range)

HGG caregivers 
n = 2 
No (range)

AL patients 
n = 3 
No (range)

AL caregivers 
n = 3 
No (range)

Age (median, range) 
years

54 (38–59) 60.5 (46–59) 32.6 (22–45) 64 (45–74)

Gender (Male/
Female)

2/1 2/0 3/0 ½

Diagnosis

Glioblastoma, 
WHO grade 
IV

1 – – –

AO WHO grade 
III

2 – – –

Acute leukaemia – – 3 –

Marital status

Married/living 
with partner

2/1 1/1 – 3/0

Single/living	
alone

3 0

Children living at 
home

1 1 1 2

Relation to the patient

Spouse – 2 – –

Parents – – – 3

Note. AL: acute leukaemia; AO: anaplastic oligodendroglioma; HGG: high‐grade glioma; WHO: World 
Health Organization.

TA B L E  3   Medical and demographic 
characteristics of study participants
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TA B L E  4   Research agenda

High‐grade glioma trajectory Acute leukaemia trajectory

Supportive	
care and 
palliation

1a. Does early referral and follow‐up consultations with a 
social worker for patients with HGG and/or their caregivers 
reduce concerns/uncertainties compared to standard care? 
(Patients, caregivers) 
1b. What type of supportive care interventions can reduce 
feelings of caregiver distress during the disease and 
treatment trajectory? (Caregivers) 
1c. How to support former caregivers to be (re)integrated in 
their changed everyday life at post‐bereavement 
(Researchers) 
1d. What is the effect on a caregiver peer‐to‐peer 
intervention on feelings of anxiety, depression and distress 
and does it have the potential to improve emotional and 
social well‐being? (Caregivers) 
1e. How can stratification of patients referred to rehabilita‐
tion vs. early palliation be improved? (Researchers)

1a. What type of early and late psychosocial interventions would be 
most effective in improving and supporting coping strategies of 
patients and caregivers to reduce emotional distress and/or 
symptom management (fatigue, pain)? (Patients, caregivers, specialists) 
1b. What are the essential supportive components in the “clinical 
practice environment” to enhance social relations, “sense of trust,” 
feelings of well‐being and coping capacity for patients? (Patients, 
researchers) 
1c. Does involving patients in symptom management by relying on 
patient‐reported outcomes have positive effects on the symptom 
burden, function and HRQOL? (Specialists) 
1d. How should the caregiver be advised and supported in managing 
the challenges of their own lives when the patient is highly 
dependent upon them? (Caregivers, specialists) 
1e. How does a patient and/caregiver peer‐to‐peer support and 
network intervention reduce anxiety and emotional distress and 
caregiver burden/distress? (Patients, caregivers) 
1f. How do we optimise and incorporate the use of patient 
organizations in supporting patients and caregivers during and after 
treatment as a means of continual support and information? (Patients, 
caregivers, researchers)

Education and 
information

2a. How can consultations relying on patient‐reported 
outcome increase the patient centredness and thereby 
increase user satisfaction and reduce patient anxiety and 
caregiver burden compared to standard care? (Patients, 
caregivers)

2a. What are the most effective patient information and education 
strategies to enhance decision‐making skills related to symptom 
management and/or daily life concerns, that is sexuality, body image? 
(Specialists)

Rehabilitation 3a. What are the effects of multimodal interventions 
integrated early in the patients’ trajectory including 
supervised training, independent activity and health 
promotion counselling for immediate and long‐term effect 
(Specialists) 
3b. In patients with HGG does early and ongoing cognitive 
training reduce/postpone the prevalence and severity of 
cognitive deficits among HGG patients? (Researchers) 
3c. What kind of support and information is needed for 
patients with HGG and their caregivers regarding their 
affiliation to the labour market—whether the goal is to 
maintain or end affiliation? (Patients, caregivers) 
3d. What is known already about the use of complementary 
and alternative therapy for cancer patients, and how may 
such a therapy be effective to help HGG patients cope with 
cancer treatment side effects? (Patients, caregivers, 
specialists) 
3e. What determines patient choice for using CAT and what 
is the benefit/effect? (Patients) 
3f. What determines patient choice for being physical active 
and what is the evidence from benefit/effect from physical 
rehabilitation for HGG patients? (Patients)

