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OVERVIEW
When we begin to think about how a system was designed, many 
questions arise. Who designed it and for whom was it designed? In fact, 
was it designed at all or did it come about organically?

These are the kinds of questions that led to this report.

Deathcare in the United States was already rapidly changing in the 
years leading up to the pandemic. And then COVID absolutely over-
whelmed our system. More people have had to face, voluntarily or 
involuntarily, their own mortality and the mortality of others. We have 
been repeatedly shocked by images of despair—of cooling trucks 
brought to New York City to handle an overflow of bodies, of loved 
ones separated from a dying family member, of social injustices worsen-
ing—and by headlines that bring despairing news ever closer.

A positive result of increased demand and awareness for deathcare is 
that many new faces have entered the space, particularly in the form of 
deathtech startups, end of life doulas, and entrepreneurial individuals 
who are responding to needs within their communities. In order to 
better understand the evolving deathcare ecosystem, we decided to 
delve into details of daily practice and priorities of those who are 
currently working in the end-of-life and deathcare industry.

Both qualitative and quantitative data was gathered beginning with a 
series of workshops conducted in the summer of 2021—one of which 
was co-facilitated with Nix Kelley—and then by creating a survey in 
partnership with Eva Ting, founder of Here to Honor, that was distrib-
uted among community members in the fall of 2021.

This report is a living document, meaning that its content will contin-
ue to be revised and updated in collaboration with people like you, the 
reader. Throughout this report, you will find invitations to give 
feedback and to add information that may inform future iterations of 
this work.

Thank you for your interest in helping us all to better understand the 
evolution of deathcare.

Isabel Knight,
Founder of  

The Death Designer
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During the summer of 2021, we conducted 6 human-centered design 
workshops with the goal of further understanding the problems that 
need to be solved in different areas of the rapidly evolving deathcare 
space. We started out trying to understand how the pandemic had 
affected deathcare but the scope quickly evolved into other spaces, 
such as trans deathcare and the differences between medicalized deaths 
in a hospital setting and violent or traumatic deaths. 

We used the collective knowledge of dozens in the deathcare 
community to map out the various stakeholders in the deathcare 
space, and we plotted the journeys of the 2 separate paths we identified 
as “medicalized” and “nonmedicalized” death. 

All of the maps shown here are living documents, and as a viewer of 
this report, you are welcome to reach out to add or suggest edits to 
these documents at any time.  You may also view the original versions 
of all maps and exercises at the links in the appendix.
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DEATHCARE STAKEHOLDER MAP
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This map diagrams different actors in the deathcare system. The 
content here is a reflection of a collaborative process in which 
participants in the Death Designer workshop brainstormed all the 
stakeholders they could think of, and is not intended to be a 
comprehensive diagram. If you would like to add to it, please 
contact Isabel Knight at isabelxknight@gmail.com.
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MEDICALIZED DEATH JOURNEY MAP
Here we map out the journey for a person going through the end of life process. We use the term 
“medicalized” death to refer to an expected death where someone dies of a medical condition in a 
hospital or in their home. This map is not intended to be comprehensive, but a snapshot of the 
details we came up with during the workshop. To add your insights to this map, please contact 
Isabel Knight at isabelxknight@gmail.com.
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nonMEDICALIZED DEATH JOURNEY MAP (traumatic deaths)
Here we map out the journey for a person going through the end of life process in a nonmedical setting. We 
decided this needed to be a separate map because the dying process for a violent or traumatic death looks so 
different from the medicalized death, which is often considered the “default” way to die. We felt this map would 
be useful for people who work with marginalized communities that experience a greater threat of violence. Not 
all of the steps included here are meant to represent the steps that occur with every death, and are by no means 
comprehensive, but rather a suggestion of steps that could happen since the range of nonmedical deaths varies 
widely. To add your insights to this map, please contact Isabel Knight at isabel@thedeathdesigner.com.
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GENERAL DEATHCARE PROBLEM SOLVE

