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Barriers and Facilitators to SCD Patient Care (raft)
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PATIENT BARRIERS » ED BEHAVIORS <

ED addresses acute crisis, but does not
integrate with long term care structures

———> PATIENT PERCEPTION
Patients feel they can only come to one place

"Again, many patients, they feel so, so upset. But at the same time they feel almost as if they are completely
dependent on our care, because they can't go...maybe they don't know a lot of places where they could go,
but they feel like they can only come here. So that's when they tell me, ‘I can only come here.” Many of them

Side effects of Hydroxyurea aren’t always clear to
patients, resulting in misconceptions

» ED BARRIERS

ED BEHAVIORS

“And then there’s concerns that Hydroxyurea would make your hair fall out, because at a certain dose level when it's “So we have this kind of one size....we tend to go right to drugs. Which is appropriate, | mean | think that, but the ) PATIENT BEHAVIOR
Cujssd fir”ciﬂnger treatment it would. But the dose level we use for sickle cell is about half of that. So generally it biggest long term...you know we're ot going to fix all of this in the middle of an acute crisis. You're not going to do ] ) ) say that. “But if could go somewhere else and they treated me or they had the right services, | would go
(D) cognitive behavioral therapy. But long term you certainly wil.” (VD) Patients don't al ways brin g necessary documentation there.” But then | help them and tell them they have the best doctors here. They say they know that. They
. . know that too but it's hard for them." (CHW)
‘Right. | mean the instructions svay don't touch this med/c’/’ne, you should wear gloves. And I'm telling this mother to give “Not typical is that they came and did not bring the appropriate papers to sign consent for treatment, So |
this to her child in a liquid. So it's & very mixed message.” (MD) ended up calling all over the world for DCFS because we couldn't see the patient until we had proper PATIENT FACILITATORS
documentation that you're allowed, that the guardian was allowed to sign consent. Because if DCFS had
custody then they would have to give telephone consent and fax over a form and fax it back. A lot of legal . .
stuf, 5o yeah." (SW) Education about ACC offerings
“Yeah, yeah. | always tell them that. | tell them Acute Care hours, Acute Care information. Just try to get there
before it gets out of control, if they can. There are some symptoms that start to happen where they know it's
going to start, so that it doesn't get to that part.” (CHW)
v
PATIENT BARRIERS » PATIENT BARRIERS » PATIENT BARRIERS
Increasing chronic pain Patients may experience brain damage from Losing or forgetting to renew prescriptions
. ) ) i i “Or they forget to fill a prescription or they lose it. And oh, by the way, the prescription that [ lost, it was for a
'But for some other people as they get older they accumulate this chronic pain, and the chronic pain gets to be St ro ke and req uire Cog n |t|Ve therapy narcotic and so I'm coming back to you saying, hey, ! lost my prescription for morphine, can you write me
where most days of the year I'm having some level of pain. And on a scale of ten it might be always a three. Or . another one...three days after | wrote you one before.” (VD) —> PATIENT PERCEPTION » PATIENT BEHAVIOR
at best it's a two. And then some days it's a seven. | just decide whether | have to go to the hospital or not, and Yeah, and so some of the pain is certainly from the underying disease but some of the pain is from the way the
then when it gets to an eight or nine | really can't stand it, I've tried pain medicines at home, then I go to the brain has handlled the stress in the past. And there's good evidence that at least for some patients behavioral therapy . . . . 0 0 3 g
hospital.” (MD) could make a difference in how you respond to that pain.” (MD) Pat|ents aSSOCIate ED Wlth preferred care pI’OVIdeI’S Some patlents Seek med|cat|on for paln
“Most of the time they don't know...a lot of the patients that come here are used to seeing Dr. Rivers and Dr. Hsu here. cO nt rO| ’ n Ot p ain p reve nt [0]g]
So when the th h the ER, it's b > they ki the t treatment here, so the! > here.” (CHW)
A A S e A e/ R e i) O /TR ) “Right, it's just pain control, it's not management. Right. But she's had a hip replaced and | think she's got
to have it replaced again and there's all these complications with her disease.” (CHW)
N
PATIENT BEHAVIOR
—_— L ; PATIENT FACILITATORS
Transportation is not always reliable <
PATIENT BARRIERS . 0 .
L t t 3 ﬂ o f 2 "Yeah. From the populations that | work with it seemed like a high volume had a high level of poverty, which | R emin d ers to take m ed I Cat on
ong-term stress can influence experience o ain know by...I mean it's like we talk about Medicaid having transportation access but | also have at least six ) ’ )
g p p different care coordinators have given me complaints about people not being picked up on time and not getting COLAAILETIEIY BRI RS ‘Like the last time they took their medication. And do you have like timers to remind people to take their
n " - e o B - dication?” (CHW)
'So some of the pain is certainly from the underlying disease but some of the pain is from the way the brain has to their appointments." (SW) fi=
handled the stress in the past. And there's good evidence that at least for some patients behavioral therapy So me patl e nts h ave d Iﬁl cu Ity art ICu Iatl n g th elr
could make a difference in how you respond to that pain.” (MD) concerns an d n eed S to p hys| cians
“Ok, if you're scared to go to the appointment I'll go with you. Because many patients are embarrassed that PATIENT FACILITATORS
PATIENT FAC| |_|TATORS they don't know how to articulate their thoughts and their words and how to ask the correct questions and they .
