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Today’s Agenda

• Understanding Dementia
• Relevance Today
• Ethics and The Dilemma
• Professional Fundraisers: A Research Study
• Best Perspective: “Early Stage” Volunteer’s Feedback
• Philanthropy and Dementia: A Roadmap
• Insight: Policies and Procedures
• Decision making at all levels



Understanding Dementia



Dementia & Alzheimer’s Disease

Dementia

Problems with memory, attention, language, communication, 
planning, judgement, sensory systems, and more…

Severity: Interferes with Daily Life

Many Causes of 

Dementia

• Alzheimer’s Disease

• Vascular Problems

• Parkinson’s Disease

• Lewy Bodies

• Huntington’s Disease

• Metabolic Problems

• And more…

Alzheimer’s Association (2021)



Incidence & Prevalence

US: 2000-2019

Deaths from 
Alzheimer’s

Increased 145%

Who Has Alzheimer’s?

• 1 in 9 people 65 + have Alzheimer’s

• 6.2 million Americans 65 and older currently 
experiencing Alzheimer’s

• Expected to double by 2050

- Alzheimer’s Association (2021)



Alzheimer’s: 10 Early warning signs

Source: https://www.alz.org/alzheimers-dementia/10_signs



Relevance Today



University Sued for 
Return of $12M Donation 



Ethics & The Dilemma



Professional fundraisers adhere to strict 
ethical standards

•Yet, how do we better prepare our profession to interact with this vulnerable 
population?

•How do we protect our institutions against any ethical or legal 
consequences?

•What policies and procedures should healthcare institutions consider 
implementing to ensure compliance with HIPAA and the Donor Bill of Rights?

•How can we move toward a respectful, professional relationship with an 
existing or former donor who is experiencing dementia? 

•How do we partner with a trusted advisor or family members?



An Ethical Dilemma

Donors remain active in their senior years:

•Individuals aged 65 years and older gave more than one-third of all 
philanthropic donations in 2015 (Internal Revenue Service). 

•77% of the top major gift donors in 2016 were between the ages of 60 and 
90 (DiMento, 2016; O'Neil & Siffman, 2017; Sharpe, 2017). 





Community Foundation Audit



Risk Ranking Identified Risk Proposed Recommendations

High There are no formal procedures to 

confirm donor requests (e.g., 

callback procedures), or 

specifically related to an aging 

donor base, procedures that 

mitigate potential impacts of 

suspected or identified 

dementia, identity theft, scams, 

etc.

Due to the rising volume of 

identity theft, formal callback 

procedures should be established 

to confirm the identity of all donor 

requests.  Specific to aging 

donors, procedures should be 

used in the event client requests 

become suspicious or fall out of 

normal behavior.



Today’s Research:

1. Review four case studies and consider:

• What questions remain to be asked?
• What recommendations would you offer?

2. Please choose a scribe to report back on your
findings when we reconvene from our breakout groups.



Philanthropic Advisor, Community Foundation:

The Issue:  The Philanthropic Advisor has worked with a client who has a large 
Donor Advised Fund for a number of years. In a recent meeting, the client 
revealed that he left his job after being diagnosed with early-stage memory 
issues.

Group Discussion: How should the Philanthropic Advisor record this revelation 
in a contact report? How does the Philanthropic Advisor honor what’s 
happening with their client’s health without negating all the good work that 
they’ve done for non-profits in their lives?

GROUP REPORTS BACK:
Case Study #1
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Director of Development, University Foundation

The Issue: The Director of Development traveled to visit with a donor at her home in 
Florida.  Previous gift officers had been talking with her and her husband about a 
scholarship endowment in her name and prepared gift paperwork for the donor’s 
signature. However, before the meeting, the donor’s husband met the Director of 
Development outside of their retirement facility and explained that his wife was 
sometimes sharp, but sometimes not herself, adding that his wife had recently gotten 
lost in their large facility. 

Group Discussion: How should the Development Director proceed with this visit? 
What action should the Development Director take regarding the named endowed 
scholarship?

GROUP REPORTS BACK:
Case Study #2



19

GROUP REPORTS BACK:
Case Study #3
Foundation Director, Senior Living Facilities:  

The Issue: The Foundation Director has met several times with a resident donor who 
was considering a charitable gift annuity. When it was time to make a decision, the 
Foundation Director gave the donor a call to set up an appointment for final 
documents and signatures. During the phone call, the donor said, Well, Steve… This is 
not the Foundation Director’s name - Aren’t you in charge of meals? Lunch yesterday 
was terrible – the Foundation Director is not in charge of meals.