tension between emotional and systemic/public health 
needs

unsafe discharge from facilities

coerced dnr’s

LACK OF ADVOCACY FOR THE NEEDS OF THE DYING

inability to pay

prolonged death process due to increased medical tech

lack of financial resources

job/income loss

unexpected cost of funeral

For this exercise, participants were asked to brainstorm all of the problems they could think of 
in the general deathcare space. Then, we clustered the resulting ideas into themes and gave 
each of the themes headings. Once the ideas has been themed, we chose the two problems 
shown here to solve, and used a method to spark ideas known as “alternative worlds” in which 
we thought of how we would solve the problems if we were the head of either a tech company 
like Facebook or Amazon, or the head of a socialist country. The rest of the problems we 
brainstormed are shown on the following page. 

Advocating for national bereavement policy/care

Coalition to Transform advanced care (C-TAC)

Government-provided funeral relief (like the COVID 
funeral relief but forever)

policy work

Bereavement benefits as part of employment packages

deathcare as employer benefits

Collaboration and training via religious communities

work with existing community groups

doula services highlighted in community mental health 
organizations

Use existing community groups (ex. religious groups, 
social workers) as education centers

Collaborating and training via community-centered 
organizations (i.e. mutual aid)

social workers, doulas, etc available to help people 
fill out advanced care directives

doulas plugged into hospital services, like on-call 
chaplains, etc.

end of life planning resources available in 
marginalized communities

classes offered at festivals/events

DEATH EXPO

doula care flyers, etc, included with packets that are 
handed to people in contact with a social worker

events

Problems

Solutions
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GENERAL DEATHCARE PROBLEM SOLVE

Alternative business models (co-ops, Public Benefit 
Corporations) and pay structures (sliding scale)

Co-op funds for EOL needs

Is it possible for doula co-operatives or doula "groups" 
(vaguely) apply for grant opportunities which would 
support sliding scale services?

Need to change the business models of death and grief

alternative business models

Solutions Continued

create a casual public "hub," space or cafe in city 
centers and metro areas with end of life resources

opportunity to partner with local stakeholders and 
decision-makers to make the space more intersectional

offer booklets on what the EOL process is like with 
THINGS to identify and look out for

Corporate Sponsorship

Capital One Cafe idea for a real-life death cafe where 
people can access resources and planning help

CAFE

Amazon: Knows your search history and markets advance 
care planning to you

Have deathcare resources trained in SEO

Include end of life conversation starters/resources to 
local jurisdiction's COVID-19 help pages

MISCELLANEOUS/UNCATEGORIZED
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GENERAL DEATHCARE PROBLEM SOLVE
The problems listed here are the remaining problems we brainstormed in the workshop but 
did not conduct a solutioning session for. We may conduct future sessions to address the 
problems listed here. Reach out if you are interested in co-facilitating one of these sessions.

INEQUITY AND RACIAL DISPARITY

direct care workforce crisis

unsafe funeral home services

unmanaged symptoms

legal immunity, lack of responsibility for harm

more black and brown people are essential workers

bad staffing ratios

algorithmic racism

oxygen meters were not designed for people of color

ageism

ableism

tension between religious faith and advance planning

lack of education about deathcare options, doulas

fear of death

lack of advance care planning

not knowing final wishes

increase eol education/services for those 
experiencing homelessness

LACK OF END OF LIFE EDUCATION

commodification of care

limited/no access to the internet/technology

living alone, no family help

miscellaneous/uncategorized

covid 

lack of ppe

ppe not made in the us

cold storage shortage

oxygen and ventilator shortages

crematories over capacity

supply chain problems

morphine shortage

volunteers can’t go to hospice

massive death in nursing homes

can’t have memorial services

increased grief from not being able to say 
goodbye in person

overwhelmed hospitals, funeral homes

isolation

unnecessary deaths
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During the general deathcare problem solve, the participants felt that trans/non-binary 
deathcare presented enough unique challenges to warrant its own session. The solutions  
listed here are all centered around education, as the group felt most of the problems need 
to be addressed by building awareness among both the community and deathcare and 
medical professionals.