PATIENT FACILITATORS know that | don't judge. [...] And I have gone to a couple of appointments with patients and | said, ' can't make CO nn eCt 1ons to resources
0 . . AHH decisions for you but | can help articulate your thoughts so the physician understands what your concems
HaVlng thelr eXperlence heard and aCknOWIedged Healthcare faCIlItIeS near the home are." (SW) ‘I spend every other week in the sickle cell clinic working with the patients that come in, making sure we
p . provide services. If they have any needs or concerms then we take care of them while they're there. If they
“Sometimes when the patients are upset all you need to do is sit there and acknowledge their pain and frustration Hmm. In the American MQU’CE{ model with acute disease you come to the hospital. Why not push it out into need information on some stuff that Dr. Hsu tell them that they need to have, we do the research and direct
and they'll talk it out and everything is Ok after they let it go.” (SW) the community, right? Why can't they be managed near their home? There were a few things that we could 7 o
7 . . . . . them in the right diirection to get to the resource.” (CHW)
improve in our care like they had to have blood testing. Instead of coming all the way to the hospital why can't
they just go to the nearby clinic and have that done? And | get my care at Northshore and my physician will
write an open order and | can go anywhere any time of day to get the testing done. We tend to do it the old
school way. It needs to be a future order..” (CHW) PATIENT FACILITATORS
v
Setting goals
>
PATIENT BARRIERS > PATIENT BARRIERS > SW PERCEPTION “Medium is just in between. With the medium risk patients we do conduct home visits, one quarterly, So
.. . g maybe one every three months we'll do a home visit. We go out, during the home visit we'll take a care plan,
Living with SCD can consume all available resources » Patients may need more preventative care knowledge It can be a struggle to find care options patients whic s something rat we kid o rele based of i iagnass, el well ot gosls for the.* (S
“So some of the funding for this is not so great because people are too busy basically just staying alive. ..if you “And so what we're trying to also do is find out how to build in as many preventive things as possible so you don't get into fl n d re I eVant
have time on your hands you can go lobby your congressman, you can go raise money. If you don't have time pain problems so that whatever medications and treatments and self care there is people have that whole tool kit, and not PATIENT FACILITATORS
or finances then you can't do that, you're just trying to pay the rent and get by.” (MD) like oh, I never heard that you could do this and it would help, or | never heard that, this thing that I'm doing, smoking, “Yeah. It's like looking at their chart and being trained in risk stratification, | can't see anything, like what would
playing out in the snow, is bad for me, or something like that.” (MD) we do? We can offer care coordination to them, they're not required to take it and if | were them I probably L. . .
wouldn't because it looks like I've got things under control.” (SW) Transition plans from ped iatric to adult care
“I know we aiso have the S.T.A.R. Clinic which is like a ground-breaking type of thing that kids with acute
chronic iliness like sickle cell could benefit from a tailored approach to help them transition from managing it
with their parents’ and doctors’ support to themselves and their doctor’s support. So | always liked the
S.TAR. Clinic idea.” (SW)
PATIENT BARRIERS
Socioeconomic factors multiply the challenges PATIENT BARRIERS COMMUNICATION BARRIERS PATIENT BARRIERS PATIENT BARRIERS
ofi livingRRIThIS G Do Stigma of certain medications may cause ' i SC itself diff tly i tient Pain i ith life st both d and bad
ain increases with life stress-both good and ba
“Ok, so the challenges, again, are that, | think that there are many challenges. And again, they go back to the tg t t f t t k th y Channels to ConneCt SC patlents Wlth one expresses | Se I eren y In every pa Ien g
social/economic structure and community resources because community plays a huge part of this and many pa 1ents 10 retuse 10 take em anOtheI’ are nOt Wel I developed "But then it's very heterogeneous, very variable how much problems peaple will have. So some people willsay, “And then the pain increases because the stress level is increasing. And a ot of times that wil happen. You'll
peaple do live in communities where health care is not as accessible, meaning their food may not be . P, PRS- S yeah, | had two good years | wasn't in the hospital very much but this year is a bad year, I'm in and out. Or, two have patients of, especially children, around Christmastime, because of all the excitement and everything, end up
accessible and a good price. They may just have like these litle stores where they offer expensive food or not ’7;; 5’ ’”i da /arﬁﬁfe”e Tay 0 SiX {Vea’sﬁfgs/ we fﬁ ha ot of gz "ef” S Vg O[ We; i V§/y [CSEEM O 1! ’7/9 . ) ' . ) siblings, three siblings all have sickle cell disease and they all have different disease courses. And literally there in the hospital in a pain crisis. If they're going on vacation sometimes they end up in the hospital. So family
even healthy foods and a {ot of greasy foods. Again, they don't hav‘e good resources to go out, to be safe. metriadone. And & lot of pecple associate metnadone with heroin adaiction. Bu 719 iadone is a very excellen Oqe of them, though, is doing very well and the other is really struggling. So there's a high level of self efficacy in one will be one family where three sisters all had sickle cell, all got on the same airpiane from Calfomia to Georgia members sometimes could not really plan because. ..so we realize that it's the stress, good stress, happy stress,
They don't feel safe in their community. So many peaple, they don’t even want to go out much because long acting pain control medcine. Just like aspirin can get rid of headaches but it's also used as a biood patient and very low level of self efficacy in another one. And they may live just a mile apart, But we as a health system and one got sickle call pain and the other two cidn't, And her pain was so bad they actually had to fand the that will affect them.” (SW)
they're affaid that they're going to get robbed or their home is going to get robbed, and all of those are realistic thinner, a lot of medicines have dual purposes. And so we do have some children on methadone and some of don't try to connect them very well.” (VD) plane, take her off and send her to the hospital.” (VD)
barriers.” (CHW) them were teenagers and they didn't want to take the medicine to school because they didn't want the nurses b
and school staff to look at them like they were drug addicts. So having to explain to them that yes, it's
commonly known as a drug to help treat addiction, but for you it's a long acting medicine. So the stigma
associated with the type of medicine that they're taking is a big thing that they encounter.” (SW) COMMUNICATION FACILITATORS PATIENT FACILITATORS
PATIENT BEHAVIOR
i ' ili icati Being self-aware of crisis triggers ; i .
