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One in three people in the US will get cancer. 
It’s a massive population that right now totals 
15 million people. And as we live longer, that 
population continues to grow.1

But the population of survivors is exploding 
too. The number of people who have survived 
cancer is at least as large those who currently 
have it. Treatment is growing in effectiveness 
at truly astonishing rates in recent years. 
But the recency of that rise in survival has 
translated to a growing population whose 
multiplying challenges are only beginning to 
be observed, much less understood – new 
disabilities, serious side effects, isolation, 
anxiety, and loss or risk of losing their careers. 

Cancer survivors frequently find their 
healthcare providers, workplaces, friends, 
and family all too quick to move on after 
their cancer is ‘cured’, if not even before. 
But survivors face new sets of obstacles that 
weren’t part of their treatment experiences, 
and without much of the support that was. 

That’s why we’re making Headway: a 
survivor’s guide to support in survivorship, 
shaped in real time with other survivors. We’re 
connecting survivors to each other, and to 
experts who want to help, so that they’re 
better equipped and empowered together to 
get what they need to thrive.



Taken together, the number of cancer survivors in the 
US is more than the combined populations of Baltimore, 
Denver, San Diego, Seattle, Phoenix, Atlanta and Miami. 
And the population of survivors is still expected to grow 
by more than 30% in the next eight years alone.2

On one hand, this increase in the number of survivors is 
evidence of a trend: diagnosis and treatment are getting 
better, and that’s very good news.3 Yet as long-term 
survivorship increases, the healthcare field is seeing 
evidence4 that survival might not be the unmitigated 
positive experience we might hope it will be. For 
instance, two in 10 working-age survivors say that 
physical, mental, or emotional problems have limited in 
part or entirely their ability to do their work, and 40% 
of survivors say they’ve found their near and long-term 
career prospects decline.5

Foreward
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Our early assumptions, based on findings from 
the research we conducted last summer at 
MSKCC, were that the central challenges lay in:

1. difficulty transitioning survivors from periodic 
monitoring after treatment to primary care 
physicians (PCPs),

2. indications from survivors that they 
experienced daunting emotional and physical 
side effects, stemming from their treatment, 
in the post-treatment transition period,

3. as well as MSKCC’s perception that 
awareness lagged of the support services 
they offered, potentially owing to information 
overload patients might experience during 
treatment.

We chose early on to focus on those survivors 
in transition after active treatment. We wanted 
to understand what we could of the cause, 
experience and impact of their side effects; if 
there were addressable segments of the survivor 
population (cohorting by cancer site or another 
demographic differentiator) that were particularly 
at-risk and under-supported; and to establish a 
baseline of what resources already existed, what 
kind of uptake was occurring, and why or why 
not.

Our thesis began with a broad question, 
formed by months of previous research one of 
us conducted as an intern at Memorial Sloan 
Kettering Cancer Center (MSKCC) in the summer 
of 2017: 

what’s 
going wrong 
for cancer 
survivors, and 
how can we 
help?

Foreward



Research 
Methodology

Our early literature reviews of cancer survivorship illuminated 
negative trends in the outcomes for minority and immigrant 
communities; young adult survivors of childhood cancer; women; 
as well as survivors of rarer cancers with persistently higher 
comparative mortality and/or morbidity (e.g. gastric cancer 
survivors). We theorized multiple cohorts of interest, and with 
no established connections, we began simultaneously searches 
for connections to representatives of all groups in order to move 
forward as efficiently as possible.

Our first goal was to discover what kind of cohort of survivors we 
could recruit in for semi-structured qualitative interviews. 
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Conducted partly to make good use of a 
period in which early project momentum was 
slow as we sought and built relationships 
and partnerships with stakeholders and 
communities, the literature review ultimately 
prepared us very well for the conversations 
we’ve had since. Although the capacity to 
engage in jargon can be helpful when quickly 
creating trust and communicating competency 
with deeply embedded stakeholders like 
researchers, hospital administrators, and other 
healthcare practitioners, we also found patients 
to frequently have done a great deal of self-
education throughout their own treatment, 
often speaking in acronyms and shorthand 
references that we had to learn. This may have 
proven particularly helpful when faced with 
the skepticism that the idea of two designers 
might provoke as we asked interviewees to 
patiently revisit with us some of the basics so 
as to collaboratively establish a fresh baseline 
understanding .

Our literature review eventually encompassed 
42 peer-reviewed journal articles, as well as 
various other professional, but non-peer reviewed 
reports and resources intended for practitioners, 
patients, survivors and caregivers. This time 
created our knowledge base, as well as a handle 
on relevant language and topics ranging from 
clinical to community settings, from orienting 
by cancer sites to the involvement and impact 
of caregivers, from emerging models of team-
based care to specialist-specific concerns, and 
outcomes including mortality and morbidity, 
economic instability, incidence of mental illness 
and likelihood of receiving treatment, and so on.
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Meanwhile we reached out to contacts at 
MSKCC, as well as 2 other major centers of 
excellence for cancer treatment in the NYC 
area. We attended public symposia and relevant 
seminars and workshops that social workers 
and researchers at these institutions conducted, 
and followed up with those leaders after for 
one-on-one interviews. We conducted outreach 
to community cancer support organizations 
operating at local, national and international 
levels, including to those primarily serving people 
still in treatment. We also reached out through 
personal networks.

In all, we wrote more than 30 pages of quick 
introductory emails in our project’s early phase.

To present, the final tally of semi-structured 
interviews we conducted includes 10 ‘experts’ 
(doctors, nurses, physicians’ assistants, social 
workers, patient navigators, researchers, 
therapists, human resources professionals etc.), 
3 focus group sessions with cancer survivors 
(each varying between 10 and 14 participants), 2 
caregivers, and 17 individual survivors.

Additionally, our thesis research includes 
ongoing online tests that have netted more than 
30 respondents to date.

We sought and received permission in all 
interviews to take notes and share responses 
publicly where needed, with assurances that we 
would anonymize all information and would not 
show their images.
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Findings
To understand the survivors’ experience, survivors told us 
it’s important to understand the story of what immediately 
precedes it.



Imagine the uncertainty, the complexity, the confusion of being 
in this vast system of treatments that didn’t exist a few years 
ago. Imagine at first being encouraged because they were new, 
and then being worried because no one seemed sure what the 
long-term effects would be. Imagine being worried when your 
side effects surprise or even confuse your doctors. Imagine 
being doubted, dismissed. Feeling like a liability to everyone 
you love, being unable to recognize your own life as you know 
it.

Now.

Imagine fearing the loss of your job during your chemo. Imagine 
wondering if firing you was legal, but knowing they could get 
away with it either way. 

Imagine your brain doesn’t work like before, when you can’t tell 
if it’ll go back to normal.

Imagine wondering where some of your close friends went, why 
members of your family treated you as if you were radioactive. 
Or contagious. 

Imagine being told to keep your illness a secret. 

So, with a one in three chance, 
imagine that your doctor tells 
you, “You have cancer.”
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“Survival was 
worse than 
chemo.”

Imagine hearing that the cancer is gone.

And one year later hearing yourself saying these 
words:

Many people express skepticism over this 
thought. Many people, but not a single survivor 
we’ve talked to. 

We expect to hear that things are hard during 
treatment. We understand it, even if we 
haven’t gone through it yet ourselves. It seems 
reasonable. But if one was to get a cancer 
diagnosis, we wondered, what could be better 
than surviving it? Why would things get worse?



ENTERING
the Hidden 
World of 
Survivorship

“(n.b. All quotes, unless otherwise attributed, are from 
survivors that we interviewed.)”
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Cancer seems on its face to be about 
diseased cells. But for people who live 
through it, the experience impacts virtually 
every part of their lives.
.

  “It’s not just, ‘Oh, I had cancer, 
woe is me…’ It’s about more 
than that. It’s about life.”

“What we call by this six letter 
word, it’s 100’s of different 
diseases treated 1,000’s of 
different ways that affects 
people at different parts of their 
lives. Cancer survivorship is 
incredibly complex and diverse.”



We found that many survivors today are working-
age and eager to restart the lives and careers 
that were derailed by their diagnosis and 
treatment. When they can’t, they’re vulnerable 
economically, financially, mentally and even 
physically. Aside from needing to recover 
from the economic and psychological trauma 
cancer often brings, people seek to reestablish 
purpose and direction beyond the next check-up 
appointment.6

We met survivors who’d during treatment juggled 
support from hospitals, workplaces, friends, 
family and even community organizations – 
holding their lives together during life-saving 
treatment. And some survivors get incredible, 
holistic help. But some manage it just barely and 
feel alone and abandoned in the end.

01 Survivors:
younger, and 
overwhelmed
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But no matter how good survivors are at this 
juggling, or how amazing their hospitals or 
communities have become at caring for them 
during treatment, a lot of that support still 
frequently goes away when treatment ends. 
Maybe that would be fine if cancer-related harm 
disappeared with the tumor. But we’re seeing 
increasingly that it doesn’t. It continues to evolve 
over time like a deep-seated, untreated wound. 