TRANS DEATHCARE PROBLEM SOLVE

wishes being honored

deadnaming

bural or funeral wishes not being honored

funeral homes not wanting to deal with clients

gender affirming prosthetics withheld by healthcare

gender affirming prosthetics and garments can’t 
always be cremated/buried

nursing homes/funeral homes don’t know how to 
handle nonbinary bodies (ex. binders)

being outed non-consensually in death

may not be 'out' among non-queer people

leaving houses/other possessions to the people they 
want to have them

lack of respect for care, funeral, and legacy wishes

not communicated what to put in the obituary

need to learn about diverse commmunities - who 
they are out with, who they are not, to provide care 
and support

not knowing what funerary guidelines or laws there 
are in your state or area

no contacts in the funeral or death care community

need for education

How to have correct name on death certificate if the person 
did not legally change their name

non traditional family structures being respected / 
observed by institutions (regarding policy, etc)

legal next of kin is estranged and now has authority in end 
of life care or funeral arrangements

legal/dead names being used instead of current names

community not observed by policy, law, etc as "family"

legal next of kin does not notify chosen family/current 
community about the death

legal

traditional cemetaries and funeral homes struggle with non 
cis pronouns

may need to be in the closet to access healthcare/deathcare

Advance Directives are typically set up for cis folks in 
hetero relationships

Obituaries are often formatted for he/him or she/her

Gendered medical spaces

Death products can sometimes be gendered

Gendered products and services

Problems
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TRANS DEATHCARE PROBLEM SOLVE

Lack of funding

Trans and nonbinary people don't have as much 
financial security to pay for funeral services

lack of financial resources

job/income loss

unexpected cost of funeral

less access to community of care if outside 
conventional family structure

Access to medical care and death services

access to proper medicaltion at end of life (for 
example, trans people are often denied pain aids)

Finding a support team comfortable in the dying 
space that is accepting of who they genuinely are

lack of trusted medical caregivers

access to care

Uncomfortable family members

Some families try to make peace before the death 
occurs, some do not

emotional trauma/discomfort

Feeling alone, especially if their partner has 
predeceased them

Regrets over family issues

planning ahead for one's death can be macabre

Individuals being ignored for their sexual 
differences

Individuals not being accepted simply as a 
human being

Death rate is higher, death is more present

No resources for traumatic grief and loss for 
trans/nonbinary community

traumatic deaths

Living into old age is not the norm

Trauma and pain associated with sudden death

Problems Continued
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TRANS DEATHCARE PROBLEM SOLVE

Get a tent at pride, show people how to fill out advance 
directives, etc.

educate the community

workshops at places of worship or community centers

radio or podcast advertisements

TV advertisements

instagram and facebook ads that point toward free 
resources

Create an online resource for trans and nonbinary 
deathcare specifically

accessible education resources available digitally

biodegradable/crematable gender affirming 
prosthetics/garments

free workshops on how to prepare advance 
directives, change legal next of kin, etc.

Legal advocacy for making it easy to change who your 
power of attorney or estate goes to

regional information packets regarding where legal 
names are and are not required legally required 

Host workshops for churches and other community 
groups, especially ones that already have high-touch 
processes around death

Having people from trans community hold workshops, 
give talks, go to churches, community places, funeral 
homes, etc. have family members do the same. They 
may be listened to more easily.