Social media facilitates communication 9 99 Exhausted patients may sleep during doctors visits
v “So there’s a group...and they are on social media. There's a thing called Sickle Cell Warrors that | became anare of O CrelliE e oD g ey 0 Vel D= Ol el e e s ‘It was also difficult because he'd be asleep during the day. He wasn't the only one, actually. A fot of kids
! kind of like being aware of onset of crisis triggers, being self aware in that way is helpful. You can get in
that Joe Cola became part of and they were really intrigued by the fact that a physician actually wanted to talk to sooner and get reatment more quickly.” (SW) would be asleep during the day when Dr. Hsu or the other HEMONC docs would be coming by and they
P them, let alone an emergency medicine physician.” (MD) couldn't see him because of that. Sometimes it was just ittle stuff like that.” (SW)
PATIENT BARRI ERS - PATIENT BARRIERS ‘Education on what it is and what they can do to manage, just educate them things that they can do to
. . . . . . . . . . . prolong crises from coming along, because | know change in weather is one of the things that can
Depression and adjustment to limitations Racism and implicit bias in the medical system cause a criss ust being minal thet It Colo, maybe you need (o wrap Up a ftle bitmore. (CHW)
“...you cannot have...you just can't have a job, so you've got to prepare yourself to have a career. So we stress “So in addition to having a chronic disease you also are dealing with poverty and racism, and it's all tied in.” (MD)
education because your career has to be conducive to your ilness. So that's something that I really want to get
someone to come in and speak on is depression because some of them are very depressed. Very depressed.” PATIENT FACILITATORS
sw)
Care recommendations in the moment
—> COMMUNICATION BARRIERS » PATIENT PERCEPTION
PATIENT F. AC|L|TATORS “Yeah, definitely. Yeah, totally. I'm kind of curious about the setup, like if there's something your doctor can
send you with the information or if you have to manually enter it. But yeah, either way, even if it was just the e ] o 4 A A
. . ——— PATIENT BARRIERS e e g e e - Sy s Sl b Treatment schedules are difficult to coordinate Being admitted is to be avoided
Help patients see their successes seems prety helpful.” (SW) , , ‘
o o "So I kind of had to set that out and be like here’s the schedule that we're following. | worked with his “A lot of the times they come, they're not necessarily admitted. What we have as well, sickle cell patients, too,
“The patient being strong. When they come in with crisis they feel defeated. So just help to pick them up. You LOSS Of Insurance can be CataStI’Oph IC nurse and the charge nurse and the HEMONC team to kind of come up with a schedule that made sense, they can come and like get a blood transfusion maybe like a day or two out of the week. Like if they feel some
Kknow, you can be strong, you can do this. She have all the emotions like she succeeded.” (CHW) given his treatment scheadule.” (SW) sort of pain coming on, they can come and get a blood transfusion, because the biggest thing is they don't
“Similarly, if my kids who don't really have chronic dlisease, maybe a little asthma, if they lost their health want to be admitted, because being admitted goes from, I've seen at least two days...the most I've seen in a
insurance for half a year it's not that bad and I could bail them out. But if somebody with sickle cell loses their week.” (CHW)
insurance for half a year it can be catastrophic.” (MD)
COMMUNICATION BARRIERS
Severe pain affects patient interactions with staff PATIENT BEHAVIOR
PATIENT BEHAVIOR Patients may delay going to the ED
. . . P AT|ENT F AC| L|TATORS “So patients who are in pain is a difficult encounter because they are quite mean when they're in pain. I've
he he he il
P atients m ay sac r|f ice h e al‘t h out Of d es per ation ad a toothache before and | was not the nicest person but if you think about sickle cell disease as chronic “They wil sl that sihce they e doing ine, | dort't have 1o go (o the dloctor. But then once I'm experiencing
a a pain, toothache went away but that sickle cell is there so sometimes you get a little angry. Those ., b .