The last experience that many survivors have 
of support during treatment is of the pain of 
losing it, and the hardship of rarely finding a real 
substitute. It’s like getting pushed off a cliff that 
was built high by a kind of support that only 
exists as long as you have a tumor. To make 
things more bewildering for survivors, when in 
treatment, we found that most reported feeling 
incapable of entertaining ideas beyond what they 
need moment to moment to survive. Services 
and support might be going untouched while 
survivors can’t use them, and vanish when they 
can. Why is that happening?

We found three common components of 
survivors’ experiences that function as central 
sources of support, and that likewise have 
outsized affect on the experience of survivorship. 
We’ll take you through what we found for each, 
starting with hospitals.



02 Hospitals: 
a place for 
tumors

You get into a cancer center for having cancer. 
And survivors leave when their cancer is 
managed. Seems straightforward. People expect 
to feel excited to not have to go back.

But for a survivor, this is often the first calamity 
of survivorship. Because many survivors actually 
wish they could stay in some form. Hospitals 
have gotten so much better at helping with 
the stress, side effects and broader impacts of 
cancer and cancer treatments. Some cancer 
centers are even offering more and better 
supportive services than patients feel they have 
the capacity to take advantage of. For many, 
it’s hard to seize on such expansive support 
until they no longer have to think about their 
treatment. But there isn’t yet another place a 
survivor can go after treatment for continued 
access to the range of services they were offered 
while at a great hospital. And that’s the time they 
need it, and are ready to seize it.

And let’s note, having the monitoring eye of a 
treatment team means, to a survivor, protection 
from their cancer. Put crudely, cancer arrived 
when no one was watching, and it goes away 
once people are. Does not having that attention 
mean it comes back? The prospect haunts 
survivors.

A hospital’s first priority is the people coming 
in with a new diagnosis, and no cancer center 
we’ve found has the resources to also meet the 
needs of those who’ve successfully finished 
treatments. After all, cancer diagnoses are 
rising faster than the supply of trained staff. 
Cancer centers are on the hunt for new ways 
of addressing this emerging shortfall, but it’s 
challenging. 

“If I were running one of these 
institutions, I’d run it like 
companies opt employees in for 
401k’s. They should sign you up 
for everything up front, because 
you’ll need it, even if you don’t 
understand it at the time.”
– caregiver

In the meantime, many clinics have taken aim at 
more effectively reconnecting survivors with their 
pre-treatment primary care physicians (PCPs) as 
the solution.7 Patients, however, might carry into 
survivorship an array of issues and experiences 
that cause them to feel unenthusiastic about 
PCPs as a solution to their challenges – not least 
that some of those problems have putatively little 
to do with what is normally within a PCP’s scope.
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Great hospitals have begun to sensitize to 
the fact that even their successfully former 
patients are frequently finding their survivorship 
treacherous to endure. They know something is 
going wrong for a lot of survivors, and they’re 
working to understand what, and what it means, 
if anything, for the patient journey. But the 
fundamental fact is that survivors aren’t their 
patients anymore. Advancing understanding is 
difficult without the right investment.

Nevertheless, calls are emerging in the 
profession that “addressing these issues in 
the post-treatment period represents the new 
challenge to supportive care.”8

Moreover, as survivors experience these shifts 
in survivorship, hospitals change from being the 
place where they felt protected to places where 
they feel more vulnerable. Every future visit 
portends a potential for recurrence. We’ve heard 
survivors call it “scan-xiety.”
 
And a final note: even with so many positive 
strides in communication in healthcare settings, 
cancer patients find it hard to avoid interactions 
that inevitably highlight the power imbalances 
at play in medical treatment. Where patients 
struggle with these power dynamics, healthcare 
practitioners may struggle to get an accurate 
read what patients are experiencing so as to 
intervene or improve.

  “Every time you go into an 
appointment. both as a patient 
and then as a survivor, you’re 
bracing yourself for bad news.” 
– physician’s assistant

“It’s hard to have an equal 
conversation [with doctors 
and nurses] when you’re naked 
save for a piece of paper.”

“(n.b. All quotes, unless otherwise attributed, are from 
survivors that we interviewed.)”



03 Workplaces: 
a minefield

Many survivors are working-age and eager to restart the lives and 
careers that were derailed by their diagnosis and treatment. When they 
can’t, they’re made more vulnerable economically, financially, mentally 
and even physically. But research shows that for more than two in ten 
working-age survivors, physical, mental or emotional problems either 
prevent them from working at all or limit the type or amount of work 
they can do. Moreover, “40% [of survivors] report their experience of 
working and of future career prospects as having deteriorated.”9, 10

We researched workplaces, exploring the experiences of survivors, 
colleagues, HR professionals and employment lawyers in interviews, 
and we learned about policy frameworks at business, local, state, 
and federal levels. We found that, short of a big change in state and 
federal laws, workplace protections remain inconsistent, unpredictable, 
inflexible and often flimsy, even when HR wants to help. Indeed, of 
private and public sector jobs, the private sector fares far worse, even 
while employing the overwhelming majority of Americans, failing to 
consistently support employees with cancer or having survived.11

One H.R. professional we spoke to had recently gone out of her way 
to help an employee who was ill. She made some exceptions to 
policy to have things work for the employees, and she suffered legal 
complications as a result. “I tried to help somebody out, and I have to 
go to court this week because of that,” she said. “What do you think 
I’m going to tell the H.R. team members I manage next time they’re 
tempted to go the extra mile to help someone on staff?” We want to 
emphasize: this professional very much wanted do to more, but found 
reality to be entirely against it.

  “It’s all about 
precedent in 
HR.”

– V.P. of H.R.

  “There’s no tolerance right 
now for different ways of 
working.”

 – V.P. of H.R.
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The protections and accommodations are often 
thin or nebulous enough that survivors are 
disincentivized to even speak of their multiplied 
challenges. But of course, survivors need their 
careers, and as they experience sometimes 
serious side effects, they need accommodations 
to succeed in their careers at times. 

So, many survivors suffer where they find it too 
risky to ask for such accommodation. And you 
don’t often receive something that you can’t ask 
for.

  “I’m coming to terms with the fact that I can’t 
work as much as I used to before cancer, and I 
have to find ways to work around it. In my life, 
work is the hardest part. How do I manage both 
work and my health? My colleagues don’t feel that 
I’m as engaged as they want me to be.”

And as survivors try to get by without 
accommodation, we heard multiple stories 
of those who were fired for failing to hit an 
impossible standard that should have been 
workable. It’s a pernicious cycle fed by an 
inability to openly negotiate the strictures and 
quirks of the American employment landscape.

“(n.b. All quotes, unless otherwise attributed, are from 
survivors that we interviewed.)”



04 Family, Friends, 
Communities: the 
good, the disappeared, 
the faded

Next, from parents, spouses and siblings to colleagues, sports 
buddies and communities of faith, we wondered if close 
relationships with family and friends fared better than hospitals 
and workplaces as sources of needed support after treatment.

We worked with family, friends, social workers and survivors 
to understand what successful support and pain points looked 
like there.

We were surprised to find that what survivors described as 
support that had a positive impact on them seems easy and 
simple to provide. The bar for effective support is generally as 
low as a text or call from time to time, just to let them know 
you’re thinking of them. Maybe the chance to rant or laugh or 
find distraction for a while without penalty or expectation. 

This seemed to us like a phenomenally low-hanging fruit. 
How often is it happening, and how easy is it to foster where 
absent?

For anyone interested in ‘health-related quality of life,’12 
this is an important question to ask.  Research shows this 
kind of social connectedness and support to be a profound 
determinant of health outcomes – even of mortality – for 
anyone, not just the ill. 13

Yet survivors are often getting and keeping this support less 
than when they were well, not more. Every survivor we talked 
to could tell us of once-close friends and family members 
who were no longer a part of their lives after treatment; they 
‘disappeared’ during their cancer treatment. Every subsequent 
person informed becomes more and more, to many survivors, 
a risk in an exceedingly vulnerable moment: how will this 
person react? Will survivors be made responsible for their 
reaction?

  “Prayers, phone calls, texts, 
someone cooking, family 
members showing up with me 
to my chemo sessions…” 

  “Imagine sitting there by 
yourself for months at a time, 
constantly being let down.”

– physycian’s assistant

  “When you tell somebody 
[about your cancer], 
you become a little bit 
responsible. Because they 
can’t do nothing. I lost some 
friends who knew and didn’t 
do anything.”
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Almost to a person, the survivors we talked 
with, individually and in groups, demurred firmly 
when asked to explore why that may have 
happened. The ‘disappeared’ had often been 
close relationships at the time of diagnosis, but 
survivors told us that they were later considered 
‘not real’ friends, given the distance that 
emerged during treatment when those friends 
or family failed to ‘show up’ for them. And even 
if they were loathe to explore root causes in 
detail, each could give very detailed accounts 
of the ‘wrong’ things close relations may have 
said or done during treatment, to their emotional 
distress. They were frequently simple things 
that might in another context have proven 
dismissible. But almost nothing, in cancer, ends 
up simple.

