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“Truth Telling”

The Social Work role in informing

the elderly about conservative care



Objectives for presentation

• Definition

• Rationale

• Research

• Social work role



Definition

Truth Telling: “A component of ethical 
behaviour which is required of (physicians) 
— by the tenets of the Hippocratic Oath —
and integral to a high standard of 
professionalism”

Segen’s Medical Dictionary



Rationale/Disclaimer

• Annual Dialysis Conference in San Antonio, 
Texas, February, 2012

• One of the overriding themes of the 
workshops I chose to attend was dialysis 
in the elderly

• I do not claim to be any kind of expert in 
this area

• I do profess to a passion for palliative care



NO survival advantage

What we learned:

For patients over 75 with 
multiple co-morbidities, dialysis 
does not necessarily extend life



Burden of dialysis

In fact, dialysis introduces new 
burdens that may have a 
negative effect on quality of life



Burden of dialysis

• Symptom burden

• Increased co-morbidity

• Decreased quality of life

• Depression

• Inter-dialytic symptoms causing 
difficulty with ADLs



Burden of Dialysis cont’d.

• Time and expense of travel to units

• Vascular access surgery and its 
complications

• More time spent hospitalized

• More likely to require caregiver or 
nursing home support

• Statistically less likely to die at home



What the numbers tell us

• The fastest growing segment of the ESRD 
population is elderly patients (defined as 
individuals > 75 years old)

• These patients have a high prevalence of 
co-morbid conditions



Co-morbidities

• Characteristics suggesting poor 
prognosis:

high co-morbidity, marked functional 
impairment, cognitive impairment, severe 
chronic malnutrition, Nephrologist would 
not be surprised at their death



Frailty

• Incidence of frailty – American Journal of 
Kidney Disease

• CKD 15%

• Non CKD 6%



Frailty cont’d.

• Frailty as defined by 3 or more of the following:

– Low physical activity

– Muscle weakness

– Slow performance

– Fatigue or poor endurance

– Unintentional weight loss

(sound familiar?)



Mortality

• Dialysis patients have a 7 x higher 
mortality rate than the general population



• American statistics indicate that 24.5% of 
patients choose to withdraw from dialysis

• Withdrawal from dialysis is cited as the second 
highest cause of death in elderly U.S. ESRD 
patients, after cardiac arrest



• Highlighted in the evidence was that 
older patients, living alone, socially 
isolated, with high symptoms burden 
(particularly pain), increased co-
morbidity, and poor quality of life 
were more likely to discontinue 
dialysis



In at least some of these cases, would it 
not have been more beneficial to avoid 
starting treatment?



Are we sharing all of this information with 
our patients?

How comfortable are we sharing this 
information with our patients?



Research

According to the literature, clinicians are 
the ones uncomfortable with discussion of 
Advance Care Planning, and the sharing of 
medical prognosis, not patients and 
families



ACCEPT study

• The ACCEPT Study is a Canadian, 
multicentre, prospective audit of current 
practice related to advance care planning 
(ACP) in hospitalized patients at high-risk 
for dying, as well as their families



ACCEPT study cont’d.

• The average age of the patients is 80 
years old and they have significant 
illnesses and as a group, they have a 50% 
chance of dying in the next six months



ACCEPT study cont’d.

• During their hospitalization, less than 20% 
of these patients (n=277) reported that a 
doctor had talked to them about their 
prognosis



ACCEPT study cont’d.

• Patients and family members of these 
patients reflected that their greatest 
unmet information need was to learn more 
about an alternative care plan that focuses 
on comfort measures to control 
symptoms



With more patients coming to see us in 
Kidney Care Clinics, and more emphasis 
on early interventions, education, and 
prevention, we have an opportunity to 
have better conversations



We have a responsibility to speak to our 
patients about Advance Care Planning 

(*more than asking about code status or 
Power of Attorney forms)



Most patients and families want to know 
the truth



It really works!

