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Aim of the study 
·The aim of this study was to gain an understanding of the 

experiences of family caregivers as proxy decision makers 
for a relative with advanced dementia at the end of life.  

 



Advance Care Planning 
·World Health Organisation (2011) describes advance care 

planning as a ȰÄÉÓÃÕÓÓÉÏÎ ÁÂÏÕÔ ÐÒÅÆÅÒÅÎÃÅÓ ÏÆ ÆÕÔÕÒÅ ÃÁÒÅ 
between an individual and a care provider in anticipation of 
ÆÕÔÕÒÅ ÄÅÔÅÒÉÏÒÁÔÉÏÎȱ 

 

·The Department of Health (2007:4) clarifies Advance Care 
Planning as ȰÁ ÐÒÏÃÅÓÓ ÏÆ ÄÉÓÃÕÓÓÉÏÎ between an individual 
and their care providers irrespective of discipline...which 
takes place in the context of an anticipated deterioration in 
the individuals condition in the future with an attendant 
loss of capacity to make decisions and/or ability to 
ÃÏÍÍÕÎÉÃÁÔÅ ×ÉÓÈÅÓ ÔÏ ÏÔÈÅÒÓȱȢ 

 

 



·The point at which an advance care plan (ACP) becomes 
imperative to the person with dementia often involves a 
recognition of the terminal phase of the disease, which as 
can be problematic for health professionals.  

 

·Difficult decisions often relate to the continuation or 
withdrawal of medical treatment and interventions such as 
medication, feeding tubes, treatment for newly diagnosed 
conditions and the appropriateness of other investigations 
such as blood tests which may not be appropriate to the 
dying person.   

 



·One of the major issues is defining the dying phase  
which is often presented as a gradual spiral of decline in 
people with advanced stages of the disease. 

 

·This can often lead to difficult decision making for health 
professionals, relatives and carers as they debate the merits 
to initiate, continue or withdraw active care and /or 
palliative care.  

 

 



GSF 
¾ The implementation of advance care planning by use 

of Gold Standards Framework (GSF) was studied in 
one care home specialising in the care of people with 
advanced dementia. 

 

¾GSF was originally developed in 2000 as a grass roots 
initiative to improve primary palliative care from 
within primary care  

 



 
Goals of the GSF 
·To provide for patients with any final illness: 

·Consistent high quality care  

·!ÌÉÇÎÍÅÎÔ ×ÉÔÈ ÐÁÔÉÅÎÔÓȭ ÐÒÅÆÅÒÅÎÃÅÓ  

·Pre-planning and anticipation of needs  

·Improved staff confidence and teamwork  

·More home based, less hospital based care  

 

 



Study objectives  
·To explore the psychosocial experience of family caregivers 

/ relatives when caring and /or supporting a person with 
advanced dementia, prior to and during admission within a 
long term care setting. 

  

·To investigate the role of Advance Care Planning in the care 
of people with dementia who are at the End-of-Life from 
the perspectives of family members / carers within a long 
term care setting. 

 



Study objectives continued.. 
·To analyse the experience of family care givers / relatives 

when undertaking advance care planning with professional 
care setting staff within the long term care environment, to 
inform future skill and knowledge development amongst 
health care professionals. 

 

·To establish the essential knowledge and communication 
skills required by care professionals when facilitating 
Advance Care Planning with family care givers / relatives of 
people with advanced dementia who are at the End-of-Life, 
regardless of the care setting. 

 



Care setting 
·The chosen care setting was an 18 bed specialist 

dementia unit within an independent nursing home 
provider in a large urban town within Greater 
Manchester.  

 

·This specialist dementia unit reported that they had 
fully implemented the End-of-Life care pathways: the 
GSF (Dh 2006) and the Liverpool Care of the Dying 
Pathway (Ellershaw & Wilkinson 2003) to facilitate 
palliative care for people with advanced dementia, 
which included ACP.  