; ) ) ) Help na\“gat'ng the healthcare System interactions are diflerent * (SW) that pain, oh, now ['ve got to go to the emergency room. Which a lot of them do wait. If they're
PATIENT BARRIERS 1feel like people are in such despair for resources that they're willing to actually sacrifice their health, almost, - experiencing pain they'll try to manage it on their own by maybe taking Ibuprofen. So they'll wait it out.” (SW)
to get these diisability benefits. And that is really, really not a good thing for anyone. * (CHW) p y »
. 5 . ‘Because a lot of patients, they're getting calls from all over the state regarding care and their
SO m e pat | en’[S d O n t h aVe fam | Iy S u p pO I‘t frustrations. .| mean they've called me about a patient who's in the emergency room in Carbondale and he
wanted me to call them to help them navigate the system of the emergency room.” (SW)
“With that one I see family. So that is important to have the family support itself because /'ve noticed a lot of
them don'’t have family and when they come to the hospital and they're admitted a lot of the nurses become
their family. So yeah, | look at that as family support and you having a disease and being around other people PATIENT BARRIERS » ED BEHAVIOR » PATIENTS BARRIERS
doesn't make you any different.” (CHW) N
. H L N N N N . . . . . . .
Perceived lack of transparency in ED ED staff may resist advancing SC patients in the queue Pain can make communication difficult to impossible
“I've heard, well, | can use a patient for example. | had a patient who went to the ER. She was sitting there for a “But they get impatient. So you kind of dO”'{ want to, even though we have doctors and nurses here rh(?z “So | go into a room and many times they have an infection and that's one of the reasons. So this patient will be in a dark
PATIENT BARRIERS few hours. She was in pain and she decided to get up and leave because she was, that particular day the could probably meke a phone call, you don't really want them to do that and if there’s other people that's room and soft spoken and many times very chill, very cold and in pain. They may speak in like a voice that's....it's a low voice
) emergency room department was a little more crowded than usual so it was taking a little longer for her to been waiting before you, you don't want to kind of overstep and say, you know, cause any confusion as far but it's also hard to understand because they're in pain so they have to speak in a sort of...like imagine if you had a real bad
. . q oA actually get a bed. So she left and she was just about home and they called her and said they had a bed. She as '1just got here but | got sickle cell and they re going to call me right away.” So | fry not to use those pain and you're trying to speak right through that pain. So that makes it really hard too, to communicate. It doesn't mean that
PATIENT BEHAVIOR M ed |Ca|d M CO Chal’lgeS d ISFu pt ab| I |ty tO was on public transportation so she went all the way, came all the way back here to the ER to go ahead and people that [ know unless it's a really, really extensive, that the pain is unbearable, then yeah, | would they don't want to communicate but your communicating through that pain. And they're hooked up to their mediication, so
H H H . H ey et admitted.” (CHW) probably call a nurse and say, "Hey, is it possible we can get them seen right away?" (CHW) they're drowsy, meaning that they're kind of sleepy.” (CHW)
. . . . . maintain long-term relationship with physicians ¢ PRI G TG
"And then I've even had a patient tell me, she asked the nurse what are you giving me and the nurse said
Pat I ents h ave socl al su p po rt inm ed I Cal Settl n g “A lot of them, they're all on Medicaid so they're having issues with. ..if they're with one Medicaid MCO, that's you don't need to know.” (SW)
“Ok, many of the patients, pediatric and adult, this has come up time and time again on the inpatient side Maf;aé]e: iaredOrng/zanozs, ti;ey get ngttcged oa ?/Zers/;t A;LCO an(rjh{hey don't ‘:h” de(s Ian/d whg 529‘\/ (\;veri PAT'ENT FAC"_lTATORS
phone, they're interacting with other patients, they're interacting with staff. They know all the nurses on y p o i i
every shift; they even know the housekeepers and dietary.” (SW) /c;fs Li;zrnrwcgay(eclz Vf{gd new primary care physicians because their physician, it will no longer will accept that TO O |S Wh |C h h el p patl e ntS Cal m th em Se | VeS
“So calming them down, you know, calm down, let the medicine work, the more you get all riled up the faster
ED BEH. AV|OR your circulation is going to go and those are all sickle cells in there just speeding up all through your body. So
deep breathing, let's close our eyes, think of a lovely place that you want to be. Helping them with imagery to
H H H get them calmed down to the point where they can relax and let the medicine work.” (SW)
Bedside manner affects perception of pain
"And then sometimes just the attitudes that they get from the staff.” (SW)
PATIENT BARRIERS » ED BEHAVIOR
Patients can still have a pain crisis even if they Unknown SC patients are treated with skepticism
1 i H “Have another patient that told me, he told them that he was a sickle cell patient and they wanted to test
are perfeCtIy Com pl Iant Wlth thel r Care plan him first to see if he actually had sickle cell disease. But this was a patient that don’t come to the
P ” frequently. He manages himself at home. So they didn’t know him, but still, what an
PATIENT BEHAVI OR 3  PATIENT BARRI ERS 'So they always want us to bring cases to high cost rounds, and like recently | shared with our medical ?’”9’9€”CY e . . .,
