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RESEARCH OBJECTIVE To understand how people living in the US, with a variety of 
experience with long-term care, think about, plan for, and enter 
into long term care. 

How do people define long term care?

What prompts people to make decisions around long term care 
(and long term care insurance)?

What’s their process for entering into long term care (and long 
term care insurance)?



THE MAJORITY WILL NEED 
IT, YET FEW PLAN FOR IT.

By the year 2040, we will have over a million people in the United 
States over the age of 100.

70% of us will need some form of long-term care over the age of 
65.

However, only 7 million Americans have long-term health care 
policies.



RESEARCH A team of four researchers completed 16 interviews with friends 
and family members. The interviewees had a range of long-term 
care experience, from that of health professionals to being family 
members and key decisions makers for a recipient of long-term 
care. 



KEY INSIGHTS



The long-term health care system is incredibly complex, with a 
multitude of services and stake holders. 

This, in part, makes the system incredibly difficult to navigate as a 
care recipient or a family member.

An ecosystem map (seen on the left) of the long-term health care 
system helped us unearth this insight.1



Discussing death and aging are taboo. As such, we do not openly 
discuss our experiences with something as sensitive as long-term 
care, even with the people we are closest to. 

The longer you don’t communicate your end of life wishes the 
harder it becomes. It’s like overdue library books syndrome. 

I’ve got two grandmothers in their 70’s and 80’s. And I don’t think 
my mom has spoken to either about them about this stuff.

”

”

“

“2



3Finding the right long-term health care plan and a care team is 
challenging and time consuming. 

It was an enormous amount of work to assemble an in home care 
team. 

The thing that worked really well was having the advice from 
someone who had been through it all and had been educated about 
it. You need to have someone you can think of as a trusted advisor 
to help guide you through it.

”

”

“

“



4The American health care system is geared toward turning a profit. 
As such, even when a professional is providing advice on a health 
insurance policy or a service, it’s difficult to know if their advice is 
impartial. 

They did a good job, however, these people benefit from selling me 
a plan. Whether I think they are trust worthy or not, there is an 
incentive there to sell me a plan.

The organization of hospitals is just the delivery of procedures. 
Procedures provide money. It’s not about caring for an individual. 
It’s about delivering procedures.

”

”

“

“



How might we provide a trusted framework/standard for long-term 
care decision making?

HOW MIGHT WE



Based on these insights, our team ideated prototype solutions, but 
ultimately chose to pursue one route. 

PROTOTYPE IDEAS



Honest CareINTRODUCING



IDEA SUMMARY

Value statement

When making a choice about long-term care, people trust the 
experiences of friends and family more than a potentially paid 
advisor or service provider. But, people don’t enjoy talking about 
long-term care so the experience of those within our network often 
goes unnoticed. 

Proposed solution

Honest Care is a Facebook plug in that allows users to see who in 
their social network has experience with long-term care. Direct 
messages can be sent through the Facebook plug in, facilitating the 
exchange of advice and recommendations.

Benefits

Honest Care app plugs directly into Facebook, leveraging your 
existing network.

Users can see who in their network has experience with long-term 
care and in what capacity (ex. dementia, hospice).

The advice is not sponsored.

Users can connect to one another directly via chat within the app.



VIDEO http://bit.ly/2lg1DtN



APPENDIX



Foundational research

“Long-term care insurance isn’t for everybody, but it 
can be useful for people who are interested in 
preserving their estate for their heirs and for families 
determined to provide high-quality home care or a 
superior nursing home for aging loved ones.”

Insurance Understanding the need

“There are no concrete guidelines on who should buy 
long-term care insurance or how much they should 
pay.”

“Ms. Cheng recommends that a potential buyer work 
with an adviser to drill down into both the policy and 
insurer before purchase.”