  “Understanding has been difficult for my dad. 
He’s often said horrible things without realizing 
it (e.g. My 13-month hospitalization was a 
“vacation”). Sometimes, he points out that he 
didn’t want to have “these conversations” until 
I was older. I know he’s hurting, too, but it’s put 
major barriers in our relationship.” 

  “I think he’s doing his cancer wrong! If I had 
cancer, I’d do it different!”

– caregiver (spouse)

Their reluctance to speak of their ‘disappeared’ 
with us was joined by an inability to think of 
contexts under which they might be moved to 
re-engage these relationships once lost. In fact, 
when we tried to design activities that might 
provide low-risk processes to begin facilitate 
productive re-engagement with some of those 
in an attempt to bolster social support in 
survivorship, survivors adamantly objected to the 
idea of reengaging them, let alone initiating.

“(n.b. All quotes, unless otherwise attributed, are from 
survivors that we interviewed.)”



Among those relationships that didn’t disappear 
during treatment, many often still fade after 
treatment and into survivorship. Although we 
can’t speak conclusively or authoritatively on this 
point, we offer that our research might indicate 
a kind of emotional exhaustion in survivors’ 
social support communities. That point where 
treatment ends and patients hear they’re cured? 
With relief, family and friends take that as a sign 
that survivors won’t need further support.

And since survivors would rather get their lives 
back on track than risk being ‘the needy one’ 
forever, they struggle with how to correct the 
misperception. And they lose support while 
they do so. Survivors feel increasingly isolated, 
struggling with careers, loss of their healthcare 
team, and other traumatic elements. Losing their 
social support can be all the more crippling.

[n.b.: It was challenging to thoroughly explore with a survivor 
their relationships with people who have hurt them and then 
ask for the contact info to follow up. As such, we were limited 
in recruiting participants who were in these ‘disappeared’ or 
‘faded’ categories.]

  “So many times, the extended 
family is at the end of their 
rope [during and by the end of 
treatment], that the minute 
you’re ‘cured’, they move on.”

  “These psycho-social issues 
can be debilitating for people.”

 – social worker

“(n.b. All quotes, unless otherwise attributed, are from 
survivors that we interviewed.)”
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You had are Cancer.

Interwoven with these experiences is a persistent 
social stigma around cancer. We note, as others 
increasingly do, that this stigma isn’t as bad as it 
once was, yet other research shows that it’s still 
a powerful factor, particularly in many immigrant 
and minority communities where it may still 
profoundly inflect outcomes both for those 
who have or have had cancer, as well as those 
who will. Cancer mortality is still comparatively 
elevated in such communities, perhaps because 
the continued stigma depresses health-seeking 
behavior, lowering screening, and leading to 
poorer prognoses.

So let’s get specific about “stigma,” because it 
can be a wide-ranging term encompassing the 
experiences survivors have of how people act 
towards them without ever quite articulating why. 
If we were to imagine, based on our in depth 
interviews, what survivors heard behind those 
interactions, it might sound like this: Instead of 
getting treated as if you had cancer, people act 
a lot more as if you are cancer.  As if you were 
contagious. As if the anxiety and uncertainty 
involved is too great to be around someone who 
did.

05
Interwoven
with Stigma



Which is, ironically, not dissimilar to how it 
makes survivors feel too.

What stands out here is how similar these 
concerns are to those we heard survivors 
express about themselves. The anxiety and 
uncertainty that plagues and sometimes 
paralyzes survivors seems shared by others. 
But of course, survivors don’t have the same 
ability to simply put distance themselves and the 
source of that anxiety as workplaces, friends and 
family do. They can’t. The source is in their own 
bodies. It’s a profoundly intimate disadvantage.

Time can help, but doesn’t always. Many 
survivors are told that after five years cancer-free 
that their chance of a recurrence is the same 
as the general population. But that framework 
actually increases anxiety: their odds were 
average the first time too, and they got cancer 
nonetheless. Even odds mean they could get it 
again.

  “Stigma is having to deal with 
family at a moment they’re 
not prepared for.”

  “I feel the ball is dropped 
when it comes to your support 
network preparing you for life 
after cancer. They don’t tell 
you how much anxiety you 
will be facing and how their 
is no ‘back to normal’ for you 
anymore. Their is only a new 
normal that you must find and 
that is difficult to do.”

“(n.b. All quotes, unless otherwise attributed, are from 
survivors that we interviewed.)”
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That’s hospitals, workplaces, friends and family.

We found ourselves looking closely at each because, as 
we considered the systems at play when centering on 
survivors’ lives, they were consistently cited by survivors 
as significant elements of the cancer journey, even into 
survivorship. Indeed, survivors with whom we spoke 
couldn’t describe challenges in survivorship without 
including them.

In short, those three sub-systems form a survivor’s 
‘natural ecosystem’ in motion. We find that as survivors 
enter lifelong survivorship, they’re losing critical expert 
knowledge and monitoring, the confidence and guidance 
to effectively advocate in complex career conditions, and 
the invaluable social support to back their advances in 
the face of these challenges.

If this is where they feel losses, where do they make 
advances?

To recap...



We did find, however, a source of support that 
doesn’t withdraw or fade when survivors mention 
and struggle to manage their cancer: other 
survivors.

Survivors provide de-risked, well-informed, 
consistent support.

What’s so unique about survivors compared to 
hospitals, workplaces, family and friends?

Survivors’
FTW

  “Survivors will have very 
different cancers and 
experiences, but you just 
connect with them in a way you 
don’t with other people.”

“It’s best to talk to a survivor. I 
had friends, but they just didn’t 
get it.”

“(n.b. All quotes, unless otherwise attributed, are from 
survivors that we interviewed.)”



29

Helping is itself profoundly 
helpful. Survivors are feel 
compelled to be Good 
Samaritans in survivorship. 
They help each other, because 
they know broadly and 
consistently what survivorship 
is like, and how much of it is 
misunderstood. And helping 
others in their shared struggles 
helps survivors manage with 
their own ongoing anxiety as 
well. When providing social 
support, both the giver and 
the recipient experience 
the benefits of better social 
connectedness. 

We find here a compelling 
case that survivors can be 
uniquely available to offer 
guidance towards resources 
and encouragement to self-
advocate. The two most vital 
resources that evaporate or 
fracture are access to people 
who can promptly address 
concerns in survivorship as 
they emerge, and access to 
people who can provide the 
social support that builds 
self-efficacy, leading to 
improvement in overall health-
related quality of life.

Timely knowledge specific 
to survivors’ needs, and a 
community inclined to sustain 
social support.

Survivors bring knowledge 
and support that build 
self-efficacy. When 
together, survivors are often 
encouraging, informed, 
understanding, believing 
and nudge others towards 
productive action and 
outlooks without diminishing 
the challenges at present and 
along the way. Survivors are 
cancer autodidacts virtually 
unmatched among lay-people 
for breadth. Survivors trend 
resourceful - perhaps because 
survival seemed to demand it.

In short, it’s not so much 
that survivors fill one of the 
survivorship gaps. Rather, 
they show up as resources 
in addressing nearly every 
gap, either as ‘solutions’ 
themselves (think: sympathetic 
ears and understanding 
responses to rants that create 
relief) or as guides towards 
workable solutions, ready to 
offer ideas, experiences and 
suggestions to source what’s 
needed wherever possible.

Survivors are a big, 
trustworthy tribe. Survivors 
‘get it’, a phrase that the 
majority of survivors we 
worked with used at one point 
or another specifically to refer 
to other survivors in general. 
That precondition builds a lot 
of trust at the outset for people 
having a tougher time with 
trusting relationships where 
their cancer is concerned. 
The range of experience 
and challenges endemic to 
cancer, even in survivorship, 
is readily acknowledged and 
rarely rejected, minimized 
or narrowed with survivors. 
We found survivors to be 
consistently, surprisingly 
ready to meet another survivor 
wherever they were, even 
when specific experiences 
might differ widely, even when 
needs and challenges varied, 
even when cancer type and 
treatment history and other 
contextual information varied 
from one’s own.

“There’s that cathartic feeling 
of talking about it. It’s a sad 
feeling, but there’s that 
connectedness. ’You’re not 
gonna freak me out by talking 
about some crazy shit.’”

  “I like that you’re keeping it real. 
Whatever you’re feeling is totally 
valid! I wish you had more help.”
  - survivor to another survivor

  “I feel you. *hug*”
  - survivor to survivor

  “It’s selfish of me not to talk 
to more people, wasting all the 
lessons I’d learned.”

“(n.b. All quotes, unless otherwise attributed, are from 
survivors that we interviewed.)”



Support Groups: 
More of What Helps
So, if survivors are good, are more survivors...more 
good?