director that most of our patients are ones that are either behavioral health and homeless and frequently insut. I'm in pain and ' got to wait until you do a blood test?” (SW)
. a o q coming to the hospital for housing or brief respite, and we have a high volume of sickle cell patients who are
OVerdOSlng It can be hal’d fOI’ pat|ents tO access med|cat|ons actually following all the steps and doing all the things they're supposed to do.” (SW)
“We know it has to be (sounds like mult-dotal) to address this. But still, when you hear about those that “Then we talk about medications, we talk about how are they accessing their medications, are they difficult to
overdose, not sickle cell patients only, but the general public, who are overdosing on prescription access, and they say yes, mainly because the pain mediication is considered an illegal. .. like what do they call it,
medications, you wonder. When some of our patients die at home, and | don't want this recorded, turn that a narcotic? So it's difficult to just get pain medication. It's not something the doctor could even just call in
off.” (—) sometimes. It's a very complicated thing. So pain medication accessibility is a bit problem for them."” (CHW) —» PATIENT PERCEPT|ON
Some patients fear they could be punished if
they are readmitted
>
> ED PERCEPTION
PATIENT BARRIERS ) PATIENT BARRIERS ED BEHAVIOR “Now, mzﬂyﬁpai/jenfs are aware of the 30 dday redadm/ssro/z and m//;ren it first cami out about bhosp/ra/s ﬁ/ere
. . . H H going to be fined when patients were readmitted, it was like a wildfire amongst the patients because they were
Patlent prescrlptlons ma be abused b Others L t . t f” t tt d Patlents may nOt be g|Ven enough tlme tO Frequently returnlng SC patlents are like, “They're going to hate us, they're going to kick us out the hospital, [—] is not going to let us come back to
y y ong_ erm prescnp 1on refilis are no perm| e ta - Oﬂ: med|cat|ons before be|n d|schar ed abusmg the system the hospital.” It was a real fear that the hospital was going to punish them if they had to be readmitted.” (SW)
"Because of abuse from other people, not necessarily the people with sickle cell.” (CHW) “Access to medication. Because they take...I'm trying to think, like hydrocodone, you only can get 30 per p g g
month and if you run otwlt you have to come back to the doctor to get a new prescription. So they don't get the “A ot of times when these patients are discharged they're discharged without truly being tapered off of the e/f Ziﬁé g,fswnf%%fg d -g/*/; ﬁgd’gffafcfﬂaay ch[ufi% 92(;2;0;9{] (ﬁsf %Wf at they e faced with when they
prescription long term.” (CHW) medication. And so that's one reason why sometimes they end up coming back, because they start having Ve ! piE: O, your gain, drg ng.
withdrawal symptoms and pain, but it's not because of sickle cell pain, it's because they were not properly
tapered off.” (SW)
PATIENT BEHAVIOR
Patients who want to be admitted will
go to the ED instead of the ACC
"Yes. The policy now is if a patient comes into the ER, if we're not full then they will bring them upstairs. But
sometimes the patients are a little smart because the goal for acute care is to discharge them. We want the
POL|CY BARRI ERS patients to be discharged home. If your pain is still not under control, come back the next day, because of
30 d d . . I this 30 day readmission thing that's going on with the Affordable Care Act. So but patients who want to be
_— a re—a m |SS|0n ru e admitted, they will not come upstairs to acute care. They will go to the emergency room and say oh, they're
COM MUN ICATION BARRI ERS y full. And sometimes emergency room will call up and say, “Hey, are you guys full?” “No, we only have one
q q q "And then we have the 30 day readmission rule, which is a big thing because you know;, because of the disease patient.” “Oh, Ok, we're sending Ms So and So up then." So patients who really want to go in the hospital,
E D p I’OtOCO I sSsm ay n Ot be eﬁeCt ve Iy d ISsemin ated process they are in and out because of pain management and a lot of times they come back in before the 30 days they avoid the acute care because they know that our goal is to discharge home." (SW)
so of course that discharging hospital is penalized by not getting the total reimbursement from that hospital visit if
“We've been trying to get the emergency room, even before | even got here there was protocols written up, or guidelines these patients have been readmitted, no matter what hospital it is.” (SW)
N written up, of what they should do when these patients come in. They don't follow them. They just don't follow them..” (SW)
» COMMUNICATION BARRIERS
Discharge papers are overwhelming
PATIENT BEHAVIOR
“And some of these patients, we hand them a discharge paper like, Ok, come back and see me in three months
and you need to go see cardiology for your heart, you need to see nephrology for your kidneys, you need to get g ]
an x-ray and don't forget to look at those labs. And here'’s your four prescriptions, you need to get those filled POL| CY BARRI ERS > AVO | d care fro m ce rtal n St aﬁ: mem b ers
and you need to take this twice a day, that one three times a day, this one can be once a day as needed. And > COM MUNI C AT|ON B ARR|ERS 1>
they have your pain medicines that you can adjust, and watch out for the side effects. We give them a lot! And P at| e nts can 't al Way S C h oose th e care th at “That would happen sometimes. And then again it also depends on who the provider is. | mean we've had
you have to figure out when you're going to come for all these visits and you have to figure out transportation, . . . . . patients who get a lot of their care in the Acute Care Center and then show up in our emergency department.