3a. What are the recommended dose, intensity and duration of 
physical activity for patients with AL and can long‐term effects from 
physical rehabilitation be identified? (Patients, caregivers, specialists) 
3b. What type of intervention could reduce and support the patients’ 
experience of loss of independence and increase satisfaction in daily 
life despite the limitations that are experienced due to the disease 
and treatment? (Patients, caregivers, specialists) 
3c. What type of early initiated cognitive interventions can improve 
cognitive symptoms experienced during and after treatment, that is 
loss of memory? (Patients, specialists, researchers) 
3d. What type of rehabilitation programme would be most effective 
to enhance mobility and functionality in older acute leukaemia 
patients? (Patients, researchers) 
3e. What type of strategies for both patients and caregivers/family 
will support and ease return to work and/or school especially when 
there are physical, cognitive and emotional challenges? (Patients, 
caregivers, specialists) 
3f. What is the optimal approach to improve adherence in rehabilita‐
tion programmes for patients with AL experiencing a high symptom 
burden? (Researchers)

Organisation 4a. What is the most effective organisation of rehabilitation 
programmes for HGG patients in a Danish primary 
healthcare context? (Researchers) 
4b. What support the translation of guidelines into clinical 
practice to ensure that evidence‐based research recommen‐
dations will result in sustainable implementation and 
improvements in clinical practice? (Researchers) 
4c. What type of organisation supports shared knowledge 
and implementation of new knowledge with the aim to 
increase the shared competences among the neuro‐oncol‐
ogy specialist team? (Specialists)

4a. What is the evidence from haematology care teams offering 
psychosocial support, hospice care, home care, palliative care, 
bereavement care in order to manage early and late needs across the 
treatment and disease trajectory and across sectors? (Specialists, 
researchers) 
4d. What is the optimal model of care that supports clinical and 
educational approaches to increase knowledge, competency and 
implementation of evidence into clinical practice within the MDT? 
(Specialists, researchers)

Note. AL: acute leukaemia; CAT: complementary and alternative therapy; HGG: high‐grade glioma; HRQOL: health‐related quality of life; MDT: multi‐
disciplinary team.
Titles in brackets refer to the group of participants who have expressed the specific perspective/concern/question, for example (patients)
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TA B L E  5  Studies	with	relevance	to	the	neuro‐oncology	research	agenda

Supportive	care	and	
palliation

Individually tailored communication and specialist support (Davies & Higginson, 2003; Diaz et al., 2009; Lobb, 
Halkett,	&	Nowak,	2011)	reduced	emotional	distress	in	patients	with	glioblastoma	(Rooney	et	al.,	2013).	Patients	
expressed an interest in learning about stress reduction techniques; however, lack of motivation in attending 
programmes present a major challenge (Keir, Guill, Carter, & Friedman, 2006). 
Psycho‐education	(Boele	et	al.,	2013;	Sardell,	Sharpe,	Ashley,	Guerrero,	&	Brada,	2000;	Spetz,	Henriksson,	&	
Salander,	2008;	Spetz,	Henriksson,	Bergenheim,	&	Salander,	2005)	to	caregivers	and	counselling	with	a	psycholo‐
gist	resulted	in	improved	quality	of	life	(QOL).	Six	1‐hr	sessions	with	a	psychologist	helped	caregivers	to	maintain	
HRQOL	and	improve	feelings	of	mastery	(Boele	et	al.,	2013).	Nurse‐led	telephone	follow‐up	(Sardell	et	al.,	2000)	
and a specialist nurse function provided the caregivers with medical information that increased the feelings of 
autonomy	and	control	over	the	situation	(Spetz	et	al.,	2005,	2008	). 
Studies	found	that	patients	are	anxious	about	their	ability	to	return	to	after	treatment	(Rooney	et	al.,	2014;	
Sherwood	et	al.,	2008).	It	was	shown	that	only	45%	of	patients	were	referred	to	a	service	provided	by	a	social	
worker (Langbecker & Yates, 2016). Literature advocates for early financial counselling and involvement of social 
workers (Halkett et al., 2015). 
Late‐stage caregiving is a difficult and challenging experience after an already burdening treatment trajectory. How 
to support bereaved caregivers at post‐bereavement represents a knowledge gap (Collins et al., 2014; Petruzzi et 
al.,	2015;	Piil	&	Jarden,	2018;	Sherwood,	Given,	Doorenbos,	&	Given,	2004).	There	is	a	need	for	educating	and	
supporting the bereaved caregivers to be reintegrated into their social and working life (Piil & Jarden, 2018). 
Early integration of palliative care into the treatment trajectory was found to improve quality of life and symptom 
management and lead to a reduction in aggressive therapy at the end of life (Greer, Jackson, Meier, & Temel, 2013; 
Nickolich,	El‐Jawahri,	Temel,	&	LeBlanc,	2016;	Temel	et	al.,	2010). 
The WHO advocates for that countries should integrate palliative care in health services in all settings and suggests 
that a systematic approach should be integrated in the community of primary healthcare teams (Brogaard, 
Neergaard,	&	Murray,	2016).	End‐of‐life	conversations	are	found	to	be	important	at	a	relatively	early	stage	of	the	
glioma trajectory, as it becomes more difficult for patients to make informal decisions as the disease progresses 
(Koekkoek, Chang, & Taphoorn, 2016)