To answer that question, we worked with survivors 
who’d found support groups, survivors who’d 
formed support groups, and we partnered with 
Shareing and Careing– a breast cancer support 
non-profit formed by survivors in Queens, NY 24 
years ago. 

We were consistently amazed at and grateful for 
their openness and generosity to share their stories, 
experiences, and their work with us, allowing us 
in many cases to come back again and again over 
time to clarify and confirm our understanding, and 
to build and test prototypes to find interventions 
that worked across their range of experiences – 
and to learn if those measures were appropriate, 
possible or desirable.

“The support group felt like 
a community. It helped me 
feel part of things again.”

“(n.b. All quotes, unless otherwise attributed, are from 
survivors that we interviewed.)”
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1. Everyone, and everything, 
has a place. 

Support groups are validating 
communities where, when 
survivors speak of their 
experiences, all heads nod. 
Survivors groups welcome 
those stories – and believe 
them. This validates 
experiences and builds self-
advocacy in the face of the fear 
of disclosure that dominates 
other areas of their lives.

2.Cancer isn’t only one thing, 
so neither are we. 

That’s why it’s so helpful that 
survivors readily exchange 
enabling knowledge and 
support on a big range 
of challenges. And when 
assembling programming, 
a good support group will 
first survey what survivors’ 
challenges are, because 
challenges can change and 
surprise over time. Some 
support groups respond by 
trying to bring in experts related 
to emergent challenges.

3. Ad hoc mutual monitoring 
helps manage anxiety. 

Survivors are able to use the 
community they find in support 
groups to stand up their own 
ad hoc, mutual monitoring. It’s 
comforting, and effective, and 
helps build back what was lost 
when they finished treatment.

We found a few significant things happening in support groups.

“I understand where you are 
coming from. It is a natural 
feeling we all have.”
  - survivor to survivor   “There’s that cathartic feeling 

of talking about it. It’s a sad 
feeling, but there’s that 
connectedness. ’You’re not 
gonna freak me out by talking 
about some crazy shit.’”

  “You feel better when you have 
people looking at you.”



* We note, however, that even at this hyper-responsive community level, things don’t always work. 
We found a few common bottlenecks:

Resources: Even great 
organizations can’t do 
everything survivors might 
need. Particularly when they 
aim to serve both patients 
and survivors. And targeting 
only one is infeasible: patients 
can become survivors, and 
survivors sometimes become 
patients again.

Discovery: Community-level 
organizations often have to 
use a portion of their limited 
resources conducting non-
cancer-related events just to 
help raise awareness among 
potential cancer patients and 
the survivors who might need 
their support. Getting the 
word out and finding the ideal 
audience is hard.

Needs vs. Numbers: Although 
such organizations try to shift 
resources around survivor 
needs, holding a meeting that 
only one survivor attends can 
be discouraging for the survivor, 
even when the meeting is 
specific to their need. Topics 
often require a ‘coincidence 
of need’ among a group of 
sufficient size to be properly 
met in social support contexts 
without causing harm.
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* Survivors are offering needed acceptance, information, and affirmation – all as flexibly and 
responsively as possible. That’s pretty good (to understate things a bit).

Access: Although many survivors are interested 
in connecting with other survivors for social 
support groups, travel and timing considerations 
are not infrequently cited as barriers, sometimes 
because of the inflexibility of lower wage jobs in 
particular or when households are single-parent.

Soft Entrances into Social: We also observed 
that some survivors are eager to connect with 
community groups that offer support groups, 
but only to work directly with the individuals 
and volunteers available for 1-on-1 meetings. 
Some of these survivors just aren’t ready for or 
interested in wider group settings. Some go on 
to become group attendees in time, whereas 
others never move to group meetings. Not 
everyone desires a group larger than two to 
achieve sufficient social support. Community 
organizations appear to have no objection to 
this, other than that it is resource-intensive to 
support survivors one-by-one.



A System with Survivors 
in the Center
In sum, we believe that the system survivors need in their lives to 
thrive in survivorship would look like this:

Social support, characterized by

- survivor-to-survivor centrism,
- safety to share stories essential to self-
advocacy and self-efficacy,
- and mutual validation that builds on actual 
experiences.

Responsive guidance that’s

- timely, trusted, and adaptive to the wide array 
of interrelated experiences in cancer’s after-
effects,
- acknowledges the experiences of survivors as 
essential to understanding needed support,
- and gives direction and empowers progress.
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Otherwise 
of note:
Is it the Information or the Timing?

Newer, much-lauded frameworks of “the right 
information at the right time” are doomed to 
disappoint if it turns out that, as our research 
suggests, the right time for certain best-in-class 
services may be after patients have already 
been transitioned away from clinics. Real 
commitments to delivering patient-centered care 
may require healthcare providers to begin to 
think more flexibly about the timelines over which 
that care is delivered.

The Meaning of “Survivor”
An excerpt from “Cancer Survivorship: Why 
Labels Matter” in The Journal of Clinical 
Oncology14

 “The term ‘someone who has had cancer’ 
engenders a view of the disease as something 
a person either has in the present or had in the 
past. Although some people may experience 
cancer in such terms, for others this label is likely 
to have similarly constraining effects, making 
invisible the ongoing presence of cancer in the 
lives of many of those who had the disease. […] 
The complexity of cancer treatment contrasts 
with that of a majority of chronic illnesses. The 
initial diagnosis of cancer is acute and yields 
a speedy response, in contrast to the typical 
response to a diagnosis of chronic illness, which 
generally emerges over time. Although this 
experience of acute and chronic episodes occurs 
in attenuated form in a number of diseases, 
cancer is unusual insofar as those successfully 
treated may be deemed cancer free—although 
not, for the most part, cured. Moreover, few other 
chronic diseases (apart from HIV/AIDS) evoke 
such strong fears about mortality.

  “Until we have a better framework for 
conceptualizing diseases such as cancer, these 
definitional issues are unlikely to be resolved. 
Indeed, they are likely to only become more 
salient in light of our aging population, with the 
numbers of cancer survivors estimated to reach 
18.1 million in the United States alone in 2020. 
However, in the meantime, it is important to 
recognize that words not only describe, but also 
construct, the phenomena under question.”

Cancer Survivor



What “Accessible” is for Survivors

In our research and prototypes, we found reason 
to consider ‘accessibility’ through an analagous 
framework to that presented by Mullainathan and 
Shafir in their book “Scarcity: Why Having Too 
Little Means So Much.”

Accounting for survivors’ states of mind and 
recent experiences when designing services 
and support might bring us to consider how 
not designing adequately for the variety of their 
challenges leads to a fragmentation of resources 
that disincentivizes making the effort to take 
them up, and depresses the self-efficacy more 
generally that those resources meant to bolster. 

Solutions should design for trust, connection, 
elasticity and the longer-term emergence of 
questions and challenges in survivorship.

  “Treatment was a bit of a blur. 
You were following some kind 
of path. An appointment. A 
milestone. You’re kind of living 
by these dates and treatments 
to help orient you.”

 “One thing that could be 
better is one central location 
for resources. It’s hard to find 
things.”

  “I consider nutrition to be the 
bare minimum. If there’s nothing 
for that, I don’t expect there to 
be anything for mental health.”

“(n.b. All quotes, unless otherwise attributed, are from 
survivors that we interviewed.)”
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The ‘Jury Duty’ Effect

We heard from one interviewee about a day 
during the treatment phase that they’d been 
called up for Jury Duty and chose not to delay. In 
the telling, the days spent having been selected 
were a relief. They went to court every morning, 
took a lunch break at the appointed time, went 
back to finish the day, and went home feeling a 
kind of accomplishment that seemed otherwise 
evasive during treatment. 

Early speculation in conversation with others in 
our DSI thesis group touched on whether in this 
space a kind of Snow Day experience was at 
play – the relief of a day off, an exceptional and 
distracting space in an otherwise demanding 
routine.

However, as we probed in subsequent interviews 
and prototypes, we began to believe that the 
Jury Duty Effect wasn’t as much about escaping 
life so much as reengaging purposeful activity 
that centered on the survivor’s ability to make 
their contribution instead of a ‘passive’ consumer 
of resources. 

A survivor’s life in treatment often revolves 
around simply showing up and fighting to endure 
treatment. But something like the Jury Duty story 
shows less that they need a holiday (although 
we’re sure that many need that as well), but 
rather that they need a chance to engage in 
purposeful, productive activities that restore a 
sense of agency and self-efficacy outside the 
overwhelmingly passive experience of being 
defined as cancer patients. 

If it has a clear positive effect on others, all the 
better.

“It felt like I 
could actually 
create 
something 
good 
in the world.”

“(n.b. All quotes, unless otherwise attributed, are from 
survivors that we interviewed.)”



What Leaders Recommend, but Survivors Don’t

Interestingly, we found that there were high-profile, 
sometimes well-funded support organizations with 
national or even international reach that offer group 
sessions which survivors tended not to recommend 
nearly as frequently as we found that health 
professionals themselves (in both physical and mental 
health) did. 