childcare, time off from school or work, all that stuff. So it can be very chaflenging.” (MD) Practices may not have consistent vertical integration works best for them They actualy wil look at the schecluie and know who's on in the Acute Gare Center. SO there are some
physicians that patients do not want to see.” (MD)
“So [ think it's a pretty well defined protocol. I'm not sure if I've thought through like it's others, there’s four key "And then if they need to get admitted to the hospital then they do, but if they are able to get tumed around,
steps, because | might add maybe a few more in there.” (MD) go home, sleep in their own bed, they have permission to do that and then they can come back here the LS
next day. Whereas the typical ER would be like, yeah, we'll treat you for a few doses, if you can't get better
you're going to get admitted. That's pretty much a reflex thing.” (MD)
ACC BEHAVIOR
Tough love from the ACC
>
PATIENT BARRIERS > PATIENT BARRIERS "Even in the Acute Care Center. The Acute Care Center, they are tough people. They try to helo the patient
. . . . . . be as independent as possible and they do not want people to just be helpless. They want to empower
Patlents have com pleX medlcatlon SCheduIeS Pat|ent beaI’S the burden Of COOI’dInatIng care them. But sometimes that's a sort of a strong arm and if somebody’s already having a lot of problems they
q t h q I d n t q b t d h I t h t feel like it's just too much. So it doesn't work for everybody.” (CHW)
“So very painful and it's nerves that are firing poorty. Or you may have heard of phantom limb pain, if someone gets their Wi Ina Comp eX, IStrioute: ea care Sys em — COMMUNICATION BARRIERS 3 COMMUNICATION BARRIERS
arm cut off but it still hurts. You know it's not there anymore but it's the nerves are just firing, even though there's nothing
to hurt. So there's medicines that can squish down the nerve firing. They're sort of anti-seizure meds, some of them, “Right. So again, my patients are usually with a parent and the parent sometimes has like a fat notebook or an . . g A A A q
and those will help with the pain. So people often end up in a combination of a bunch of different things. And so often a organizer or they're pulling out their phone. Oh, can I put those two appointments the same day? Yeah, that's a E D g ene ral g ul d el Ines m ay n Ot accomm Od ate DOS ag es p raCtI ces Vary by In d VI d u al p rovi d er
pain management plan features like three different meds, four because it's actually a long acting one as well as short good idea. But the young adult or the kid may not have thought of that and it's just like, what, | have five a q QR .
acting ones, and then a few medicines to manage the side effects.” (MD) appomtmenrsvm two months, no, I'm just not going to do it. And then they fall out of the system and all havoc pat| ent |nd |V|d Ua| |ty “Yeah! Yeah. The patients know that. It's like, “Well, if | go to this person Il get this dose, if | go to this
breaks loose.” (VD) person I'm going to get a different dose.” (MD)
A “There's general guidelines but patients vary quite a bit.” (MD)
‘I think one of the things that people don't appreciate about sickle cell patients is that you can get lulled into
complacency by oh, yeah, I've done this so many times, this is like a cookbook, that you forget the fact that these
patients have a pretty high mortality rate and if you're not careful you're going to miss something.” (MD)
POLICY BARRIERS
____  » COMMUNICATION BARRIERS , o e )
COMMUNICATION BARRIERS ED BARRIERS ) . F ) Restricted medications limit treatment options
Deve|0pmenta| faCtOI’S may Increase I’ISk ) Cal’e qua“ty varies by |nd|V|dua| pI’OVIder “I think they also have their ED guidelines that they have to follow, and it's just certain mediication that they
E D d oes n O‘t h ave p a't e ﬂt care p | ans at h an d ; ) . ) ’ . cannot go over certain doses. And this physician did tell me that once. | didn’t believe him. Then | talked to
of com p| ications for teenaaers The patients tell us that. I'm a curious guy so I'm ke, "Hey, | just noticed that your last ten visits were at the another ER physician that didn't work here but was elsewhere and she told me yes. | said then those guidelines
g “We could do, and a lot of EDs do this, they'll have a three by five index card and they will put on there, it's Acute Care Center.” I'm like, “Is it just because I'm on tonight or is it because there's SOWSWWQ else going on? need to be changed for sickle cell. So maybe this will happen.” (SW)
writ en by the hema ologist, and it's a care plan. The person is allergic to morphine, prefers this, their starting “Well, the person that's on in the Acute Care Center is different.” "Really? What's their name?” (Laughs) And it's
"And then meanwhile this baby isn't absorbing this information but they're getting it from their parents at home. dose should be this and then do this. It's a care pathway for them. EDs generally treat every sickle cell pretty consistent, so it's interesting.” (VD)
But when they get to be adult or a teen, they've got to learn to do it themselves and it's exactly the right age patient like it's the fitst time they've ever seen them.” (CHW)
where if you remember when you were a teenager you don't particularfy want to listen to your parents. | want to
figure out things myself, | want to take risks, | want to do it my way, and then you get into problems. So it's very
much more consequences when you take a risk if you have a chronic disease like this.” (MD)
» ED BEHAVIORS » ED BEHAVIOR
Use caution when administering high doses of medication ED cannot give necessary opioid doses
“They have a pretty good idea. If it sounds like a really high dose I'l divide it up first and we'll see how they “That's why we wanted the acute care because even here, in our own emergency room, they're faced with
respond. And they need to be on a monitor.” (VD) that. Our own emergency room is just going to give you certain, just so much medication. They're not going to
ED FACILITATORS give you what you're accustomed to taking here with us. We have a patient who gets ten miligrams, 12
ED BARRIERS » ED BEHAVIORS miligrams of morphine. She goes down to the emergency room and they say they can only give her two. Two
. . . . il . (SW)
. ) . ACC expedites process and provides immediate care illgrams.” (S1)
Med|ca| Staﬁ: may ConSIder Ca”ng for SCD ED mUSt Keep patlents mOV|ng a|0ng "And the rationale was well, why, if somebody comes into the emergency department one way to expedite their
p at | ents to be d eman d N g care is to go up to this Acute Care Center. | mean it's perfect. It's like it's designed for sickle cell, they get ED BARRIERS PATIENT BARRIERS
“Whereas the typical ER would be like, yeah, we'll treat you for a few doses, if you can't get better you're going immedate CIE), LICHEIZEISE first dose of pain medication in the emergency department and then . 0 A . L. .. . .