in the vein of 'walking in someone else's shoes'...
trainings where people take turns being 
hypothetically ostracized for being tall, red-headed, 
wearing red polish, having straight hair, etc. to get a 
slight feel for being judged over something personal

advocating for policies surrounding trans rights in 
medical spaces

educate medical personnell

advocating for education as a necessary part of 
medical certifications

asking the medical community for their own ideas and 
solutions

continuing education credits for trans / nonbinary / 
etc training

Embodied Labs VR Experiences for building empathy 
around trans/nonbinary care

Create an online resource for trans and nonbinary 
deathcare specifically

educate deathcare professionals

Funeral director education on deadnaming and other 
issues in queer space

outreach/workshops/conferences

Solutions
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We (Isabel Knight and Eva Ting) are two entrepreneurs in the death-
care field who connected via a support network created for those 
working in the end-of-life (EOL) and deathcare industries. Through 
participation in a series of design-centered workshops, we recognized a 
need to learn more about  the forces shaping the deathcare space from 
a quantitative and qualitative data perspective. There seems to be a 
lack of data on the more progressive death positive and death tech 
fronts, which have seen an influx of new entrants in recent years. This 
survey is an initiative to gather some of those insights ourselves and to 
continue cultivating more understanding of the changes, challenges, 
and opportunities in the evolving deathcare space.  

The survey took place over a two-week period at the end of September 
2021 and was mainly disseminated via community groups and affilia-
tions on platforms such as Facebook, LinkedIn, and Slack. With 52 
survey respondents, we are not presenting the findings as a representa-
tive cross-section of the industry by any means. Contextualized in the 
demographic data, however, the responses offer patterns and trends 
worth noting, and the anecdotal and qualitative responses provide 
helpful insight.

Our hope is that industry-wide surveys such as this will continue to be 
offered with broader participation and increased engagement, so that 
data quality can improve and inform opportunities for growth, 
innovation, and collaboration in the EOL and deathcare industry.
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DEMOGRAPHIC DATA
We wanted to understand who is represented in the deathcare 
space, and though we knew anecdotally who we were seeing 
take part in conversations around deathcare on the Internet, 
we wanted to try to confirm that understanding via data. 

We asked questions about age, gender, ethnicity and location 
and found that the respondents were predominantly white 
women, though we would note that a lot of this is likely also 
because many of the channels we disseminated the survey 
through were doula groups.

Gender of Respondents

Ethnicity of Respondents

Age of Respondents

12.5

15

10

7.5

5

0

2.5

26-35 years 36-45 years 46-55 years 56-65 years 66-75 years >76 years

5

11

16

14

4

1

Female (43) Nonbinary (2) Male (6)

40

30

20

10

0
Caucasian African 

American
Asian Native 

American
Native Hawaiian 
or Pacific Islander

42

2 2 2 1
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We asked survey respondents where they were located, and 
they had the option to respond with any level of detail they 
wanted (town, state, country level, etc.) and we used those 
responses to plot the approximate location of respondents on 
the map below. Not shown on this map are 2 respondents 
who reside in the United Kingdom.

LOCATION DATA
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Business Structure

Number of Employees What is it that you do?
SURVEY QUESTION:
What IS IT THAT YOU DO?

5

ADVANCE CARE PLANNERS

3

CELEBRANTS

3

SOCIAL WORKERS

17

OTHER

Given the number of startups there are in the deathcare space, 
we wanted to understand more about how businesses are 
structured and how they are pricing their services and getting 
clients. Most of the respondents surveyed work as self-em-
ployed end of life doulas.

BUSINESS DATA

22

end of life doulas

CorporationNonprofitSmall business Personal 
project

Self-employed

25

20

15

10

0

5

25

30

35

20

15

10

0

5

1 to 5 6 to 20 21 to 50 50 to 100 More than 100
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Main Source of Revenue

We found that given the number of deathcare professionals 
who were self-employed in the sample, most were self-funded, 
have been in the industry for less than five years, and utilized a 
tiered pricing system. Though many do have their deathcare 
job as their main souce of revenue, most work in an unrelated 
or deathcare-adjacent job and do deathcare work on the side. 

