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Only about 1 in 4 patients with sickle cell

disease receive the standard of care

described in current guidelines, and many

studies have shown that patients do not

receive treatment for their pain as soon as, 

While metro Detroit lacks a comprehensive

adult sickle cell center, the city's geographic

size presents its own barrier to access for

many patients. Detroit's land mass is nearly

three times the size of San Francisco and

Boston, and six times the size of Manhattan.

Yet unlike each of these cities, Detroit's

southeast Michigan region has no regional

transportation system and city/suburban

transit (bus only) is often spotty, particularly in

cold months.

This means that a person with sickle cell

living in Detroit may have to travel 3-6 times

as far for care as SCD patients in other major

cities. Moreover, the city's lack of transit

correlates to residents' lack of personal

transportation. In Michigan, which has long

boasted the highest priced auto insurance in

the country, the cost of owning a vehicle is yet

another barrier to care. 

Anecdotally, care across metro Detroit's EDs

(even among Level I and Level II facilities)

varies significantly based on whether patients

have established PCP or hematology care,

which physician they encounter, or a host of

other circumstances beyond their control.

Patients with personal transport will drive as

far as 45 minutes away to receive quality,

compassionate care. Others are forced to take

their chances with the nearest facility.

or in appropriate doses as, other patients.

-HHS Office of Minority Health

Sidebar conversations with area physicians

have revealed that many ED doctors aren't

even aware that guidelines for acute sickle

cell treatment exist.

SCDAA-MI serves people throughout Michigan.

City challenges are often magnified in out-

state settings where the population of people

with SCD is more scattered and hospital EDs

are more likely to be Level III or Level IV.

The root causes of poor sickle cell care -

stigma, bias, and lack of or mis-education -

transcend geography. Tools to level the

treatment playing field should do the same.

Top photo (courtesy of transitdeserts.org) illustrates Census Block
Group areas in the city of Detroit ranked as Transit Deserts (shown
in red) where upwards of approx. 40% of residents are (public)
transit-dependent and that need is unmet. Lower photo (courtesy
of detroitography.com) compares Detroit's geographic size to the
cities of San Francisco, Boston, and Manhattan.
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Fueled by a personal ED encounter experienced with

my son and the mental takeaway of an internet

printout titled “Sickle Cell Anemia” in use by nurses.

Reinforced by stories from patients across the country,

revealing incidents of unwitting physicians resorting

(on-the-spot) to books, journal articles, and online

searches in an attempt to provide care.

Meant to re-envision the reality that individuals with

sickle cell have offered documents for verification of

their disease and treatment requirements, yet ED

medical providers have dismissed or overridden them.

SAFER is a need-driven, guideline-based, quality

improvement initiative created to help re-frame

misperceptions of sickle cell pain within the medical

community; eliminate the inadequate, traumatizing

treatment experienced by too many patients in a medical

setting - especially EDs and hospitals; and bolster patient

confidence in our commitment to improving their lives in a

way that immediately resonates with them:

How to instill mom’s presumed credibility

in SCD patients.

How to amplify the patient’s voice over

inherent biases.

How to present as authoritative and even-

keeled in acute situations where a

patient’s ability to advocate for him or

herself could be hampered by pain.

How to fit all this in an easy-to-carry, easy-

to-present, easy-to-understand, and easy-

to-use tool (simple for both patients and

hurried ED medical professionals).

 

C O N S T R U C T I N G
C H A N G E

T H E
S P A R K

T H E
C H A L L E N G E

My Warrior. Photo used with permission.

My 78-year-old mom’s 40+ years with

chronic sarcoidosis. 

She's always told new doctors how to

treat her condition. They listen.

But my mother is a former nurse and

brings built-in medical credibility to

her instructions. 

(Shared with permission)
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Collaboration is key to taking SAFER out

of the field of dreams - moving beyond

aspiration - and making it a reality.

The initiative needs leverage that can be

achieved through combined power,

strength in numbers, and allies.

Obstacles:                                                    

Do potential partners have the bandwidth

or interest to strategically support

SAFER?

We're demanding attention amid the din

of COVID-19, a floundering economy,

and the swell of #BlackLivesMatter.

Will anybody hear us?

The tool evolved as a wallet-sized card - convenient to

Credibility is rooted in the guidelines - NIH NHLBI, CDC,

Easy emerged in the form of an acronym, a familiar tactic

Simple became the SAFER / Sickle Cell 911 online portal, 

carry, inexpensive to leave behind.