“The nurse practitioner, one. And not enough staff | don't think, yeah, to run it 24 hours. Many people are to get admitted. That's pretty much a reflex thing. And what, you're coming back again tororrow? No way, transfer up.” (VD) COﬂSIStent patlent p|anS are nOt |nteg I’ated Llfel Ong use Of pl’eSCI’I ptlon OpIOIdS resu |tS n h |g h tO|eI’anC€
biased against the sickle cell patients so it's very hard to sometimes find someone outside that has that energy you're going to get admitted. We're not going to waste our time redoing our intake for you, why should we do A t E D t
to come in and care for the patients because they feel like they're demanding. You have to check on them that, because that's just going to bog down our ER some more. We want to get you out of Into prac Ice ‘It could be, or the frequency, because they're not getting the relief. The higher doses come back they build up a tolerance for pain
every 15 minutes for vitals and giving them mediicine and it's a lot of legwork in working with the sickle patients the ER.” (MD) medications. So because they're not opioid naive, you know, and they have been taking opioids practically all their life, that small
because of their frequency of asking for pain medicine.” (SW) “On an inpatient unit it ends up being a lot of fire fighting. So you are called when something is dosage doesn't work, they need more. Now what's going on is, and | hate to say addiction because we always said that they're truly
COMMUNICATION FACILITATORS uncomfortable for other staff. But it's like you're not called regularly for the sickle cell patients so not...most are not addicted to the drugs. They build up a tolerance, you know, and that's why they have to have higher doses.” (SW)
you're not like setting up an integrated and consistent plan for how do we help this patient with
. A . . sickle cell prevent getting to this place in the hospital.” (SW)
ACC communicates proactively with patients
“Because already they would have made sure that oh, hey, why don't you come into the Acute Care Center,
[ think they could probably take care of you there. Or I could see you in the office tomorrow. But you've had
that discussion and now you're calling me. That would be a perfect start.” (MD)
ED BARRIERS » POLICY BARRIERS » PATIENT BARRIERS » COMMUNICATION BARRIERS
ED has limited time and resources ' ' it time i i i ;
SCD is often categorized as ESI3, Wait time is long and painful Professional knowledge and expertise not acknowledged
"I guess resources, overcrowded emergency rooms, not understanding the disease. Those are the major 1 1 H H A 't fike Kle cell patient out there fc long. Like 3 i too long. i
things.” (CHW) a IOW pI’IOI‘Ity, n an ED Seth ng e XD SEE Ty SIS el el Ent eV Ei e Uy o L/,, DEVFESIS EDIETE) SDYEY WD “Nope. And they were going to put a video together, God, this must have been when | was first starting here,
have a provider see that person. So you look for that type of thing.” (VD) -
and to be honest, it was going to be an education video for our nursing staff and to be honest I found it
“You can but if you're working in a busy emergency department, | don't have time to go pawing around in the “There is a triage category that you give patients in emergency medicine. And ESI1 is an emergency that has insulting. | mean I told (unintelligible) the idea of this is, like who do they think, like who are these people?” (VD)
1 ge category that you give pa gency gency
records.” (MD) to be brought straight back. It looks like a stroke. An ESI2 is somebody that should ideally be brought back in
20 minutes. Those are patients that, somebody who has a fever, has underiying cancer, compromised, may
have appendicitis. And then there’s this large group of patients that are ESI3 which, and this is a severity “Well, they wanted to do an educational thing for our providers and it was just a... Well, the way it was laid out
index, right? About 50 percent of our patients are put into this bucket of 3's and sickle cell patients tend to get Initially was, you know, do you really understand how painful this condition is. And it felt very much like being
piled into that group, all right?” (MD) talked down to.” (VD)
ED BARRIERS
ED must monitor for potentially fatal
complications such as sepsis PATIENT BARRIERS
. ) . . "
“It would involve what their typical sickle cell crisis looks like. Have they had acute chest syndrome in the past, are PATIENT FACILITATORS Pat e ntS pal n increases Wh | le Waltl n g
there other complications of sickle cell that | should be aware of.” (VD) . . ) “Yeah. Because the whole path of physiology of sickle cell is this whole inflammatory cascade that is set off. If
. Art|Cu | at] ng Context of pa| n you wait too long or if you under treat it then there's this cascade of events that just is allowed to be amplified.
