
Gaps in Hospice Palliative Care 
Research: A Scoping Review        
of the Literature 

Rebecca Antonacci, Carol Barrie, Sharon Baxter , Sarah Chaffey,                                       
Srini Chary,  Shelly Cory, Pamela Grassau, Chad Hammond,                                  
Mehrnoush Mirhosseini, Raza Mirza, Kate Murzin and            
Christopher Klinger 

September 20th, 2019 

Ottawa, Ontario 



Presentation 
Overview 

Background 

Scoping review methodology 

Gaps in the literature  

 Implications for policy, practice and research 



Rebecca 
Antonacci 



Christopher 
Klinger 
 

https://www.google.ca/imgres?imgurl=http://www.nicenet.ca/images/Nice_logo_(1)3783.jpg&imgrefurl=http://www.nicenet.ca/&docid=59z83REiUgpZKM&tbnid=PQv17jFRS2Cz1M:&vet=10ahUKEwiH8vbVntTkAhVRXKwKHfbHAVEQMwhCKAAwAA..i&w=1050&h=225&bih=655&biw=1366&q=national%20initiative%20for%20the%20care%20of%20the%20elderly&ved=0ahUKEwiH8vbVntTkAhVRXKwKHfbHAVEQMwhCKAAwAA&iact=mrc&uact=8
https://www.google.ca/imgres?imgurl=https://www.chpca.net/media/10550/QELCCC-logo.png&imgrefurl=https://www.chpca.net/projects-and-advocacy/the-quality-end-of-life-care-coalition-of-canada.aspx&docid=v4i6vOYiVqK0tM&tbnid=njj16LnJFpvFgM:&vet=10ahUKEwjjmfXpntTkAhVJQq0KHXO_DLQQMwg_KAAwAA..i&w=300&h=136&bih=655&biw=1366&q=quality%20end-of-life%20care%20coalition%20of%20canada&ved=0ahUKEwjjmfXpntTkAhVJQq0KHXO_DLQQMwg_KAAwAA&iact=mrc&uact=8


Canadian Hospice Palliative Care Conference-Presentation 1: Gaps in Hospice palliative  care research 

Presenter Names: Rebecca Antonacci and Christopher Klinger 
 

Relationships with commercial interests: None 

Describe financial support for this program: None 

Describe in-kind support for this program: None 

Mitigating Bias: 

Rebecca Antonacci’s conference participation is supported via a free 
registration from the Canadian Hospice Palliative Care Association for work 
unrelated to this presentation. 

Christopher Klinger is a Member of the Conference Planning Committee, 
chairs the QELCCC’s Research and Knowledge Translation Committee and 
works for Pallium Canada on a new LEAP leadership course. 

All abstract submissions to the conference were peer reviewed by two 
independent reviewers. 

 
 5 

Faculty/Presenter Disclosure 
  
Disclosure of  
Commercial Support  
 
Mitigating Bias 
 
 
 
 



Background  

Presenter
Presentation Notes
This was commissioned by the Quality End-of-Life Care Coalition: a national stakeholder organization working to ensure end stages of life are carried out in dignityKnowledge Translation CommitteeIncrease in those who need Hospice Palliative Care and there is a lack of research in the fieldRising aging population1994-rise in hospital deaths and a need for HPC to meet this demand 



CPCA 1999 
Report/ 
QELCCC 2017 
Report 
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Presentation Notes
Canadians were concerned about the type of care they would receive when they dieLack of research in the field of HPCLack of focus on caregivers



Methods 

 April 2018-July 2019 a scoping review was conducted 

based on Arksey and O’Malley’s framework 

 Identifying consistencies in the literature 

 Addressing broader research questions 

 

 



Methods 

Arksey and O’Malley Steps 
 1.Identifying the research question 

2.Identifying relevant studies 

 3.Study selection 

4.Charting/collating the data 
 5.Summarizing and Reporting 



Scoping review 
team 



Extraction Table 

Presenter
Presentation Notes
Google doc screenshot of how the scoping review decision process worked



Methods 
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Presentation Notes
248 sources included initially. Studies were selected from a variety of peer reviewed sources across multiple databases. The sources were derived from Medline (Ageline), PubMed, CINAHL, Social Work Abstracts, Embase,  CIHR, Proquest Dissertation and Theses, major organizations such as the Canadian Cancer Society, American Heart Association, National Institute for Healthcare and Excellence, National Hospice Palliative Care association (organization), National Hospice Organization, National Hospice Foundation and CIHR as well as grey literature sources from a hand search and greylit.org 



Search Terms 

Palliative care” AND “Gaps”,  

 “Palliative care” AND “Research Gaps”, 

  “Palliative care” AND “Canada”,  

 “Hospice palliative care” AND “research gaps” 



Inclusion 
Criteria 

 Any type of study (RCT, review etc) 

 Palliative care 

 North America and/or Europe 

 2000-2019 

 English 

 Referring to research and/or knowledge gaps 
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Thematic Content Analysis 