Education and 
information

It was found that caregivers are constantly challenged to solve problems and make decisions as the patients’ care 
needs change over time; however, they are untrained and unprepared as they struggle to adjust to new roles and 
responsibilities	(Schubart,	Kinzie,	&	Farace,	2008). 
Two studies sought to reduce unmet information needs by applying a brain tumour‐specific question prompt list to 
assist patients and caregivers to ask questions of their health professionals. The tool was found to be acceptable 
and relevant to use (Langbecker, Janda, & Yates, 2012). Rooney et al. (2014) demonstrated a design of a “Patient 
Concerns Inventory” in a neuro‐oncological clinic that was more sensitive to the needs and concerns of brain 
tumour patients than general cancer checklists. Boele et al. (2016) found that patients may find some disadvan‐
tages of monitoring as it can be time‐consuming and may increase awareness of problems they did not know they 
had.

Rehabilitation Pace et al. (2007), Geler‐Kulcu, Gulsen, Buyukbaba, and Ozkan (2009) and Bartolo, et al. (2012) established an 
important starting point for evidence from supervised physical training. They found that rehabilitation after 
surgery can improve functional outcome. Recent study established evidence for an intensive rehabilitation 
intervention of physical therapy and occupational therapy was safe and feasible for patients with gliomas (Hansen, 
Rosenbek	Minet,	Sogaard,	&	Jarden,	2014). 
Interdisciplinary and inpatient rehabilitation have shown to improve functionality among newly diagnosed patients 
with	HGG	(Roberts	et	al.,	2014).	Supervised	cognitive	group	training	in	patients	with	HGG	was	shown	to	improve	
memory skills (Hassler et al., 2010).

Complementary and 
alternative therapy

To integrate complementary medicine into evidence‐based medicine, clinicians should be trained on how to 
communicate on complementary and alternative therapy CAT with the patient and with each other (Wortmann et 
al., 2016). Lack of knowledge within CAT undermines the ability of professionals to communicate the risks and 
benefits of CAT (Chang & Chang, 2015). Research identified that patients sought to increase the effect of 
oncological treatment by strengthening the immune system using CAT. Patients tried, for example, healing, zone 
therapy, spiritual and meditative techniques such as yoga and a variety of herbal medicine (Piil et al., 2015).

Organisation and 
education and training 
of HCTs

Betts et al. found that clinical specialists encountered lifelong learning by taking on new responsibilities and may 
seek to close knowledge gaps (Betts, O'Donoghue, Aikin, Kelly, & Boudewyns, 2016) in efforts to keep their 
competences at an “updated level”.  
Literature confirms that there exist key challenges for the delivery of services between municipalities; inadequate 
referral and recruitment procedures; lack of needs assessment tools; obstacles to ensuring collaboration and 
referral of patients between hospitals and municipalities; and inadequate evidence on the rehabilitation’s effect 
(Kristiansen et al., 2017; Kristiansen, Adamsen, Brinkmann, Krasnik, & Hendriksen, 2015). Future research should 
target interventions, for example education and training (Bartolo, et al., 2012) assisting interdisciplinary HCTs to 
provide best clinical practice based on evidence.