Selection of sample / participants 
·To facilitate the appropriate selection of study 

participants, discussions took place with the 
Manager/Matron and the senior nurse from the 
specialist dementia unit on  the implementation of the 
ACP.  

 

·Care planning notes for each resident confirmed the 
completion of an ACP with the identified next of kin , 
which usually involved the family member responsible 
for decision making and with the appropriate Power of 
Attorney.  



Data collection  
¾Data were recorded using semi structured interviews 

from a self selecting convenience sample of twelve 
family cares / relatives of residents with advanced 
dementia in a long term care setting.  

 

¾ All respondents had been involved in proxy decision 
making relating to the care and treatment of their 
relative with advanced dementia.   

  

 



Profile of participants  

 

 

Relationship  Age - range 

Brother 1 76+ 

Daughter 1 46-55 

Daughter 2 46-55 

Granddaughter 1 35-45 

Niece 1 56-65 

Niece 2 46-55 

Son 1 46-55 

Son 2 46-55 

Spouse 1 Husband  66-75 

Spouse 2 (Wife) 66-75 

Spouse 3 (Wife) 76+ 

Spouse 4 (Wife) 76+ 



Data analysis 
 

·Thematic Coding Analysis; initial coding, identifying 
themes, generalise consistencies discerned from the data 
and linking the generalisations to a formalised body of 
knowledge in the form of constructs and theories (Miles & 
Huberman 1994).   

 

·Peer review by experienced colleagues, knowledgeable in 
similar fieldwork, was essential to ensure that data 
collected was accurate and credible.  A consistent approach 
to data collection was made to each participant or case who 
engaged in this study.  



Results I 
·Family caregivers describe ACP as a valuable but 

uncomfortable activity.  

 

·Care setting Staffs knowledge of the person with dementia 
and the family dynamics was identified as an important 
factor for family caregivers when discussing ACP issues.  

 

·This included the management of pain, the 
appropriateness of medical interventions and treatments 
and also the nutrition and hydration needs of the person 
with advanced dementia. 

 



Contributory factors that influence 
ACP discussions  

Past / previous experience of dementia  

· $ÅÍÅÎÔÉÁ ȬÊÏÕÒÎÅÙȭȟ ÁÔÔÉÔÕÄÅÓ ÔÏ×ÁÒÄÓ ÄÅÁÔÈ ÁÎÄ ÄÙÉÎÇ ɉÐÒÅÖÉÏÕÓ 
experiences), the advanced stage of the disease, admission to LTC. 

Influences on the preparedness to discuss ACP with 
care setting staff  

· Staff skills and knowledge, power of attorney, Trust in care setting 
staff, unable to communicate with the person with dementia, presence 
of acute illness. 

Experiences of ACP discussions with care setting staff  

· Communication skills of care setting staff, the importance of personal 
requests and preferences,  spiritual care needs, aftercare services. 



Results II   
¾ Study participants describe Advance Care Planning 

(ACP) as a distressing but necessary activity.   

 

¾Ȱ) ×ÏÕÌÄ ÓÁÙȟ ÉÔ ÒÅÍÏÖÅÄ Á ÌÏÔ ÏÆ ÔÈÅ ÕÎÃÅÒÔÁÉÎÔÙȟ ÔÈÁÔ 
ÐÅÒÈÁÐÓ ÈÁÄÎȭÔ ÔÈÅ ÁÄÖÁÎÃÅ ÐÌÁÎÎÉÎÇ ÂÅÅÎ ÄÏÎÅȟ ÁÌÌ ÏÆ 
Á ÓÕÄÄÅÎ ÙÏÕȭÌÌ ÂÅ ÆÁÃÅÄ ×ÉÔÈ Á ÄÅÃÉÓÉÏÎ, it would be at 
a time perhaps when your not emotionally not 
prepared for it, and it would be a bit too much at that 
ÓÔÁÇÅȱ ɉ3ÏÎɊ 

 



Results III  
¾ Knowledge of the person and sensitivity of the family 

dynamics  is an important factor before staff 
approach relatives about ACP.  

