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Pain in Dementia 

People with dementia experience pain just as much as 
anyone else. Uncontrolled pain can seriously affect a 

person’s quality of life. 

Central to the philosophy of palliative care is effective 
pain management, working within the concept of ‘total 

pain’ as being physical, psychological, social and 
spiritual (Richmond, 2005). 



• Pain is what the patient 
says it is, occurring 
when she/he says it 
does

• Pain is what the person 
says it is occurring 
when he/she says it 
does.

Pain in Persons with Dementia 

❖ Lower back pain/knee pain 
❖ Musculoskeletal/Osteoarthritis/Rheumatoid 

arthritis 
❖ Cancer 
❖ Leg cramps 
❖ Gout 
❖ Peripheral Vascular Disease 
❖ Herpes Zoster 
❖ Trigeminal Neuralgia 
❖ Postherpetic Neuralgia 
❖ Headache 
❖ Temporal arthritis 
❖ Diabetes Neuropathies 
❖ Angina
❖ Wounds
❖ Constipation 
❖ Procedures 



• In 2013, the Irish Hospice Foundation (IHF) embarked on a three-year 
programme entitled Changing Minds: Promoting Excellence in end-
of-life Care for People with Dementia.  The aim of this programme
was to enable more people, particularly those living with dementia 
to live and die with dignity at home or in residential care settings.

• There has been growing recognition of the complexities involved in 
providing end-of-life care for people with dementia , however, there 
remains a notable void of practice guidelines to support healthcare 
staff.

Background to Guidance Development 



Suite of Guidance Documents 



• The guidance document was developed over an 18 month period by a 
project team and overseen by a national steering committee, using the 
systematic and rigorous process of clinical guideline development (National 
Clinical Effectiveness Committee, 2013) as outlined in the following six 
stages;

✓Completion of scoping review.

✓Collation of key review themes to inform the guidance and principles of pain 
assessment and management.  

✓Preparation of Draft 1 of guidance document for comment by the project 
steering committee and national/international experts in the field.

✓Preparation of Draft 2 for external consultation.

✓Assimilation of feedback from external consultation to final draft. 

✓Final version published. 

Guidance Document 5



Scoping Review 



1. In your expert opinion does this guidance capture key/current issues 
related to pain in dementia?

2. Do you agree with the guidance provided across the 4 areas? Are 
there other areas for guidance that should have been addressed?

3. Are there any glaring errors / omissions/resources that should be 
included?

4. Do you think it will meet the needs of the intended audience?

Expert advisors



• A draft guidance document and accompanying factsheets were published on the Irish Hospice 
Foundation website on Wednesday 4th November 2015 for consultation.  The consultation 
period ran until Monday 23rd November 2015.  

• A consultation form was developed to facilitate submissions. 

• Stakeholders were invited to give feedback using this form by return email or post. 

• A targeted consultation campaign was undertaken to promote and raise awareness of the 
guidance document. 

• Emails were sent out to over 640 stakeholders including relevant professional bodies and 
organizations, service and family representatives and to the dementia contact database held in 
the Irish Hospice Foundation, 

• An ‘advance notice of consultation’ email was also sent two weeks in advance of the 
consultation launch, to flag that it was pending, to enable stakeholders to set some time aside 
to review the documents.

External Consultation/Stakeholder 
Involvement  



• A total of 10 submissions were received 
focusing specifically on the pain guidance 
document.  

• 80% of the submissions received were 
made on behalf of an organization.  

• The remaining 20% were made in a 
personal capacity and included a senior 
nurse working in specialist palliative care 
services and a senior nurse from an 
acute hospital service.

• Submissions were reviewed by collating 
data from the specific questions within 
each of the 10 feedback forms.  

• Data was collated into an Excel sheet 
and frequency of responses noted. 
Thematic analysis of qualitative 
comments received was also conducted.

Feedback 



The guidance provided in 
the 57 page document 

focuses on four key areas



1. List the principles that govern good pain assessment and 
management. 

2. Provide specific guidance on: 

(a) recognising pain in dementia; 

(b) pain assessment in mild through to severe dementia; 

(c) developing a pain management care plan and 

(d) when and who to refer for specialist assessment and management.

Scope of Guidance  

http://hospicefoundation.ie/wp-
content/uploads/2016/11/Final-Guidance-Document-5-Pain.pdf

http://hospicefoundation.ie/wp-content/uploads/2016/11/Final-Guidance-Document-5-Pain.pdf


Case Studies



Presentation of Information



Factsheets



Future Research

Palliative Care for the 
Person with Dementia: 

Guidance on Pain 
Assessment and 

Management 

•IHF funded project 
collaboration between the 
School of Nursing and 
Midwifery, CGR

Institutional and 
Stakeholder Analysis of 
Pain Assessment and 
Management in Long 

Term Care (GP Trainer)

•One Nursing Home. Chart Audit of 
Pain Assessment and Management 
& Focus Groups x 2 with Nursing 
Staff 

HRB Summer student 
scholarship; Nurses 

Knowledge and 
Educational Needs 

•Exploring Dementia Specific 
Education needs 

Implementing EBG into 
practice (APA HRB) 



• Aim To support the implementation of evidence based practice (EBP) guidance 
for pain, hydration and nutrition and medication management in dementia 
palliative care practice. 

• Design A multi-site Participatory Action Research (PAR) approach will be 
used. Three Long Term Care (LTC) facilities will be recruited as study sites and 
one evidence based guidance area will be implemented per site. 

• Data Collection Data will be collected using mixed methods and guided by 
the hybrid of frameworks. Pre intervention baseline situational (institutional 
and stakeholder) analysis will be conducted to determine implementation 
feasibility, policy/procedure and education requirements. Qualitative data will 
be collected throughout via interviews, observations, focus groups and Work 
Based Learning Groups (WBLG) to reflect and evaluate guidance and site 
specific requirements. Post implementation a situational analysis will be 
repeated to evaluate uptake, outcomes and process of implementation.

Implementing Evidence Based 
Guidance for Dementia Palliative Care 
through Participatory Action Research 
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