1. John F. Waski, The New York Times. Long Term Care Insurance Can be Costly but Effective. https://www.nytimes.com/2015/12/26/business/long-term-care-insurance-can-be-costly-but-effective.html

2. The American Association for Long-Term Care Insurance: http://www.aaltci.org/long-term-care-insurance/learning-center/planning-basics.php#important

3. Real Life Stories from Health Care Benefit Services and Long Term Care Specialist: http://www.longtermcarecolorado.com/stories/

4. http://www.forbes.com/sites/howardgleckman/2011/09/12/why-people-dont-buy-long-term-care-insurance/#38557e92756a

Experts estimate that by the year 2040, we will have over 
a million people in the United States over the age of 100.

Estimated years of needing long-term care after turning 
age 65:

More than 5 years 20%
2 to 5 years 20%
1 to 2 years 12%
1 year or less 17%
None 31%

A year in a nursing home now averages more than 
$40,000 and can exceed $100,000 annually in some parts 
of the country.

Only 8% of LTC costs are reimbursed by medicare.



Research plan

Research method

One on one interviews in person or over the phone. 

Interview length

45 minutes - 1 hour

Interviewee recruitment requirements

Experience with long term care will range from little to no knowledge to that of a carer and health expert. 



Full discussion guide

Why we are here(5 min):

Thank you for meeting with me today. I really appreciate the time you have dedicated to speak with me today. My name is Katie and I’m a masters 
design student at California College of the Arts. 

As apart of my design research class, we’re being asked us to help a fictional client explore new opportunities for helping people make decisions 
about long term care in the US market. 

How we will use this time

I want to talk to you to learn more about your personal experience with LTC (as a family member, health professional, future recipient, current 
recipient), particularly around the planning process. 

We have about 45 – 60 minutes, is that correct?

I’m not an expert in this space, so some of my questions may seem naïve. Apologies if I ask ‘why’ a bit and thank you for patience. 

There are no right or wrong answers to what I will ask, and I don’t want you to share anything that makes you feel uncomfortable. I’m just interested 
in your honest thoughts and feelings about the subject. If at any point you do not feel comfortable or wish to skip over a question, please let me know 
and we will move on. 

Lastly, I’d like to record this conversation as it’s not always easy for me to remember exactly what we discussed. What you say will be used solely for 
the purposes of this project and will be kept confidential and anonymous. Would you mind if I record?

Do you have any questions before we get started?

Warm up (5 min):

Goal: Make them feel comfortable
• Tell me a bit more about yourself. How do you spend your day?
• What’s your favorite part about your day?



Full discussion guide

Context (5 min):

Goal: Understand their comprehension of LTC and what their role is in the system.
What does long term care mean to you?
In your mind, what sorts of services does this entail?
When would someone require long term care?
What’s your experience with long term care?

Stories and situations (30 min):

Goal: Understand what their experience was like in deciding (or helping someone else decide) to choose a long term health care plan and activating 
that plan.

Planning:

Have you planned for long term care before (and can you tell me about it)?
Tell me about your discussions with your family members about long term care.
Tell me about your knowledge of long term care insurance. 
What prompted you to get this?
How did you learn about it?
Tell me about the process of signing up for LTC insurance. 

In practice:

Tell me about how you chose a provider and started LTC. 
How did you determine that long term care was required for a loved one?
How did you learn about LTC?
How many people were apart of your loved ones care?

Wrap up (5 min):

If you could wave a magic wand to improve the experience of choosing long term care, what would you do?
Is there anything else that you would like to share that you feel we may have missed?



Affinity clusters + insights

Process

To develop affinity clusters, a group of designers identified the 
roses, the buds and the thorns from our interviews. 

The rose, buds and thorns were grouped and insights were 
assigned to each affinity cluster.

Lastly, how might we’s were created in response to each 
insight. 