 

¾Ȱ9ÅÓȟ ×ÅȭÖÅ ÇÏÔ ÔÏ ÔÁÌË ÁÂÏÕÔ ÉÔ ÄÏÎȭÔ ÂÏÔÔÌÅ ÉÔ ÕÐ 
ÅÖÅÒȣÁÌÌ ÔÈÅ ×ÁÙ ÔÈÒÏÕÇÈ ÔÈÉÓ ÉÌÌÎÅÓÓ )ȭÖÅ ÔÏÌÄ ÁÌÌ ÔÈÅ 
ÆÁÍÉÌÙ ÅØÁÃÔÌÙ ×ÈÁÔȭÓ ÈÁÐÐÅÎÉÎÇ ÁÎÄ ×ÈÙ ÁÎÄ ÉÔȭÓ ÂÅÅÎ 
ÌÏÔÓ ÏÆ ÔÅÁÒÓ ÅÖÅÒÙ×ÈÅÒÅȢ  0ÕÔ ÉÔ ÔÈÉÓ ×ÁÙ ÉÔȭÓ ÂÅÅÎ ÓÅÖÅÎ 
ÙÅÁÒÓ ÂÅÒÅÁÖÅÍÅÎÔȱ  ɉ(ÕÓÂÁÎÄɊ 

 

 



Results IV  
·Study participants were able to give a good explanation 

of what was discussed during the completion of the 
ACP.  

 

·Ȱ'ÒÁÎÄÍÁ ÈÁÓ ÇÏÔ Á ȬÄÏ ÎÏÔ ÒÅÓÕÓÃÉÔÁÔÅȭ ÏÎ ÈÅÒ 
×ÈÉÃÈ ×ÁÓ ÇÒÁÎÄÍÁȭÓ ×ÉÓÈ ÁÎÙ×ÁÙ ÂÅÃÁÕÓÅ ×Å 
talked about death with Grandma especially after 
Granddad died many years ago....... so everything, 
ÔÈÅ ÃÁÒÅ ÐÌÁÎ ÉÓ ÓÏÒÔÅÄȢȢȢȢȢȢȢ ÓÈÅȭÌÌ ÓÌÅÅÐ ÁÎÄ 
ÅÖÅÎÔÕÁÌÌÙ ÓÈÅȭÌÌ ÊÕÓÔ ÓÌÉÐ Á×ÁÙȱ ɉ'ÒÁÎÄÄÁÕÇÈÔÅÒɊ 
 



Results V  
·This included management of pain, medical 

interventions and treatments and also nutrition and 
hydration needs. 

 

·Ȱ3ÈÅ ÄÉÓÃÕÓÓÅÄ ÁÂÏÕÔ ÍÅÄÉÃÁÔÉÏÎȟ ÈÏ× ÉÔ ×ÏÕÌÄ ÇÏȟ 
would I want her to go to hospital........... if she gets a 
chest infection or anything like that, they will ... talk it 
through with me..... when she goes I just want them to 
ÌÏÏË ÁÆÔÅÒ ÈÅÒȢȢȱ ɉ$ÁÕÇÈÔÅÒɊ 

 



Conclusions  
·ACP is a relevant and useful activity to undertake with 

family carers.   

 

·Advance care planning cannot relive all the burdens when 
making end-of-life care decisions, however it may provide 
some comfort if decisions are in keeping with the patients 
prior wishes  

 

·4ÈÅ ÅÔÈÉÃÁÌ ÂÕÒÄÅÎ ȬÔÏ ÄÏ ÔÈÅ ÒÉÇÈÔ ÔÈÉÎÇȭ ÃÁÎ ÃÏÎÔÒÉÂÕÔÅ ÔÏ 
the already distressed family carer and should therefore be 
supported by experienced and educated health 
professionals. 
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