• 91-year old KCC pt, satellite

• 91-year old KCC pt, crashed into emerg

• 84-year old KCC pt



Truth-Telling

Social work is uniquely qualified to take 
on this role, and does it very well

(*Hopefully with the support of our 
doctors and our kidney care team)



• We can be honest with patients and their 
caregivers about the burden dialysis will 
impose

• We assess when patients and families are 
ready to hear their “truths”

• We support the patient and the family



• We refer to appropriate resources or staff 
as necessary for support and information

• We are professional and compassionate in 
presenting options



• We emphasize quality of life

• We give the patient time to process the 
information

• We return to continue the conversation



“We do not see things as they are. We see 
them as we are.”

Talmud



Final points to ponder

• Decline of kidney function can be very 
slow in the elderly

• Can we delay the initiation of dialysis in 
this population if they are followed more 
closely in KCCs?

• Dialysis is offered at eGFR 15, and death 
occurs at eGFR 5



• Should we be offering “trials” of dialysis 
knowing that elderly patients can lose 30-
40% of their kidney function during this 
“trial”?



• Should we spend more time discussing 
and even promoting conservative care as 
an option for increased quality of life in 
the elderly instead of “selling” dialysis?



Controversy

• We could argue that with scarce health 
care dollars conservative care is better for 
the health care system

• We could also argue that truth-telling and 
full disclosure is our obligation to patients



Code of Ethics

• “A social worker shall maintain the best 
interest of the client as the primary 
professional obligation

• A social worker shall advocate change in 
the best interest of the client, and for the 
overall benefit of society, the environment 
and the global community”



Practical tools

• Effective language – it works!

• Article: “Informing our Elders about 
Dialysis”

• Booklet: “Choosing Conservative Care; 
Choosing to Withdraw from Dialysis” 



Questions?

Comments?





Resources

• “Speak-Up” video

• www.advancecareplanning.ca

• Kidney End of life coalition; www.kidneyeol.org

• Kidney Foundation brochures: “Conservative treatment: 
choosing not to start dialysis”; Choosing to Stop Dialysis”

• Hospice, palliative care networks, CCAC

• Government of Ontario ACP booklets

• “Choosing Conservative Care; Choosing to Withdraw 
from Dialysis” Handbook for Patients and Families

http://www.advancecareplanning.ca/
http://www.kidneyeol.org/


Resources cont’d

• “Informing our Elders About Dialysis: Is an Age-Attuned 
Approach Warranted?” www.cjasn.org Vol 7 January, 
2012

• Publication: CANNT Journal
Author: Stilos, Kalli
Date published: April 1, 2010
Murtagh, F.E.M., Spagnolo, A.G., Panocchia, N., & 
Gambaro, G. (2009). Conservative (non-dialytic) 
management of end -stage renal disease and withdrawal 
of dialysis. Progress in Palliative Care, 17(4), 179-186.

• Preventing Disability in the Elderly With Chronic 
Disease
Research in Action, Issue 3

http://www.cjasn.org/


Resources cont’d.

• www.advancecareplanning.ca, “Speak Up” campaign

• “Choosing Conservative Care and Choosing to Withdraw 
from Dialysis: Information for Patients and Families” 
booklet (DRAFT)

• Choice of Dialysis Modality – Edwina Brown, MD, ADC, 
And Antonio TX, February 2012

• Dialysis in the Elderly: CKD 5: The Complexities and 
Ethics of Decision-Making, Paul Tatum lll, MD, ADC, TX, 
February 2012

• ACCEPT Study Key Findings

http://www.advancecareplanning.ca/


Resources cont’d 

“The Surprise Question”, Dialysis and Transplantation, 
March 2010;

“A Good Death”, Nephrology Nursing Journal, Sept-Oct. 
2008. Vol. 35 No.5;

“Letting Go – What Should Medicine do when it 
can’t save your life?” Gawande, New Yorker Magazine, 
Aug 2, 2010;

“The Long Goodbye”, Joe Klein, Time magazine, June 11, 
2012, p. 18-25