Some survivors found that these meetings felt expert-
led, programmatic or impersonal. They didn’t feel 
enabled to respond conversationally to presentations. 
They felt the meetings were optimized for absorption 
of information, but not optimized for connection and 
information exchange. It was presentational, but not 
conversational.

It was, in short, like being back with a hospital 
specialist: having myriad needs that they feel nervous 
about shoehorning into a narrow context.

While survivors frequently lack and eagerly seek out 
access to specialist insight and guidance, they dislike 
doing so in non-survivor-centric, which is to say ways 
where they doubt they’ll come away feeling heard. 
Understanding this, we recalled stories we heard 
of survivors during treatment feeling frustrated with 
similarly impersonal, sometimes-rushed interactions 
with treatment staff such as doctors that led them 
to adopt “let’s just get out of here and figure it out 
for ourselves at home” outlooks. They would sense 
when access offered wasn’t meaningful, invested and 
responsive. As such, it wasn’t, to them, access at all.

This is important to note, because otherwise these 
seminar-style offerings that are already available 
might seem to be tidy solutions to survivors’ problems 
instead of rather introductory elements of what should 
extend into longer-term experiences.

  “It’s like going to a doctor’s 
office. ‘This is the way it’s 
done, and we do not deviate 
from it.’”

  “Why can you only put in 
one cancer? I wanna talk 
about both my cancers 
and other symptoms and 
complications.”

“(n.b. All quotes, unless otherwise attributed, are from 
survivors that we interviewed.)”
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Is Online Any Good?

Not every online solution solves more problems 
than it creates, of course. This became 
particularly salient for us as we explored use of 
the Facebook API for sign-ins, account creation 
and use of friends lists – around the same time 
that the Cambridge Analytica scandal broke. 

So we’re tried to take a step back when 
considering the potential to deliver an ‘online 
solution’ at all.

So, why go online? Well, we find that survivors 
are often going there anyways, starting 
during treatment. We live in the WebMD era 
of consumerist healthcare. Our research 
suggest that some survivors looked to learn as 
much as they could  online to better support 
their own care decisions. They tried to bring 
educated questions and approach their options 
collaboratively with their treatment team. 

For others, online resources are their last redoubt 
after disappointing appointments – the place 
one figures things out after a dissatisfying 
appointment is done. This is particularly true 
for patients who aren’t fortunate enough to 
find attentive, patient-centered care teams in 
treatment. 

One caregiver told us, “[My spouse] wanted it 
to be like, ‘Give me the real facts.’ And [doctors] 
don’t wanna do that. It can be like talking to a 
politician. Sometimes it’s just like, ‘Let’s get the 
hell out of here, and we’ll figure out the questions 
later.”

  “Every day in my Facebook 
feed I’m seeing about 
cancer, and it can be 
hard…”

  “My dad told me, ‘Don’t post 
anything.’”
 – caregiver

Into survivorship, online communities on 
platforms like Facebook become essential 
resources to many survivors. But those outlets 
have overlap that can make survivors feel they’re 
sacrificing one social resource for another.  We 
spoke with survivors who found themselves 
having to choose when their normative 
participation in Facebook knocks up against 
the potential for a stream of cancer posts to 
overwhelm newsfeeds that they might otherwise 
need for more trivial social media use.

Moreover, as we mentioned before, many 
survivors don’t want their lives further interrupted 
or their narratives spun increasingly out of 
their control by knowledge of their diagnosis 
spreading via social media. This is particularly 
true for those getting counsel to avoid 
disclosure. However, social media provides for 
many survivors an easy, effective tool to activate 
one’s social support network around needs 
relating to cancer. Cutting off this means of 
accessing support can increase isolation.
 
Finally, we also found evidence both in our 
research as well as peer-reviewed publications 
that anonymity is not always required for 
social support in stigmatized health-related 
online conversations, and that a wide range of 
impactful support often comes to people able to 
use those online fora to connect with others who 
share and understand their challenges.15

  “What made [going through 
treatment] easier is doing the 
research. You’re fighting!”

“(n.b. All quotes, unless otherwise attributed, are from 
survivors that we interviewed.)”



Prototyping
Starting in late November, we undertook design of a series of prototypes to begin to test findings 
and move towards potential solutions.

Concept

The Fuck Cancer Party prototype was 
presented to a focus group session of survivors 
in a storyboard layout (the same session as 
storyboards for the ‘Career Wellness Program’ 
and ‘Survivor Storylabs’).

We envisioned the parties being thrown by 
or for a survivor on the occasion of the end 
of treatment. The kits could be modular, with 
activities, games, decorations and ‘party favors’ 
organized so that survivors and caregivers could 
identify the thematic elements that corresponded 
to the survivor’s cancer experience, both to 
sensitize the attendees as well as to help 
catalyze less fraught discussion around topics 
important to successful survivorship. Additionally, 
we believed that Fuck Cancer Parties could be 
useful in galvanizing support around survivors so 
that social support wouldn’t so frequently see a 
precipitous drop in quantity and quality as they 
begin to ‘get back to’ their lives.

We got the idea from a similar event put on by 
a caregiver we interviewed whose purpose was 
getting friends and family to understand that their 
partner “wasn’t radioactive.” Both the caregiver 
and the survivor felt that the event helped 
normalize the relationships somewhat after the 
trauma and tension of treatment.

F#&% Cancer Parties
Learning

Most survivors were tepid towards this concept. 
We heard things like, “I just wanted to get away 
after treatment, not have a party with everyone,” 
or “It might have been nice if someone else 
had thrown one for me,” or even as simple as “I 
didn’t need a party.” We understood that it could 
have been that we didn’t properly communicate 
the concept, or also likely, the survivors we 
asked just weren’t interested in this.

There may still, based on other stories we 
heard, be an opportunity for other members of 
a survivor’s social support network to throw a 
party from which a survivor would benefit. But 
we understood two critical oversights we’d 
made: 1) virtually no one wants to throw their 
own party, and 2) the immediate benefits we 
were imagining might more accurately accrue 
to those around the survivor as information, 
exposure, and normalization of the survivor’s 
cancer experience, while subjecting the survivor 
to a kind of ogling at a weird, cancer-themed 
party ostensibly celebrating them.

Notably, a number of social workers each 
thought the idea could still be valuable, mostly 
in the potential to productively address shifts in 
life-stage, or honor and acknowledge the new 
experiences. One even told us they were thinking 
of writing something up for publication about the 
idea of the lack of life-transition ceremonies for 
survivors transitioning after treatment.
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21

After treatment... Caregiver plans a ‘F#&% Cancer’ party for the 
survivor

3

Caregivers choose the kind of party kit they appro-
priate to the environment they 
are setting in. The party kits can also be used by 
survivors to throw a party

4

Available in editions appropriate for both 
active treatment and survivorship, 
and to friends & family, workplaces looking to 
support colleagues,or broader 
community such as houses of worship

5
Thoughts/ Suggestions or 
Feedback

Cancer parties can be used for probing in mean-
ingful and guided conversations 
with survivors and their community of family and 
friends



Career Wellness Program

Concept

The Career Wellness programs were meant to 
address challenges we heard around re-starting 
careers that were interrupted by treatment. We 
understood from survivors we interviewed and 
the important work of organizations like Cancer 
& Careers that, at a minimum, the resulting 
employment gap and, for some, the associated 
explanation could make it more difficult to get a 
job.

Moreover, as we probed the ‘Jury Duty’ Effect 
(described elsewhere in this paper), we noted 
that survivors (and patients) were describing 
benefits through purpose and creating locus 
of control, not just a mere distraction. Indeed, 
many survivors reacted negatively to the idea 
of ‘distractions’ during treatment, feeling that a 
sense of focus was valuable.

For these reasons, we proposed to many 
survivors a Career Wellness Program that 
could be made available during treatment, 
developed specifically to set them up for more 
successful survivorship as related to their 
career development. As such, it could involve 
learning new skills such as coding, attending 
workshops on tips, tricks and techniques to 
manage their productivity while they recovered 
from or acclimated to some of their disabling 
side effects, as well as interview and resume 
coaching.

Learning

The Career Wellness programs were meant to 
address challenges we heard around re-starting 
careers that were interrupted by treatment. We 
understood from survivors we interviewed and 
the important work of organizations like Cancer 
& Careers that, at a minimum, the resulting 
employment gap and, for some, the associated 
explanation could make it more difficult to get a 
job.

Moreover, as we probed the ‘Jury Duty’ Effect 
(described elsewhere in this paper), we noted 
that survivors (and patients) were describing 
benefits through purpose and creating locus 
of control, not just a mere distraction. Indeed, 
many survivors reacted negatively to the idea 
of ‘distractions’ during treatment, feeling that a 
sense of focus was valuable.