Group Discussion:
What should the Foundation Director do in this situation? What are the immediate 
actions and next steps?
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GROUP REPORTS BACK:
Case Study #4
Director of Stewardship, Community Foundation 

The Issue: The Director of Stewardship exchanged a number of confusing 
telephone calls with a donor whom she/he knew well. The Director of 
Stewardship reaches out to two of the donor’s daughters whom are known not to 
get along. One daughter said that their mother was having memory issues, while 
the other daughter argued their mother was fine. 

Group Discussion: What should the Director of Stewardship do with conflicting 
reports? What actions should be taken?



Best Perspective: 
Alzheimer’s Association “Early Stage” Volunteers



Survey Questions and Data

• n=14 Alzheimer’s Association volunteer advisors—diagnosed with “early stage” 
dementia or Alzheimer’s disease and who had a donor relationship with 
charities they support at $1,000+ or more annually.

• The 11-question survey gathered responses.

========================================================

• Most respondents said they wish to remain connected in a 
meaningful way to the causes they have supported through giving 
or volunteering.

• Majority of respondents plan on continuing their same level of 
giving, and some expressed wanting to increase it. 



“Early Stage” Volunteers 1:1 Interviews

• EDUCATION: “If you saw my wife walking on the street, you would not know she 
has Alzheimer's. You need to know who you are talking to.” (Education is so 
important!)

• STEWARDSHIP: “We don’t like to be excluded…we are still here …and a lot of us 
still have a significant amount of funds to give.”  



“Early Stage” Volunteers 1:1 Interviews

• DOCUMENTATION: “We are very close to our family and children. We have 
copies of our will and trust, however we have never verbalized our 
philanthropic giving wishes…that is a wonderful idea.” (Philanthropic 
Directive)  

• MESSAGING AND TRUST: “For me, the importance of giving is through the 
story that any specific charity can tell. I am more optimistic about giving if 
XYZ organization keeps me involved. I had to give up my job…to see that 
my giving still matters…that is super important to me. Don’t write me off 
as someone with no brain!”



Queensland Brain Institute
(University of Queensland, Australia)

• If a bequest is given, is there a “sound mind” check prior to 
documentation?

• Do not cut off association with the grateful patient, but always invite 
the family member or trusted advisor to partner with the one 
diagnosed.  QBI-Australia never has contact alone with the one 
diagnosed.

• QBI-Australia are very dementia friendly. For instance: when they have 
a stewardship event, they set up proper signage so people with 
dementia can very easily find their way around the venue.



Philanthropy and Dementia: A Roadmap 



Guidebook

• Why your organization should care about this topic

• Laying the Foundation

• Assessing and Addressing

• Policies and Procedures

• Systems and Operations

• Organization/Institution communication and messaging

• Next steps



Adopt a Dementia-Friendly Standard

All development personnel, adjacent professionals, and 3rd

party vendors practice legal standards and ethical treatment 
with donors either diagnosed with or suspected of dementia.



Adopt a Dementia-Friendly Standard

Indications of demonstrated preferred practice:

• Legal and ethical policies and procedures which clearly define roles, responsibilities, 
and  appropriate direction of chain of command to prevent and address issues.

• Regular training for all professionals on dementia and dementia related topics. 

• Preventative safeguards in place within internal CRM systems and operations which 
catch data 
aberrations and contain ethical contact reports. 

•Adoption of communication and messaging which embraces equitable standards. 



National Standards for Gift Planning 
Success (NACGP)

Support from the Top
• Policies and procedures which ensure organizational integrity and are 

“dementia-friendly” as defined in previous slide.

Donor Centric Management and Engagement
• Ethical stewardship and donor dementia journey
• Regular personnel training



Insight:
Policies and Procedures



Policy considerations
WHY THEY STARTED:
“Are you in charge of the meals? Dinner was terrible”
“I want to revoke my charitable gift annuity!”

QUESTIONS:
Do we continue solicitation? Should Others be involved?   
What records do we keep? What if they don’t recall a pledge?

RESEARCH:
Spent 18-months research to developing standards of practice

RESULT: First of its kind set of ethical standards of practice for 
fundraising with seniors -

https://www.santafeseniorliving.org/wp-content/uploads/2020/06/SFSL_Foundation_Policies_Ethical-Fundraising-with-Seniors-WEBSITE-COPY.pdf


Philanthropic Directive



For Consideration: 
The Philanthropic Directive

• Similar in purpose as a Health Care Directive and affiliated with a 
durable power of attorney.

• Donor’s declaration that the philanthropic directive, signed and 
notarized to become a legal record, is intended to be a guiding 
document during the donor’s lifetime.