Access to Care 

 9 articles, 36% 

 Focus on acute care 

 Studies focused on populations other than older adults  

 Not culturally appropriate/sensitive 

 Lack of information on cost-effective care 

 Understanding the care needs of those who die in other 

places besides hospitals 

Presenter
Presentation Notes
Subthemes included location (rural and urban), minority cultures or populations socioeconomic status, Point 4 Cultural sensitivity: Paper on latino community and six nations report from Canada



Clinical 

 17 papers, 68% 

 Development of tools that are culturally appropriate ex: 

pain scales in other languages 

 Training in healthcare workers 

 Tools to address gap in desired decisions and actual 

decision making 

 Practitioner’s understanding of grief and bereavement 
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Presentation Notes
-subthemes of cultural sensitivity, bereavement and grief and education and training for healthcare workers -lots of overlap with other themes-point 2: presenting information in a culturally appropriate way: using  correct language or alt treatments-point 3: For example, studies reported that healthcare providers expressed uncertainty in communicating with patients as they experienced gaps in knowledge, skills and their training  As well, there was a gap in the training each healthcare provider received with some having more knowledge on end-of-life issues than others. Healthcare providers felt that  the gaps in the education and training limited their ability to. Specifically, in relation to nurses it was found that there was a gap in nurses’ awareness of patient needs in decision-making.  Additionally, there needs to be more training to deal with patients of different ages such as older individuals who need palliative care service-point 4: such as the grief process including growth and resilience and how to differentiate grief from a mental illness and how to refer those grieving to the appropriate services



Caregiving 

 8 papers, 32% 

 Mental health and emotional support 

 Identifying populations of caregivers who need support 

 Elements of caregivers and caregiving in end-of-life 

care are assumed rather than directly tested in studies 
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Point 3: and in caregivers in generalPoint 4: including adjusting to their role and life following death and relationships between caregiving and grief



Research 
Methodology 

 14 papers, 56% 

 Lack of understanding terms quality of life/quality of 

death and definition of target population for 

multimorbid groups 

 Data available for researchers  

 Incongruency between the end-of-life care 

organization’s understanding of the research and the 

research itself  
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-subthemes of operationalization and study design-point 2: , it is not clear what is considered “multimorbid” when patients with more than one condition are selected for study -Point 3: data is not standardized and inconsistently collected-Point 4: this lack of understanding may impact study designs used-lack of research in hospice care 



Research 
Methodology 

More longitudinal studies 

More studies on more topics within HPC and in 

residential hospices  
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-point 1: for example, follow patients across  different settings and time periods during their end-of-life journey as well as more studies that focus on levels of access to palliative care and who can access it and who cannot -point 2: more studies focusing on the oldest old in end-of-life care (80 +); interruption in hospice care; both qualitative and quantitative studies that focus on the healthcare preferences;  quality of care, appropriateness of dying in a hospital and adequacy of symptom management tools; active and accurate recruitment of patients; better randomization; evaluation of economic elements that go beyond saving money and also how decision-making is impacted in sudden trajectory situations and refining the practical aspects of care



Implications 
for Research 

 Establishing a palliative care research network such as 

PCPCRC 

 Improving criteria for research. Ex: operationalization 

of terms 

 Creating broad eligibility criterion  

 Consistently screening participants 

 Clearer connections between research and clinical 

teams 
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Presentation Notes
Because of the lack of research on certain populations, experiences of certain groups like the oldest old are not represented in studies. -point 1: A network dedicated to palliative care research can be beneficial as individuals can be consistently monitoring gaps that arise and this can better inform future studies in the field  and can also establish a clearer agenda -point 3:this is what currently is happening in the field. -point 4: consistent screening throughout the research process can make sure guidelines are clear throughout and being met-point 5: this can help to create uniformity  and provide a better understanding for certain terms like multimorbid



Implications 
for Practice 

 Standardizing training procedures across end-of-life 

care practitioners and incorporating end-of-life care 

training into all health care education 

 More support for caregivers 
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Presentation Notes
-point 1: this can ensure quality of care is improved but that there is more health care practitioners available to help those going through end-of-life-point 2: also providing culturally sensitive care for caregivers of a non-western background



Implications 
for Policy 

 Creating policies or agreements between service 

providers and different cultural communities 

 Making HPC services available for those in hard to 

access communities 

 Guidelines addressing community funding, research 

funding, seat funding and proof of consent funding 

Presenter
Presentation Notes
Point 1: this can help to improve access to care for those in different cultural groups and highlight a clearer understanding of the roles in both communities for care Point 2: this may include formulating guidelines for how care can be accessed in these communities that do not have easy access to hospice services Point 3: this may help to appropriately direct community’s finances in creating affordable and accessible community-based care, research funding, seat funding and proof of consent funding 



Conclusions 

 Literature pertaining to gaps in palliative care is limited 

 Each of the themes can help direct future 

funders/researchers 

 Further research required 



Questions? 
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