ASH, and AHRQ - modifiable as new science requires.

used in health marketing and every day communications.

which houses guidelines in quick-access formats, opioid guidance

for sickle cell patients, videos on how to assess pain, and more. 

Not necessarily. My many years in marketing

taught me that Field of Dreams statement

doesn't automatically hold true for programs

and initiatives - or guarantee positive

outcomes for even the best promotional

campaigns.

SAFER was no different. We launched 

We knew from the outset that despite its

promise, the initiative itself still needed to

overcome the stigma and misunderstanding

that shadows sickle cell. 

pre-pandemic in late February via press

releases, social media, and patient

distribution - without much public response.

" I F  Y O U  B U I L D
I T  T H E Y  W I L L
C O M E "

O U R
S O L U T I O N

Side one of SAFER card shown actual size.
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Sickle cell is the most prevalent inherited blood disorder in the U.S., affecting approximately 100,000

people - primarily African American. Yet, despite being medically recognized since 1910, it remains

largely misunderstood with only four disease modifying treatments in the past 30 years - two of

those approved by the FDA less than one year ago. Thus, palliative pain care has been sickle cell's

primary treatment.

While advances in pediatric care have extended the lifespan of patients well into adulthood, bias,

stigma, and structural racism along with a lack of disease knowledge often lead to inadequate

treatment that contributes to a higher death rate among patients between 18 and 35 years old. 

SAFER can help create change that health systems can see and patients can feel, significantly

improving the quality of life for people who've often come to mistrust the medical community.

Potential partnerships with local hospital systems around SAFER align with statements and

commitments many made following George Floyd's murder and could lead the way for SAFER's

implementation in healthcare facilities statewide.

Equitable care for people whose educational, career, and life dreams are often stymied by health

discrimination is a civil rights and social justice win for individuals, families, our community, and

our country.

           Y E S !  W E ' V E  B E E N  H E A R D !
Clients and physicians have reacted positively to SAFER, commenting on its ease-of-use and that it is

“non-confrontational”

There is interest in partnership from a national association

A local hospital system has now expressed interest in implementing SAFER throughout all its EDs

We’d like to strengthen SAFER’s power through collaboration with other professional groups 

We’d like to strengthen its reach through collaboration with other CBOs and sickle cell advocacy groups

Creation of a non-branded site to house SAFER is underway to help facilitate broader partnerships

I M P L E M E N T  Q U A L I T Y ,
E L I M I N A T E  I N E Q U I T I E S
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SAFER provides an opportunity to collaborate with vested partners in transforming the

acute care experience for sickle cell patients. Because the high-impact initiative is easily

replicated across locations and facilities, SAFER will serve as a catalyst for change we can

measure and evidence we can amass. Making quality a basic requirement of sickle cell care

increases patients' access, improves their outcomes, and counters the inequities they face.

T h i s  q u o t e  i s  t a k e n  f r o m  t h e  w h i t e p a p e r ,

" S u p p o r t i n g  c l i n i c i a n s  i n  a  w o r l d  o f  d y n a m i c

m e d i c a l  k n o w l e d g e :  T h e  c a s e  f o r  c u r r e n t ,

r e l i a b l e  c l i n i c a l  i n f o r m a t i o n "   b y  E l s e v i e r .

W r i t t e n  i n  s u p p o r t  o f  C l i n i c a l K e y ' s  t e c h n i c a l

a b i l i t y  t o  p r o v i d e  i n - t h e - m o m e n t  i n f o r m a t i o n ,

y e t  j u s t  a s  a p p l i c a b l e  t o  S A F E R ' s  a c c e s s  t o

s t r e a m l i n e d  i n f o r m a t i o n  t h r o u g h  t h e  S i c k l e

C e l l  9 1 1  w e b  p o r t a l  o n  a n y  d e v i c e ,  2 4 / 7 .

P A T I E N T S  N E E D
S A F E R  N O W

T H E  T I M E  I S  R I G H T
F O R  S A F E R
C O V I D - 1 9 ' s  c o n s t a n t l y  e v o l v i n g  s t a t u s  h a s

i n c r e a s e d  t h e  n e e d  f o r  a n d  u s e  o f  i n - t h e -

m o m e n t  i n f o r m a t i o n .  

 # Q U A L I T Y M A T T E R S
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S A F E R / S I C K L E  C E L L  9 1 1  W E B  P O R T A L
w w w . S i c k l e C e l l 9 1 1 . o r g

SAFER / Sickle Cell
911 landing page
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SAFER / Sickle Cell 911
 guidelines page 



T H A N K  Y O U  F O R  Y O U R  T I M E  A N D  C O N S I D E R A T I O N .
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