• Contains naming a “Philanthropic Advocate” entrusted to communicate 
the wishes, intentions, desires of the donor if the donor is physically 
deemed, (by a physicians’ determination), unable to make decisions for 
themselves.



The Philanthropic Directive

• Articulates donor’s personal values (of intentional philanthropy) now and 
into the future, with definition around time or duration, amount(s) gifted, 
and designation.

• Contains donor’s instructions as to how they intend  to continue support 
for specific charities even while incapacitated.

• Includes the donor’s wish “not to exceed” dollar amount of charitable 
gifts.

• Provides for how the donor wishes to be stewarded, even when 
incapacitated.

• Levels of engagement to the extent donor is capable to participate
• Potentially other “Do’s and Don’ts” designed by each charity



Differences between a Will and PD

WILL

Intentions not always known

Usually created later in lifetime

Takes effect after death

PHILANTHROPIC DIRECTIVE
Intentions made readily known and sometimes 
public

Created earlier in lifetime

Allows for a “voice” while living, albeit 
impaired

Ensures family member or trusted advisor 
communication

Elevates the ethical approach taken regarding 
financial management and transparency



Why a Philanthropic Directive?

• Interprets donor’s wishes while living if impaired or 
incapacitated, as opposed to a Will.

• Protects donor’s philanthropic intentions from any type of 
abuse during the donor’s life.

• Keeps the “guesswork” out.

• Provides a philanthropy “road map” for donor’s family 
members, trusted advisors, and the charities and causes 
they support.



Decision Making at all Levels



● What does a Executive Director or Board President do when they are 
informed that a major donor is suspected to have some form of cognitive 
impairment?

● Do your frontline professional fundraisers know what to do if they 
recognize a “warning sign” of dementia during a donor visit?

● Will your outbound telemarketer know how to handle a confusing phone 
call with a prospective donor?

● Do those who hold fiduciary responsibility within your institution or 
organization know how unintended consequences can impact their 
operation?

Decision Making at All Levels



Decision Making at All Levels

• Board Leadership

– Has an executive assessment been conducted of the organization to ensure 
preferred legal and ethical policies and procedures are in place?

• Executive Director or CEO/President

– Are staff trained on recognizing warning signs, and does our organization have a 
preferred legal and ethical practice in place regarding documentation of various 
scenarios?

– Should we implement a philanthropic directive and does it fit with our current 
culture and history of who our donor are?

– Do all of our policies clearly articulate our stance as an organization regarding 
this issue?



Decision Making at All Levels

• Staff

– Can I recognize the warning signs of cognitive impairment and/or dementia?

– How, to whom, and when do I escalate and document a potential scenario?

• 3rd Party

– Do we have a strict policy in place with a 3rd party vendor in the case a donor 
they reach shows potential signs of dementia?



Thank you!
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Selected Resources
• Alzheimer’s Association: www.alz.org

• The American Speech-Language-Hearing Association, What Can I Do to Communicate 

Better with a Person with Dementia?: 

http://www.asha.org/public/speech/disorders/dementia/

• The American Speech-Language-Hearing Association, What is Dementia?: 

http://www.asha.org/public/speech/disorders/dementia/

• National Institute on Aging, Alzheimer’s Dementia: 

http://www.nia.nih.gov/alzheimers/publication/alzheimers-disease-fact-sheet

• SantaFe Senior Living Foundation, Ethical Fundraising with Seniors:

https://thevillageonline.com/foundation/

http://www.alz.org/
http://www.asha.org/public/speech/disorders/dementia/
http://www.asha.org/public/speech/disorders/dementia/
http://www.nia.nih.gov/alzheimers/publication/alzheimers-disease-fact-sheet
https://thevillageonline.com/foundation/


Selected Resources

• University of Minnesota Creating A De-identified Data Set: 

https://www.healthprivacy.umn.edu/policies-procedures/creating-de-identified-data-set

• Memory Loss & 10 Early Signs of Alzheimer’s https://www.alz.org/alzheimers-

dementia/10_signs

• Zuelsdorff, M., Gleason, C., Kind, A., Koscik, R., Johnson, S., & Okonkwo, O. (2017) 

Lifetime Stressful Experiences, Racial Disparities, and Cognitive Performance: Findings 

from the Wisconsin Registry for Alzheimer's Prevention (WRAP) Study As cited in: 

https://www.alz.org/aaic/releases_2017/AAIC17-Sun-briefing-racial-disparities.asp

https://www.healthprivacy.umn.edu/policies-procedures/creating-de-identified-data-set
https://www.alz.org/alzheimers-dementia/10_signs
https://www.alz.org/aaic/releases_2017/AAIC17-Sun-briefing-racial-disparities.asp