For these reasons, we proposed to many 
survivors a Career Wellness Program that 
could be made available during treatment, 
developed specifically to set them up for more 
successful survivorship as related to their 
career development. As such, it could involve 
learning new skills such as coding, attending 
workshops on tips, tricks and techniques to 
manage their productivity while they recovered 
from or acclimated to some of their disabling 
side effects, as well as interview and resume 
coaching.
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1

During treatment, when there is no work, taking time off 
for other activities while at the hospital/ home

2

One of those activities can be Career Wellness program.
Consists of role playing, scenario planning, workshops 
and interview techniques

3

Online education access, Language Ed, Coding courses, 
Certificate Courses

4

Seminars on Career topics, Productivity Aids, Practical 
tools and techniques

5

Resume’ Help

Thoughts/ Suggestions or 
Feedback



Survivor Storylabs

Concept

We conceived of Survivor Storylabs as being a 
media lab built expressly for survivors during 
treatment to facilitate storytelling around their 
cancer experience to preserve it, to process it, to 
share it, or to build familiarity with it that would 
could well-serve the survivor as they would be 
soon out of treatment and often in need of self-
advocacy and attendent comfort with their story.

There would be a variety of media production 
tools available for use, including video, audio, 
fine arts and writing, as well as supportive, 
facilitative activities to help people get started in 
framing their experiences narratively.

Learning

Beyond the above reasons to decline the 
invitations to prototype in treatment areas, the 
Storylabs seemed frequently to come off as 
being about recording stories for those likely 
to pass away from their cancer – a kind of in 
memoriam in progress. In fact, the well-known 
StoryCorps organization itself had undertaken a 
similar program in partnership with MSKCC and 
others to do exactly that. 

This, of course, would have dramatically shifted 
not only our locus of intervention, but our target 
population.

Feedback showed that these activities, 
particularly during treatment, sometimes felt to 
survivors like they carried a pallor of impeding 
mortality. 

A bright note, however: in testing the concept, 
a survivor told us of how they’d felt increasingly 
guilty hearing their caregiver partner over and 
over again on the phone having to provide 
friends and family with successive updates 
after each appointment, treatment and test. To 
save the caregiver time, sanity, and stress, the 
survivor began to write the updates himself in 
a regular blog. He told us that the process of 
recording his experiences in the blog at first was 
about capturing details for updates, but they 
soon began also to include his thoughts and 
feelings about what was happening, and finally 
a realization that he actually found the blogging 
helpful and therapeutic – a space to process and 
validate what was happening to him, as it was 
happening, and work out what it meant to him.
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1 2

During treatment, when there is no work, taking time off 
for other activities while at the hospital/ home

Looking at the light touch curriculum.The curriculum is 
structured to facilitate reflection on and expression of 
patients’ unanswered questions, concerns, stressors and 
expectations.

3

Patient takes the opportunity to creatively document their 
treatment journeys 
guided by the .curriculum from shortly after diagnosis to 
the end of treatment

4

Survivors reflect on their treatment journeys.

5

Thoughts/ Suggestions or Feedback

Survivors communicate their journey  better to those 
around them, as well as,
tell their stories in survivorship.



Social Support Proximity Maps

Concept

Following on our first few prototypes, we became curious 
to define more precisely what successful support looked 
like for survivors as they reflected on their experiences with 
social support, from diagnosis up to the present.

The Map prototypes were an activity wherein we drew a 
series of concentric circles in one-on-one interviews with 
survivors and sketched a figure to represent them in the 
center. We titled it “A Map of People Important to You: 
by Amount, Value, or Frequency of Support,” and invited 
the survivors to begin to name people they remember as 
having been significant in any during their time of treatment 
and survivorship, with proximity to their center translating 
to relative nearness. Survivors needed little prompting to 
being naming names. 

As names began to accumulate, we asked about people 
who were not on the map but might have been before 
treatment, and people who were on the map, but whose 
position had changed in some way over time. Here we 
began to naturally hear of people who’d been trusted 

friends or family before who were no longer close, who 
were held at a distance, or with whom the survivors 
wanted nothing at all to do. One survivor physically moved 
the card with the name of one of those people off the map 
and to the far, far end of a very long conference table.

We then took time to ask questions about what the 
reasons and stories were. Frequently people who’d 
become closer were described in specific, and admiring, 
terms. Meanwhile, people whose position had shifted 
negatively, however, were vaguely described as having 
faded or disappeared or met with a shoulder shrug and no 
other response.



47

Learning

This activity is where we discovered that survivors found 
great value even in very simple, seemingly undemanding 
forms of support: as little as the occasional call or text 
(although of course others went so far as to move in as 
a caregiver or perhaps make it appoint to cook meals 
or accompany the survivor to appointments). Survivors 
could, of course, point out those who’d shouldered a 
bigger burden to support, but they were consistently 
understanding and appreciative towards those who did 
less but still something.

But those who were the ‘faded’ or ‘disappeared’ – the state 
of confusion we had as to why they hadn’t managed to 
meet even that very low bar for support seemed to be the 
same state that also brought deep pain to the survivor. We 
never got enough information on these particularly painful 
relationships to form a theory of causation, or even a story 
of how it happened. We sensed we were having negative 
effects on survivors by asking them to speak about it, and 
at least one became quite emotional. 

(One such interview was conducted with a social worker 
present, and the social worker expressed some concern 
that if those questions had continued, it might have risked 
re-traumatizing the survivor.)



An Interview Activity

Concept

We created the survivor interview activity for a couple of reasons. We 
were curious if we could help reinforce connections between survivors 
and people who would have ranked near the middle of the above 
Proximity Maps – that is to say friends or family who are considered 
supportive, but might be more likely to ‘fade’ from the survivor’s life 
after treatment, a moment when the survivor still very much needed 
continued social support. Additionally, the activity could deliver 
artifacts of relationships we were interested to understand but had 
found difficulty capturing in research. 

The activity entailed a kind of StoryCorps-esque interaction wherein 
the survivor would choose someone in their life to be their interviewer, 
ideally someone who the survivor trusted but who might not have 
been so near the survivor’s treatment experience to already have 
familiarity with what it was really like for the survivor. 

We began by delivering a small welcome/project packet to a survivor 
that included an introduction to the idea in warm, enthusiastic 
language. The survivor would be instructed to fill in the questionnaire 
prompts included in the packet (questions we developed based on our 
research and interviews, leaving blanks in the questions where details 
go), making the questionnaire more specific and relevant to their 
own experiences. They would give this questionnaire to their chosen 
interviewer, along with the interviewer guide we also developed and 
included. The interviewer section included their own introduction to 
what they’d been asked to do, a brief orientation to typical struggles 
in survivorship, tips on interviewing with links to resources, and a few 
points on ‘active listening’ techniques.

In the guide, we suggested that the participants record the audio of 
the ‘interview’ and share it with us. We also noted that it was entirely 
acceptable to keep the audio for themselves, or decline to record at 
all. Our hope was that we might get primary source material on these 
potentially important, supportive relationships to better understand 
the nature and quality of those interactions as those intimate 
conversations advance.
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Learning

The interview activity provoked anxiety in 
survivors such that they declined to do it, and 
we chose not press them to do so. One survivor 
interpreted the activity as having directed them 
to conduct the interview with someone in their 
life who’d ‘disappeared’ and let them down 
during treatment, and reacted with distress.

We understood that for some survivors, such an 
activity, as we built it, may be too emotionally/
experientially loaded to feel safe. We were 
perhaps coming at the space too directly. But 
regardless, we felt we were seeing evidence that 
cancer makes even seemingly simple things feel 
risky.

We did, however, later hear that in response to 
the activity and the conversation afterwards, 
one survivor went to a friend who’d been very 
supportive during treatment but with whom 
things had begun to feel strained in survivorship. 
The survivor told the friend that they recognized 
that they’d been very needy during treatment, 
and were grateful for the friend’s support, but 
that they wanted to assure the friend they weren’t 
in as fragile a place anymore and didn’t want 
the friend to feel the survivor would need similar 
levels of emotional support.

We understood the conversation to have 
been about the survivor needing to open 
acknowledgement that the treatment experience 
had an impact on both the survivor and the 
friend, and to set new expectations of a shift 
towards recovery and wanting to return to 
the kind of burden-sharing more normal in a 
friendship.



Platform IRL

Concept

We wanted to test a number of nascent ideas 
and assumptions about what headway (which 
didn’t have a name at the time) could be, and 
how survivors would interact with it. Would 
prompts based on prior interviews and research 
be enough to coax survivors into storytelling 
experiences? How much would survivors share? 
Would they share with strangers? Would they 
respond to positive, negative and/or neutral 
posts? How would the age or life-stage of 
the original poster versus the respondent 
factor? Would those interactions feel like social 
connections to survivors? What kind of effect 
would these events or non-events have?