Insights

Loved ones need a trusted resource to make policy decisions

People don’t know what insurance covers nor that it exists

Perks are not advertised

Because there isn’t enough support, things slip through the 
cracks

Memory care units need to support the transition

Professionals and tech can help facilitate the process

Need for means of quantifying and sharing health data

Large portion of long term care patients are alone (no family)



How might we’s

Process

How might we’s were generated in response to 
the insights. 4 were selected and ideas were 
generated for each across a creative matrix. 

How Might We’s

HMW provide a trusted framework/standard for 
long term care decision making?

HMW bring awareness to the perks of a long 
term care community?

HMW encourage memory care units to support 
dementia patients transitions?

HMW connect patients and families to health 
professionals expertise and advice?



Concept idea

Trusted Advisor

How might we provide a trusted framework for 
long term care decision making?

The ideation process that come out of this 
prompt led to the development of Trusted 
Advisor, a tool that allows you to see which of 
your friends and family have personal experience 
with long term care.

People trust recommendations from their 
personal network more than from an outsider. 
When it comes to something as sensitive as long 
term care, it’s important to feel confident in your 
decision.  



Lauren W. Vanessa P. Mary V. Geoff J.

Interviewees

Family member to a 
recipient of LTC  and a LTC 
insurance policy holder

Administrator of a health 
insurance company 

Retired nurse, living in an 
assisted living community

Family member to a 
recipient of LTC  and a LTC 
insurance policy holder



“Mary (nurse) was a great 
teacher and angel who helped 
navigate through dementia and 
the end of their lives. It was 
quite wonderful. I will always 
love her because of that. She 
helped me let my dad control 
his life when everyone else was 
telling him what to do. And they 
were. It worked. It was so 
brilliant.” 

“Some days I would go home in 
tears and I would be exhausted. 
Even though (my parents) had 
deficits and issues I loved being 
able to provide end of life 
integrity. Because it’s important. 
They might not look like they 
know what’s going on but I think 
they do. It was hard to see them 
fail but I’m so glad I was able to 
be there at the end of their 
lives.”

“I found Mary when I was 
reading an ad in the ann arbor 
news. There was a little teeny 
notice ‘nurse wants to work’. 
And she only had enough 
money to place the ad one day 
and she only got one call, which 
was from me. That was pretty 
cool. She had finished working 
as a nurse in a hospital and 
wanted to keep working with the 
older population. I don’t know 
what we would have done 
without her.”

“It was an enormous amount of work to assemble an in home 

care team. It was difficult to do by myself. I needed consistent 

support.”

Name

Lauren W.

Age

63

Lives in

Michigan

How I spend my day

Running the home

Experience with LTC

Family member to a recipient 
of LTC and policy holder of LTC 
insurance 



“My mom was in a home for a 

recent surgery and I had to 

break her out, almost as if she 

was in jail. They did not want to 

let her go because they get paid 

every day, measly, but they get 

paid. She was in a room with a 

woman who had a stroke, 

couldn’t walk, couldn’t talk. It 

was horrible. The room mate 

was suffering and was audible 

about that. It was awful. It was 

not a place for healing. If I was 

in there I would feel like the 

world has given up on me. Not 

all of them are like that, but this 

was the one with openings.” 

“We don’t’ get any data – it’s a 

really fragmented system. It’s 

one way that insurance 

companies have gotten really 

rich. They have found ways to 

do less and get a lot of money. 

The more subcontracts you 

have the less overhead you 

have. You determine the terms 

of the subcontracts. It’s a really 

sneaky, shitty thing. I wouldn’t 

be surprised if long term health 

care providers get shafted when 

it comes to payment. Because 

we don’t really care about those 

people.“

“We don’t think of insurance as 

covering people. We think of 

insurance as covering services.” 

“The longer you don’t communicate your end of life wishes the 

harder it becomes. It’s like overdue library books syndrome. 

The longer you wait the harder it becomes.”

Name

Vanessa P.