Pricing Structure

Project-based rate

2015100 5

Prefer not to say

Hourly rate

Pay per use

Tiered pricing

Flat rate

FUNDING AND PRICING

Years in Industry

Primary Funding Source

2515100 5 20

Government funding

Self-funded

Investors

Grants and foundations

Deathcare job (14)
Deathcare-adjacent job (9)
Other job (16)

Retirement (7)
Spouse (4)

10

20

30

0 to 5 6 to 10 11-15 16-20
0
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Marketing

SURVEY QUESTION:
Ideally, how would you like to 
reach new clients? Rank 1-3, 1 
being the most productive.

SURVEY QUESTION:
What are the top ways your 
clients currently find you?

The results from our survey's ranking questions were deter-
mined by using a weighted average. For example,
when reviewing each member's response, the selection ranked 
first was multiplied by three, the selection ranked second was 
multiplied by two, and the selection ranked third was multi-
plied by one. In this way, we have ranked the responses of the 
community as a whole.

20

15

10

Family and friends2

Partnering businesses/organizations5

Referrals1

Directories6

Social media3

Advertising (print and digital)4

Rank

Family and friends2

Social media5

Referrals1

Directories6

Partnering businesses/organizations3

Advertising (print and digital)4

Rank
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INDUSTRY INFLUENCES

SURVEY QUESTION:
What do you see as the biggest 
forces shaping the death care 
industry right now? Rank the top 
three, 1 having the most impact.

SURVEY QUESTION:
From the following, please rank 
three things that would most 
positively impact your work in 
the EOL/deathcare industry, with 
1 being most beneficial.

Patrticipants felt that the biggest influences in the deathcare 
space were the death positive movement and the COVID-19 
pandemic, with affordability and environmentalism ranking 
further down on the list but still maintaining a strong priority 
for many. In terms of what respondents felt would help their 
practice the most, there was a split between greater collabora-
tion opportunities and support in finding more clients.

COVID-192

Religious practices and secularization5

Death positive movement1

Gender issues6

Accessiblity/affordability3

Environmentalism4

Rank

Support and resources to reach more customers2

Resources to address disparities in death-
care (ex. socioeconomic, racial, LGBTQ+, 
trans and gender diverse, etc.)

5

Opportunities to collaborate with other 
EOL/deathcare vendors and service providers

1

Resources and training for green deathcare and 
environmental sustainability6

Ongoing training and education on best practices 
in EOL/deathcare

3

Broader EOL education for the general public4

Rank

Legal advocacy on the the state/local/federal level7



Most of the challenges mentioned in the survey responses fell 
into two main themes: lack of resources, and lack of education 
or awareness among the general public of deathcare issues. 

After those main challenges, a few respondents also men-
tioned the pandemic, social inequities in deathcare amongst 
vulnerable populations such as the disability community and 
people experiencing homelessness, and a culture of fear 
around death that prevents potential clients from having 
important conversations around their own death and the 
death of loved ones. Below is a representative sample of quotes 
from each theme, some of which may have been lightly edited 
for clarity. 

Challenges

Having money to do more work 
and reach more people“                  Figuring out how to live out my purpose 

in an era of out of control cost of living.

Lack of resources 19 Respondents

“                  
Lack of funds to begin a brick 
and mortar hospice“
Can’t keep up with client 
demand“

Lack of clients and lack of recognition 
from the medical industry

Living in a remote area and lack 
of knowledge and understanding 
of what doula work is.“

Lack of EDUCATION AND AWARENESS11 Respondents

Educating the public about what we do 
and why there is value to our work.“                  

“                  

“                  Having enough time to devote to clients, 
setting boundaries, and working with 
family members who haven't been 
involved in patient care. 

SURVEY QUESTION:
What are the most pressing 
challenges facing your work?
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“                  Unpredictability due to covid surges make 
it hard to plan, hire, and retain talent. “                  Covid and it's divides in 

affordability.

PANDEMIC 4 Respondents

“                  Living in a death averse culture. “                  Fear from potential clients.