We created low-fidelity paper versions of a post/
newsfeeds environment. We pre-populated the 
worksheets with real statements from other 
survivors: some from our interviews, some from 
posts we found on other message boards on the 
sites of existing support organizations. We added 
options for each blank post box where a survivor 
could note the level of visibility they wanted the 
post to have: Survivor-to-Survivor, Survivor + 
Experts, or Anyone. We gave a brief description 
of the activity, asking them to imagine the rough 
contours of a platform built for survivors, a little 
in the way Facebook is built more or less for 
anyone. They were then invited to make their 
own posts, either based on things they were 
experiencing at that time or on impactful things 
that occurred earlier in their survivorship journey. 
They were then invited to read the sample posts 
which had usernames and ages attached, and 
write a response in the post box below it if they 
wanted.

Learning

The interview activity provoked anxiety in 
survivors such that they declined to do it, and 
we chose not press them to do so. One survivor 
interpreted the activity as having directed them 
to conduct the interview with someone in their 
life who’d ‘disappeared’ and let them down 
during treatment, and reacted with distress.

We understood that for some survivors, such an 
activity, as we built it, may be too emotionally/
experientially loaded to feel safe. We were 
perhaps coming at the space too directly. But 
regardless, we felt we were seeing evidence that 
cancer makes even seemingly simple things feel 
risky.

We did, however, later hear that in response to 
the activity and the conversation afterwards, 
one survivor went to a friend who’d been very 
supportive during treatment but with whom 
things had begun to feel strained in survivorship. 
The survivor told the friend that they recognized 
that they’d been very needy during treatment, 
and were grateful for the friend’s support, but 
that they wanted to assure the friend they weren’t 
in as fragile a place anymore and didn’t want 
the friend to feel the survivor would need similar 
levels of emotional support.

We understood the conversation to have 
been about the survivor needing to open 
acknowledgement that the treatment experience 
had an impact on both the survivor and the 
friend, and to set new expectations of a shift 
towards recovery and wanting to return to 
the kind of burden-sharing more normal in a 
friendship.
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  “I feel like a ticking time bomb, waiting for this cancer 
to reappear. Even though I’m told I’m cancer free. Each 

blood test and mammogram after The Cancer was 
removed is still a frightening experience and tests are 
forever. Every little pain or discomfort, which usually 

lasts for a few hours or a day, makes you feel that The 
Cancer is coming back. It never leaves your mind.”

– [survivor post]

  “I also have this with my husband’s family, and a few 
so-called friends. The support is gone, and my situation 

is a thing of the PAST. Thank God, I could not be that way 
after my Cancer experience; I am more willing to listen 
to others and give advice if I can. For those who are not 
supportive, I’ve love to see how they act if they were in 

my shoes...”
– [survivor response]



Platform Online

Concept

Our next step was to move this paper-based 
interaction online. We did this by setting up a 
paid Typeform survey, loading in custom art and 
logic jumps, among other features. Our goal was 
to make it feel less like a survey and more like 
an interactive experience with the tone of voice, 
conversationality, and story + impact combo we 
observed in the paper prototyping stage. We 
wanted to see if the little bits of conversational 
interface would serve as a connective tissue that 
would lead to more people completing more 
sections instead of skipping ahead or bailing out.

We also rotated in some of the posts that we 
received from survivors who participated in the 
paper prototypes. We were curious if they too 
would get engagement just as the originals we’d 
provided. Would survivors continue to respond to 
other survivors posts? Would they engage with 
the variety of post types (rant, question, story, 
etc)? And given that the Typeform would offer 
even less identifying information about the author 
of the post, how much information about others 
do they need in order to be willing to engage?

In total, the Typeform had almost 30 steps to 
completion.

Learning

After designing the Typeform, we quickly sent it 
out to a few survivors we’d interviewed solo – 
one of whom we’d talked to twice, and the other 
two once each. Each of them completed the 
survey within 24 hours. When we sent it to them, 
we told them to feel free to send on to any others 
who they thought might be interested. Within 
about a day, we had another 17 responses, on 
top of the first three. Then we sent the link to 
SHAREing & CAREing, who sent it out to their 
email list. Within days of that, we had another 10 
responses, totaling 30 responses. 

The average completion time was 20 minutes. 
The majority of responses were via smartphone, 
followed by computer, followed by tablet. 26 
out of 30 expressed a desire to continue to 
stay engaged in future development, and half 
of respondents rated the experience 5 out of 
5 stars, with another quarter rating it 4 stars. 
Almost every respondent gave their name, email 
and phone number.

One survivor told us in an in-person follow up 
interview, “When I got the link, I’d just planned 
on hopping on to see what it looked like and 
answer one question. But you did such a good 
job, I ended up doing the whole thing! It just felt 
so good! Every part, it felt encouraging and like it 
knew me!”

We also heard, “This whole thing is a blessing to 
be able to vent without judgement and get some 
great advice.”

And, “I think that it’s helpful to be able to respond 
in this way. There needs to be ongoing support 
for YEARS.”

Taking in the response we received in this and 
the paper prototypes, we pivoted our design for 
headway.
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Introducing:
Headway
We designed headway to create sources of knowledge, social 
support and self-efficacy through connections with other 
survivors so that they’re better equipped to advocate for their 
needs and pursue their goals.

headway is a survivors’ guide to survivorship, created with a 
community of survivors and supportive experts.

We can’t make surviving cancer easy, but we think we can make 
accessing needed support in survivorship a little less hard.
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Beacons (declare timely 
concerns and questions to the 
community, and support those 
of others)

Guides (survivors and 
specialists create and share 
‘guides’ that Headway 
facilitates through prompts that 
surface experiences)

Caravans (connect survivors 
with offline support groups, 
or help them form their own 
groups when the right one isn’t 
available to them)

Headway includes three core functions that help survivors:



Let’s say you’re the survivor. You hear about 
headway through your nurse or social worker 
as you finish treatment, a patient navigator from 
a support organization, an HR representative 
in your workplace, or even another survivor. 
All of these people have told us they’d love to 
recommend headway.

So you download the app and get a quick tour of 
the features.

Discovery
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Survivorship can be unpredictable, with 
challenges that are, at times, urgent.

The first thing you find in headway help with this: 
Beacons. 

In moments you’re sad or frustrated and need 
space to rant, or you’re feeling stuck and need 
some perspective from people you can trust, you 
can pick a quick category and set a notice for 
support.

The alert you post shows up to headway’s 
community, who can respond with insight 
and affirmation seated in their own firsthand 
understanding.

Our tests showed survivors responding 
consistently with support that all agree was 
encouraging and helpful. It’s a light-touch, high-
impact interaction survivors want.

Beacons



Guides

Survivors can of course note their cancer(s), 
treatment(s), side effects, topics of interest, 
demographic info and other key elements of their 
journey that are specific to them, but that’s not 
what takes center stage in Headway.

Now, you come to Guides. 

As a survivor, your needs and challenges can 
be long term and complex and can feel hard to 
really communicate out of the context of your 
experiences.

headway, facilitates that communication for 
survivors by giving them an easy starting point 
for their story. With prompts based on real posts 
by other survivors, you can begin to build a 
‘guide’ to your life survivorship. And you can use 
that guide to connect with support and create 
support for others.

headway facilitates structure and meaning in 
sharing these stories by providing an array of 
prompts to which survivors can freely respond as 
they correspond to their experiences, building a 
guide to their survivorship.
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Guides

When you find a prompt that speaks to a 
challenge you share, you can explore the 
answers other headway survivors gave in their 
guides, and save the responses that help. Plus, 
headway includes a wide range of experts who 
volunteer time to address those same concerns, 
guided by the context survivors find important 
to real understanding. Headway experts are 
survivor-led, spending a few hours each month 
on the things that matter most to the most 
survivors. 

Survivors help each other not only to connect 
with support and advice, but to explore and build 
out the stories each has to aid others. And each 
survivor and expert’s responses become a part 
of their own guide to the challenges, experiences 
and advice specific to survivorship.



Caravans

Finally, you arrive at Caravans, the third way 
survivors move forward together with headway.

You don’t want a life in survivorship that only 
works online. So you use the Caravan search to 
find a support group near you.

We seek to assemble, in partnership with 
cancer centers and community organizations, a 
database, searchable by topic and geographic 
location, of existing support groups and 
community organizations where survivors can 
continue to ‘make headway’ offline and ‘in real 
life’. 

You can check the locations, group types and 
times. But if you don’t find one that works for 
you, you can quickly set a new group location. 
Create the new group so that other survivors 
looking can find and join in on. When the 
minimum number that you set is met, survivors 
are notified and connected to each other!

You can find and create new sources of local 
support without fear of showing up to an empty 
room.

With Headway’s Caravans can find and create 
new sources of local support to move forward 
with, without fear of showing up to an empty 
room.
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Alongside the myriad benefits that connecting 
and sharing with other survivors brings, our 
research and user tests demonstrate a demand 
for the opportunities to get guidance from and 
ask questions of a range of specialists relevant 
to the specific needs and concerns of survivors, 
as needs arise. Survivors say they would benefit 
from a low-touch interaction on the order of 
general guidance.