Age

30

Lives in

Bay area

How I spend my day

Handles outpatient 

administration and 

improvement for an insurance 

company

Experience with LTC

Very minimal - my employer 

does not cover long term care

“I’ve not heard of a specific 

product for long term health 

care insurance. It’s one of those 

things that would be 

prohibitively expensive for 

consumers. It’s like earthquake 

insurance. You get renters 

insurance for $150 year, and it 

was double for earthquake 

because they know it’s going to 

happen. I would assume 

something would happen with 

long term care – how likely is a 

person going to need it.”



“Long term care insurance often 
does not take care of the long 
term. It is insufficient. I currently 
live in an assisted living 
community in Arizona for able 
bodied people, but I do not have 
long term care insurance - even 
as a retired nurse. In the future, I 
might need a caretaker within 
the home, get placed in an 
advanced facility or live with 
one of my children.”

“99% of people go into care 
because love, and a concern for 
humanity, is behind it. As a 
nurse, sometimes the best thing 
I could give was a hug. A little 
bit of love goes a long way and 
many patients are not getting 
the love and care they need. 
Quite often, I’d want to take 
patients home with me!”

“It wasn’t uncommon that there 
would be 30 patients on the 
floor with only 2 nurses and 4 
nurses aids to support. If 1 
nurse calls in sick, that means 1 
nurse is caring for 30 people. In 
an optimal situation, there 
would be 6 patients for every 1 
nurse. Today, there simply are 
not enough carers to support 
loved ones and their families. If I 
could wave a magic wand, I 
would fix that ratio.”

“Today, there simply are not enough carers to support loved 

ones and their families. If I could wave a magic wand, I would 

fix that ratio.”

Name

Mary Vaughan

Age

84

Lives in

Arizona 

How I spend my day

Recent retiree living in an 
assisted living community

Experience with LTC

Registered nurse, working 
most recently with the aged 
population for 15 years, in 
nursing facilities and in the 
home



“Every single time the 

cardiologist would come up and 

say ‘look we really want to put a 

pacemaker in your mom’. And 

every time we’d explain ‘this is 

an 84 year old woman. Why in 

the world would you want to put 

in a pacemaker? She has 

dementia.’ They would say ‘Well, 

she might die.’ It just shows you 

the organization of hospitals is 

just the delivery of procedures. 

Procedures provide money. It’s 

not about caring for an 

individual. It’s about delivering 

procedures.”

“The thing that worked really 

well was having the advice from 

someone who had been 

through it all and had been 

educated about it. You need to 

have someone you can think of 

as a trusted advisor to help 

guide you through it. But, I’m not 

sure I’m happy with the choices 

I made, I just had to make a 

choice. The choices are black 

box. I don’t know what the trade 

offs are. Gary Witton advised 

us, the tax guy advised us. They 

did a good job, however, these 

people benefit from selling me a 

plan. Whether I think they are 

trust worthy or not, there is an 

incentive there to sell me a plan. 

It would be nice if there was an 

impartial resource – like a 

consumers union set of plans – 

but I never found it.”

“Even when you are to the point 

where to others it might appear 

your decision making is 

compromised, to maintain 

human dignity a person must 

remain in control of their own 

ship. Otherwise they are no 

longer a person. I learned that 

from Mary. Both with mom’s 

parents and my parents, you go 

‘oh my gosh they are not fit to 

make decisions for themselves’ 

– that is wrong headed. You are 

always fit to make decisions for 

yourself. Once you realize that 

for your self, suddenly as a 

caregiver it becomes so much 

easier.” 

“The thing that worked really well was having the advice from 

someone who had been through it all and had been educated 

about it. You need to have someone you can think of as a 

trusted advisor to help guide you through it.”

Name

Geoffrey Jacquez

Age

62

Lives in

Michigan

How I spend my day

Professor of Geography at 

University of Buffalo SUNY, 

adjunct professor of 

environmental health sciences 

at the University of Michigan 

and president of BioMedware

Experience with LTC

Family member to a recipient 

of LTC and policy holder of LTC 

insurance 