2 Respondents

“                  Exclusion of the disability community. 
Not being a part of the conversations 
when it comes to education. “                  People experiencing homelessness 

need more support.

INEQUITIES 2 Respondents

DEATH STIGMA AND CULTURE OF FEAR
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SURVEY Conclusion

As is true for any interesting data, the survey brought up even more 
questions that could be explored in the future in other surveys or via 
other research methods. 

For example, when we asked “Who would you turn to in your time of 
need if you were to face a death personally,” many of you responded 
with the rich sources of community support we can only hope 
everyone the general public would be able to access in the future. You 
mentioned doulas, hospice, the queer community, family, other 
members of the deathcare community, and more.

As people who work in this industry, we are more likely to know 
someone who could help them in the event of a death. We would love 
to have more consumer-focused data on the extent to which the 
experience of the average person who may never have heard of the 
death positive movement or have any interest in deathcare may differ.

This particular survey also featured a lot of end of life doulas because 
many of the groups we posted the survey in were doula groups, but we 
would love to explore other groups in the deathcare ecosystem, such as 
death tech startups and traditional funeral establishments (such as 
funeral directors, crematory operators, and cemetery owners), We 
would also like to better understand the particular needs of communi-
ties such as the LGBTQ+ or indigenous communities. 

Our hope is this report can serve as a reference point, both for future 
research and to inform your current work with your businesses, 
nonprofits, and communities. Through sharing such research results, 
we hope to empower better deathcare spaces for all communities and 
make efforts to include people who may not be represented here.
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WHERE DO WE GO FROM HERE?

We hope that you can take these findings and run with them, to inform 
the business you do, the nonprofits you run, and the community 
groups you lead. We want to empower you to design better deathcare 
spaces for your communities and make efforts to include people who 
may not be represented here.

Our hope is this report can serve as a reference point, both for future 
research and to inform your current work with your businesses, 
nonprofits, and communities. Through sharing such research results, 
we hope to empower better deathcare spaces for all communities and 
make efforts to include people who may not be represented here.

We hope you find this analysis helpful, and if you would like to offer 
any feedback on things like how the survey was conducted, the kinds of 
questions you would like to see asked in the future, or anything else 
relating to the survey, please reach out to us! 

If you would like to collaborate on a survey in the future, we are also 
very open to collaboration.

You can email Isabel at isabelxknight@gmail.com, Eva at 
hello@heretohonor.com, and Nix at phoenixvkelley@gmail.com.
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Links to relevant online whiteboards used to create the raw data for 
this report:

     Death Designer Workshop Miro Link

Links to separate PDFs for the maps included in this report:

     Deathcare Stakeholder Map

     Medicalized Death Journey Map

     Nonmedicalized Death Journey Map

Links to learn more about the contributors to this report:

     Death Designer Website

     Here to Honor Website

Link to view the original survey:

     Original Survey Link

https://isabel242.typeform.com/to/jJn0zx
https://heretohonor.com/
https://www.thedeathdesigner.com/
https://miro.com/welcomeonboard/cTQzYW42d2d6dkNwQ1U5eTFzd01EUWxQb2ZsbUEyTXdaYk9UdFE5VHhiTlNubENGUzVRRGVEZ0Rudkdna1A5QnwzMDc0NDU3MzQ3NjA2Njg4MTU1?invite_link_id=472191132365
https://59975072-078b-42d6-9ce0-28aa294b7cd0.usrfiles.com/ugd/599750_f8686678fe1648968a4f9182fdc20d79.pdf
https://59975072-078b-42d6-9ce0-28aa294b7cd0.usrfiles.com/ugd/599750_11a1df0e0e5342c49262d9b3d21ede51.pdf
https://59975072-078b-42d6-9ce0-28aa294b7cd0.usrfiles.com/ugd/599750_f8a0c2e6266e461ba231bd962efe701d.pdf