Note. CAT: complementary and alternative therapy; HCTs: health care teams; HGG: high‐grade glioma; QOL: quality of life; WHO: World Health 
Organization.
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discussed their thoughts with peers or others prior to the FGI and ex‐
pressed that the discussions were supportive on a personal level. The 
clinical specialists appreciated discussing aspects of the disease and 
treatment trajectories with their colleagues and suggested continu‐
ing ongoing dialogue about these subjects at the departments. The 

clinical specialists agreed that they had discussed the topics that they 
deemed as being of most interest for the population and that these 
discussions across disciplines were clinically valuable. There was an 
agreement between groups in the overall evaluation. All participants 
fully agreed that they had shared the most important issues from their 

TA B L E  6  Studies	with	relevance	to	the	haematological	malignancy	research	agenda

Supportive	care	and	
palliation

Routine	telephone	follow‐up	was	experienced	differently	among	patients	with	haematologic	malignancies.	Some	
experienced it as a positive alternative to conventional types of support, while others wished to move on from their 
disease preferring support from friends, family and other healthcare providers (McGrath, 2014). 
A descriptive study examining QOL in survivors of haematologic malignancies identified the need for peer group support 
while undergoing treatment and/or during the immediate period after treatment (Monterosso et al., 2017). 
Peer support groups were received differently in patients with haematologic malignancies. While some experienced 
peer support to be meaningful and valuable, others found a group situation to be difficult and at times overwhelming 
(Monterosso et al., 2017). 
Patients with leukaemia found it challenging to return to the work force and were shown to have an increased risk of 
early retirement. Unemployed patients with a lesser degree of social support had significant higher level of stress, 
anxiety and depression (Tomaszewski et al., 2016). 
There	are	sizeable	gaps	in	end‐of‐life	unmet	palliative	needs	among	patients	with	haematologic	malignancies	(Nickolich	
et al., 2016). The elderly patient with acute leukaemia would benefit by palliative care services, and there is a call for 
clinical	studies	in	this	patient	population	(Chaumier,	Gyan,	Vallet,	Herault,	&	Mallet,	2016). 
Palliative care in elderly patients with AML has been shown to be an important aspect at non‐hospice facilities including 
services as psychosocial support, hospice inpatient care, home care, palliation in outpatient clinic and bereavement care 
(Cheng et al., 2015). For elderly acute lymphoblastic leukaemia patients, a real unmet need for comprehensive medical 
and care management has been identified (Gokbuget, 2013)

Education and 
information

Educating	patients	with	acute	leukaemia	in	daily	measurements	of	FEV1	and	PEP	is	feasible	and	reduces	incidence	of	
pneumonia (Moller et al., 2016). 
Information and psychological needs were found to be greatest at the time of diagnosis and during treatment, suggest‐
ing that survivorship care strategies should begin from time of diagnosis to enhance long‐term outcomes and improve 
quality of life (Bugos, 2015). 
A QOL trial of patients with haematologic malignancies identified the need for additional education while undergoing 
treatment and/or in the immediate period after treatment (Mattson, Demshar, & Daly, 2013).