Subjects that survivors have asked be available 
include physical therapy and exercise, fertility 
and sexual health, communication with family 
and friends, financial planning and billing, 
nutrition, human resources and employment 
law, counseling and psychiatry, and other 
items indicating the holistic breadth of cancer’s 
impacts. We already have interest from a number 
of these subject matter experts to participate, 
and we are seeking others to expand our 
offering, in close consultation with the three to 
four dozen survivors currently participating in our 
tests.

Survivors, therapists and social workers in the 
community confirm that the range here is what 
is specific to survivors’ needs, rather than a 
single subject for expert attention. Following 
the end of treatment, one of survivors’ most 
persistent challenges is the piecemeal nature of 
their care and access to resources. By making 
the network diverse, yet easy to explore, it can 
be highly responsive to one of the most daunting 
barriers they face: the unexpectedly variegated 
and unpredictable nature of their obstacles 
to seeking success in lives and careers. The 
impact of such opportunities seems particularly 
pronounced as they report their paralyzing 
anxiety is dissipated by quick consultations with 
trustworthy advisors in survivor-centric contexts.

Why Experts are 
headway participants?



What makes headway
different:

- more purposeful than journaling alone by 
making sure your stories add up to something 
that helps you, and others like you.
- It’s less ephemeral than using social media, 
making sure your important experiences don’t 
just get pushed down a news feed.
- Where you look at Instagram to get lost, you 
look at headway to feel more found.
- It’s more alive than a ‘how-to’, more interactive 
than an FAQ.
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PILOTING headway:
Our Headway prototypes (above, Platform 
Online & Platform IRL) were developed to see if 
survivors would write their own posts, respond 
to the posts of others, and identify interests, 
challenges and needs as we expected.

Making ourselves the ‘invisible backend’ of 
the network, we were able to facilitate some 
of the basic functions of the platform and elicit 
feedback on the experiences. This process 
corrected our early assumptions that we were 
working towards a kind of Facebook-meets-
Reddit-meets-Meetup. We captured comments 
from users at both stages of prototyping, as well 
as followed up again in person with the original 
group of survivors from the paper prototype, a 
few of whom had gone on to join to the online 
cohort as well.



These are some of the responses we recorded:

- “It covers a lot of areas that are really core. It 
covers the spectrum of the experience.”
- “This is the core of what everybody needs.”
- “You really got to the root of it.”
- “Support is really hard, and you brought out 
that connection and encouragement.”
- “It’s the therapy. When I joined this support 
group, I thought to myself, ‘Maybe I’ll be here for 
a year.’ And now it’s been 13 years. Being with 
other survivors is therapy for us.”
- “It lets you ‘slide’ the way you would in a 
conversation.”
- “It’s more conversational than other things. This 
isn’t just one statement that risks sending you 
into a depression if it’s the wrong thing.”
- “Breaking the topics down like this is good.”
- “It’s all positive, through the whole thing, unlike 
the other things I find online.”
- “I love the Beacons idea. I want ‘light’ like that.”
- “It would even help to just be told ‘you need to 
talk to your oncologist.’”
- “I think it’ll work. I go to [the cancer clinic] and 
all I see is magazines…”
- “When I was finishing treatment, I was excited, 
but I was scared. I was leaving my safe haven. 
So you need this then.”

- On things that organize survivors (and support) 
primarily by cancer type: “Some people are 
doing that already, and it’s not working. I know 
someone in the group who had a totally different 
cancer than the others, and she totally fits in.”
- “You have taken three people who normally 
wouldn’t use something like this who now say 
that they would.”
- “You guys gave them the opposite of cancer. 
You put them in a mysterious situation, but it 
was a healing one. All they really want is, ‘Let’s 
be lost together.’”
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The Expert Incentive
So what does headway do for some of the other groups 
we’ve mentioned who are important to survivorship?

Healthcare systems:

- headway provides healthcare 
systems concerned about the 
success of their survivors a 
‘market intelligence’ on survivor 
experiences, challenges and 
untapped opportunities to 
thrive, while facilitating the 
input of key staff at low-
impact intervals to create 
outsized positive impact on 
the questions that are key to 
survivors’ health-related quality 
of life.

Employers:

- headway is a free resource 
employers can offer to 
employees. Many in HR wish 
they could offer more in the 
way of support. headway is a 
start to creating the guidance 
survivors need to navigate 
workplaces when disclosure 
feels risky. And we’ve found 
that the broader HR community 
is interested in making the 
guidance found on something 
like headway more useful to 
struggling survivors.

Community Support Orgs:

- By using headway, 
organizations like our partners 
at SHAREing & CAREing get 
help more easily finding and 
being found by the survivors 
who need their support, and 
insights on survivors’ needs 
and demands to help them 
apply their limited resources 
to high-impact areas. Without 
an abundance of time and 
personnel, every efficiency or 
extra bit of insight at those 
local levels creates capacity for 
additional support to survivors 
and patients who need it.



COMPETITIVE 
ANALYSIS

We’ve also conducted a competitive analysis of over a dozen other 
existing services, finding that most aren’t doing anything like Headway, 
and that those closest to our offering had something of a goldilocks 
problem, from the viewpoint of our research findings: too much of one 
thing, or too little of another, and missing some key elements that keep 
them from serving survivors more effectively.

However, we don’t seek to make something in competition with others. 
We took as a very positive sign that some are ‘in the neighborhood’ of 
our solution, sharing our survivor-centric principles, and we reached out 
to those who were coming nearest. We’re now in conversations with a 
number of them to share our research and findings, as well as our design 
for Headway!

We are exploring partnerships around the potential to build the features 
we’re designing into their existing apps to better serve those in 
survivorship.
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ENABLING & 
FUNNELING to 
OFFLINE SUPPORT

We wondered also if a community-level organization, such as the one we’ve most 
closely partnered with, would find this useful, see it as a nuisance, redundant, or 
even harmful.

Our partners brainstormed with us, and together we found it could help them in four 
ways:

- We learned it could help them fill gaps where their resources for referral and 
support run thin.
- It could help them offer only the services survivors want, and make sure they 
don’t show up to an empty room.
- It could help them continue to evolve according the emerging needs and 
opportunities in Survivorship by watching the pulse of the broader community on 
Headway.
- And perhaps most fundamentally, the network could help survivors discover 
grassroots organizations, who rarely have the expertise or resources to invest in 
finding new potential beneficiaries.



Encouragement 
Kiosks in Treatment 
Centers…

Towards the conclusion of our thesis project 
development, as we designed for funnels into 
support groups and community organizations, 
we began to reflect more broadly on offline, 
place-based integrations of the headway model.

We asked ourselves where people might find 
headway, in what locations or contexts they 
might be curious, have time, experience a need 
headway would meet; which or if any element of 
headway’s present trifold service model would 
raise interest and be of use; how they would 
feed into that system, how they would receive 
back out of it, and whether it would require user 
account creation on platform for even micro-
interactions.

Our idea is the Encouragement Kiosk (working 
title). Kiosks could be placed in waiting rooms, 
infusion areas, and other places in clinics and 
hospitals where cancer patients tend to have 
to linger for passive treatment or while waiting 
for the next event. Kiosks can be branded 
warmly, positively, welcomingly, offering helping 
thoughts and words and a place to reach out 
for quick connections with other survivors who 
understand. In essence, at the kiosk, users can 
access Beacons.

Users get access to the Beacon functionality of 
headway. They are prompted to identify what 
kind of message they’re making (e.g. this is a 
rant, this is a question, this is encouragement, 
this is a need, this is confusion, this is a fear), 
write it, and then enter an email address or 
phone number to receive responses that 
survivors send. 

In the confirmation email/text, they’re also 
given a link to the headway app in case they 
want to explore the full service. And each 
time a headway user responds to their post in 
Beacons, the user gets a text or email with the 
response!

They can also browse some of the recent 
Beacons others have posted. To respond, they’ll 
be encouraged to get the app and join the 
community.

This increases the impact online users can 
make by extending the reach of Beacons into 
important spaces in the cancer experience, 
catching survivors in contexts where this kind of 
outreach is timely, and novel. We think this is an 
exciting element of participation in Beacons.

The Kiosks also generate awareness of 
headway in a practical, useful, participatory way. 
People can quickly experience not just the value 
proposition but the community that makes it a 
reality.
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A visual representation of Encouragement Kiosks
at Healthcare centers
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Monitoring &
Evaluation
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THE WAY 
FORWARD
Wrapping up, we have three next steps.

First, we’re carrying forward our user testing by 
expanding from survivor-to-survivor interaction 
and involving the experts. We want to see if the 
experts respond to anything, what they say, and 
whether survivors find value in it. We’re also 
interested in if the institutions with which those 
experts are affiliated find the network to be a 
source of market intelligence for better serving 
cancer survivors.

Second, we’re polishing our designs and looking 
forward to user testing the platform at higher 
fidelity.

Third, we’re continuing to talk with our partners 
to pursue opportunities to implement the 
network as part of the great efforts they’re 
already making.
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