Rehabilitation Physical activity and exercise during treatment have the potential to ameliorate declines associated with treatment‐re‐
lated toxicities and bed rest that lead to reduced QOL and increased fatigue and weakness (Alibhai et al., 2015; Jarden et 
al., 2016). 
The complex and long‐term clinical management of acute leukaemia has predominantly excluded patients from 
participating in exercise programs, leaving this patient group understudied. Five small‐scale exercise studies included 
adult patients with AML, (Alibhai et al., 2015, 2012; Battaglini et al., 2009; Bryant et al., 2017; Chang et al., 2008) two 
studies targeted older patients with acute leukaemia (Alibhai et al., 2012; Klepin et al., 2011) and one pilot study with a 
mixed population of acute leukaemia and lymphoma (Elter et al., 2009) during hospitalization while undergoing induction 
treatment. 
During outpatient consolidation treatment for acute a one 6‐week multimodal exercise‐based pilot study (Jarden, 
Adamsen, et al., 2013) and a 12‐week randomised trial (Jarden et al., 2016) was carried out and one home‐based 
randomised trial after completion of treatment (Alibhai et al., 2014). These studies across the disease trajectory showed 
feasibility, safety and positive benefits on physical functioning and QOL. 
A meta‐analysis of the efficacy of exercise interventions (n = 9) in patients with acute leukaemia found beneficial effects 
on cardiorespiratory fitness, muscle strength and functional mobility; however no significant improvements in fatigue, 
anxiety, depression or quality of life (Zhou et al., 2016). 
A qualitative study of patients with acute leukaemia who completed an exercise intervention during inpatient treatment 
found that most participants were not meeting the recommendations for physical activity of 150 min per week prior to 
their diagnosis, and were overall positive about the exercise intervention though barriers for participation included 
anxiety, aches and pains (Leak Bryant et al., 2017).

Complementary and 
alternative therapy

An aromatherapy intervention focused on insomnia and other common symptoms among patients with acute leukaemia 
and reported significant improvements in tiredness, drowsiness, lack of appetite, depression, anxiety and well‐being 
(Blackburn et al., 2017). 
Two massage therapy intervention studies showed feasibility, significantly reduced progressive sleep disorder, pain, 
fatigue	and	improved	sleep	quality	over	time	(Miladinia,	Baraz,	Shariati,	&	Malehi,	2017);	and	improved	levels	of	stress	
and health‐related QOL (Taylor et al., 2014).

Organisation Patients expressed a need to understand their long‐term care plan. There is a need for interventions that will facilitate 
adjustment	from	inpatient	care	to	ambulatory	care	(Nissim	et	al.,	2014).

Note.	AML:	acute	myeloid	leukaemia;	FEV1:	forced	expiratory	volume	in	1	s;	PEP:	positive	expiratory	pressure;	QOL:	quality	of	life.
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perspective, some elaborated on this and added that focus on caregiv‐
ers and communication with the healthcare professionals is important 
aspects. The questioning flow was evaluated as being inspiring for 
the discussion during FGI. The facilitation by the moderator and an 
assistant moderator was viewed as being helpful in creating a warm, 
open and friendly environment. The FGI did not place a demand on 
the patients and their relatives.

4  | DISCUSSION

This study aimed to identify future research agendas that reflect 
the concerns and unexplored areas of interest in patients with life‐
threatening cancer: HGG and AL, their relatives and clinical special‐
ists during the cancer trajectory. Few international studies have 
been carried out with the purpose of identifying future research 
agendas within neuro‐oncology (Danovi, 2017; MacDonald, 2015) 
and haematology (Grundy & Ghazi, 2009; Paul et al., 2011). The 
studies have applied different research methods alone or in combi‐
nation, for example online surveys (MacDonald, 2015), Delphi and 
systematic reviews (Grundy & Ghazi, 2009), Delphi study (Paul et 
al., 2011), and have involved healthcare professionals alone (Danovi, 
2017) or with patients and caregivers (MacDonald, 2015). Our study 
applying FGIs and review of the literature suggests research agen‐
das for HGG and AL, within the thematic topics of supportive care 
and palliation, information and education, rehabilitation, CAT and or‐
ganization of health care. The present study’s research agendas will 
be viewed in the light of other studies presenting research agendas 
within neuro‐oncology and haematological cancers.

4.1 | Research agenda within neuro‐oncology

The research agenda that our study presents corresponds to the re‐
search agenda formulated by the James Lind Alliance organization in 
2015, which presented a top ten priority list of research areas within 
neuro‐oncology (brain or spinal cord tumour) (MacDonald, 2015). This 
study carried out two web‐based surveys, the first with the purpose 
to gather, and collate, and format research questions and then after 
comparison with the research literature, to remove questions that have 
already been researched. The second web‐based survey was carried 
out to prioritise the research questions and reach a consensus within 
the research group on the “Top 10” research priorities. Three of these 
priorities are similar to those we have found in the present study, for 
example the need for interventions that aim to ease the caregiver bur‐
den, to establish the effect of lifestyle interventions such as diet and 
whether early referral to palliation can be experienced as beneficial.

Our study differs from issues reported in another initiative from 
Cancer Research, UK in 2016, which arose to identify the gaps in 
brain tumour research, in particular regarding the biological under‐
pinnings of the disease (Danovi, 2017). Dr. Danovi et al. convened 
a panel of international brain tumour experts (including scientists 
or clinicians and pharma representation) to identify research ques‐
tions and upon consensus resulted in identifying aspects of research 

related to prevention, diagnosis and treatment of brain tumours, for 
example identify and characterise new molecular drivers of brain 
tumours (results not published yet). Our suggested research agenda 
within neuro‐oncology represents the brain cancer trajectory in‐
cluding early cognitive rehabilitation, ongoing patient‐centred con‐
sultations and palliation and show that there are still unanswered 
questions and unsolved problems in the neuro‐oncological pathway 
seen from a patient/caregiver and clinical perspective. There appears 
to be a discrepancy between the time, energy and finances used by 
the neuro‐oncological patients and relatives on a variety of comple‐
menting and alternative treatment (CAT) and the lack of focus on 
establishing evidence‐based recommendations that can guide use 
of CAT in clinical practice. Another area of importance is the severe 
caregiver burden experienced, and there is a need for establishing 
evidence for services supporting current and bereaved caregivers.

4.2 | Research agenda within 
haematological cancers

The AL agenda presented in our study is in accordance with two 
Delphi studies that explored psychosocial research priorities (Paul 
et al., 2011) and nursing research priorities (Grundy & Ghazi, 2009) 
within haematological malignancies. Paul et al.’s Delphi study 
from 2010 (Paul et al., 2011) explored perceptions about psycho‐
social research priorities in adults with haematological cancer and 
found a high level of agreement between patients, professionals 
and caregivers regarding the need for psychosocial research at 
the time of diagnosis and during the active phase of treatment. 
Moreover, there was a strong preference for research studying 
the effectiveness of physical and psychological therapies targeted 
only those patients who have a need for improving psychosocial 
outcomes (Paul et al., 2011). There is sparse literature on the ef‐
fectiveness of psychosocial interventions in patients with haema‐
tological cancers, and in accordance with Paul et al.’s findings, our 
current AL research agenda supports that early and late psycho‐
social interventions are important to improve and support cop‐
ing strategies and symptom management and reduce emotional 
stress in patients and caregivers. Moreover, we identified a need 
for research in supportive care initiatives integrated in the “clini‐
cal practice environment” that would enhance social relations, 
“sense of trust,” feelings of well‐being and coping capacity for pa‐
tients. Caregivers’ psychosocial needs were also highlighted in our 
research agenda and included exploring interventions that could 
both advice and support caregivers in managing the challenges 
of their lives when the patient is highly dependent upon them. 
Further, we identified research agenda related to patient and car‐
egiver peer‐to‐peer support, network interventions and use of pa‐
tient organizations to reduce anxiety and emotional distress and 
caregiver burden. Prompted by the multidisciplinary specialists, a 
research area of interest was identified on how to involve patients 
in symptom management by relying on patient‐reported outcomes 
during consultations and how this might have positive effects on 
the symptom burden, function and the patients HRQOL.
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In 2009, Grundy et al. explored research priorities in haemato‐
oncology nursing by carrying out a literature review and Delphi 
study among haematology nurses (Grundy & Ghazi, 2009). Research 
themes that were identified included chemotherapy, psychosocial 
issues, information giving, psychological support needs of nurses, 
ethical considerations and palliative care, nurse‐led services and 
guidelines (Grundy & Ghazi, 2009). In agreement with Grundy’s find‐
ings, we identified similar clinical issues related to psychosocial sup‐
port, information and palliation relevant for future research agenda. 
Further, the specialist participants in our study highlighted addi‐
tional issues of importance related to education approaches and im‐
plementation of evidence and strategies to provide optimal care and 
palliation models for patients in various settings, for example home 
care, hospital, outpatient, hospice, palliative and bereavement care 
to manage early and late needs across the AL treatment and disease 
trajectory and across sectors. Beyond Paul et al. and Grundy et al. 
research agendas, we found a central topic by patients in our study 
to be related to rehabilitation programmes, especially regarding the 
recommended and optimal dose, intensity and duration of physical 
activity for patients with AL, the long‐term effects of physical ac‐
tivity, how to optimise adherence in rehabilitation programmes for 
patients experiencing a high symptom burden and type of rehabili‐
tation programme that would be most effective to enhance mobility 
and functionality in the older acute leukaemia patient. Further, our 
research agenda identifies a need for interventions that could re‐
duce and support the patients’ experience of loss of independence 
and improve cognitive symptoms experienced during and after 
treatment, that is loss of memory.

4.3 | Methodological considerations

The varying number of participants in the FGI affected the pro‐
cess of data collection in different ways. Krueger and Casey state 
that the ideal size of FGI can vary between 5 and 12 participants 
(Krueger & Casey, 2015). The FGIs were conducted despite the 
reduced number of patient and caregiver participants. The small 
number of participants reduced the total variety of experiences; 
however, there were positive implications of the smaller groups. 
Fewer participants enabled issues and concerns to be explored 
in more depth. The intimacy of the smaller groups made it pos‐
sible for patients and family members to open up and share ex‐
periences, difficult feelings and concerns. The implications of the 
size of the group align with the method literature which recom‐
mends that focus group interviews that explore personal experi‐
ences are kept smaller in size to ensure that all participants have 
the opportunity to share their thoughts (Krueger & Casey, 2015). 
Although the video recordings in this study were mainly to sup‐
port the transcription process, they were useful for interpret‐
ing the social interaction among participants in their discussions 
(Abma & Broerse, 2010). After the analysis of the transcriptions, 
KHP reviewed selected video material to observe how the social 
interaction influenced the participants’ statements and responses. 
These observations did not add substantial data but verified that 

the social interactions among the participants were inclusive, re‐
spectful and that different points of views were included without 
conflict.

A limitation of this study includes small sample sizes; therefore, 
in future studies, we suggest recruiting a larger number of partici‐
pants to take into account the risk of drop‐outs, as well as carrying 
out multiple FGIs.

5  | CONCLUSION

Involving patients with life‐threatening cancer, caregivers, clinical 
specialists and patient organizations in identifying future research 
agenda within neuro‐oncology and haematology provided novel 
and relevant future research directions based on experienced‐
based knowledge and insight closely related to clinical practice. 
The suggested research agendas for HGG and AL outline topics 
of supportive care and palliation, information and education, re‐
habilitation, CAT and organization of health care. We recommend 
that a research agenda within neuro‐oncology includes studies 
seeking to improve early cognitive rehabilitation, ongoing patient‐
centred consultations to enhance treatment decision‐making pro‐
cesses and (re)‐integration of bereaved caregivers into a changed 
life situation. Moreover, neuro‐oncological research lacks studies 
related to the education, training and management of healthcare 
teams. A suggested research agenda for AL include studies involv‐
ing symptom control and symptom management. Research related 
to individual support, return to work, the elderly patient and self‐
management of health care is needed. We suggest that research 
explores peer‐to‐peer support as evidence addressing this is 
lacking. Finally, our findings show that early and late psychoso‐
cial interventions are important to improve coping strategies and 
symptom management and reduce emotional stress in patients 
with haematological malignancies and caregivers.

The qualitative approach provided nuanced and detailed infor‐
mation that reflected the concerns and areas of interest and concern 
for patients with life‐threatening cancer, their relatives and the clini‐
cal specialists during the cancer trajectory. User involvement within 
a qualitative approach can be a valuable method applied alone or 
together with Delphi studies and surveys in identifying research 
agenda. Further, user involvement in identifying research agendas 
has the potential to improve quality of care for patients and caregiv‐
ers across the cancer trajectory, while minimizing the gap in research 
between the healthcare user and healthcare provider. Though this 
study has identified a specific research agenda for patients with 
HGG and AL from a Danish perspective, it is in accordance with and 
further adds to the international literature on developing research 
agendas.
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