“So they're immunocompromised and they can get septic. They don't have a spleen so spleens filter out So ideally you have earlier treatment and the duration of treatment is less because you've treated it eartier.” (MD)
bacteria. So they're much more susceptible to overwhelming sepsis. Should never forget that.” (MD)
“But we had something like that for sickle cell patients at U Chicago. So most sickle cell patients, even before
they came in, we would get a call from their doctor. “So and so is coming in, I'm concemed, this is a little
different than their usual pain.” Or they may say, “This feels like a pretty bad crisis, my guess is they'll have to be
admitted, this is what they're usually treated with.” (MD)
ED BEHAVIORS

ED studies suggest physicians respond to other types — SCD pain can seem straightforward to treat, » Staff ask patients their dosage
Of pall’] more qU|Ck|y ’[haﬂ SCD Crisis but may mask a more Senous underly"‘]g “I will do my best to go back to the last few visits. But | mean there’s a standard dosing, and you can ask the
. . patient. You know, what medication do you usually get when you come in for a crisis?” (MD)
“...there are others that feel like we don't take care of pain fast enough in those patients when you compare to people that d |ag nosis
have kidney stones, for instance, or long bone fractures. The pain that those patients have is just, is perhaps not even as
severe as sickle cell pain, and yet if you look at the numbers in some studies we, as physicians, will take care of that pain
more quickly than ws will smk/ey cell éam * (VD) (ex = ‘I think that first and foremost is earfy treatment for pain. | think you need to understand quantitatively how bad it is ED BEHAVIOR
and if it's different than the usual pain. So the tricky think about sickle cell patients is that yes, they look like they're
pretty simple, and just from an emergency medicine standpoint it's not like, you know, this patient that you don’t i i i =
know what's going on, there's some diagnosis that we haven't made yet.” (MD) Staﬁ m ay n Ot ag ree wi t h pat e nt pal nse lf assessm ent
>
ED BARRI ERS L ED BARRIERS COM MUNI CATIO N BARRI ERS *... and the doctor asked her what was her pain level and she told her and she says she heard her go out of
. . . . . L. i ; . i . , the room and say, “Put down something else. Instead of ten put down eight.” Or something like that. | don’t
Patients can respond to pain medications in Determ|n|ng dose of medication is a dilemma for ED staff Patients don’t alWayS know how to know how true thatis, and | said | was going to check with the nurse and she's supposed 0 get back to me
0 B t h t th d to let me KNOW‘ who the nurse was. | was going to ask the nurse, because | just can’t imagine...but then |
Vel’y d If'fel’e nt WayS “Because you don't want to give too much because it can be unsafe. If you give too little then you're not communicate wha ey nee don't think she's lying. Why would she lie?" (SW)
. ) . Zeaiglicpa ) “Then when they say no, it's time to get off of it, then there's that clash. Even, now some of our support
I mean they have sickle cell disease. From that standpoint | guess it may be simpler, but every patient is group meetings, we have had topics in terms of getting your needs met, what's the appropriate way of
different for a few reasons. | mean the, so each person is different in terms of how they respond to pain communicating, how to communicate to get your needs met.” (SW)
medication and so there isn't a one dose and one medication size fits all.” (MD)
. COMMUNICATION BARRIERS > COMMUNICATION BARRIERS PATIENT FACILITATORS ——— ED PERCEPTION <
: L N . —> oo ; Tools help patients to express their pain i i
Systemic and individual communication failure SC team and ED have difficulty connecting pp 2 p Some patients are seeking drugs for
. . . . “Where do you describe...oh, wat, this is their history here. [...] This is where you would describe your pain, A
I’eSU|tS n pOOI’ patlent care W|th One another abOUt patlentS Ok. Ok, let me go back. And then you would take that and then circle or mark where you have...Ok, so how non—thel’apeutlc use
high is your pain, what's your pain level? Ok, this is nice.” (SW) .
“So patients that belong to our system, the very idea that a sickle cell patient who knows our system and belongs to “l mean you couldn't reach anybody. The phone would ring and ring.” (VD) "And there are misperceptions about the patients and how....there are some emergency medicine
a physician here comes into our emergency department completely unannounced is shameful! | will just put it right physicians that feel like there's a lot of drug seeking behavior among sickle cell patients.” (MD)
out there. | think it's shamefull | mean that kind of handoff, really? We can do so much better than that. But that's
step one, OK? Then try calling their attending. Good luck.” (MD)
COMMUNICATION FACILITATORS
COMMUNICATION FACILITATORS Access to patient provider contact information
H ead S u p p rotocol bo‘t h Wr|t‘te n an d Verbal “So that you would know a couple really important things: who do [ call about this patient who would know ED PE RCEPT|ON
’ them best and who would be able to pick up the phone.” (MD) SW PERCEPTION
“There would be a beautiful heads up note.” (D) “We're not sharing the whole record by any means, but at least it starts the process of if somebody signs in to my DOCtO rs mu St fl n d |t fru St ratl n g tO tre at SC D v W h en ‘;t comes tO tshtere(l)types ) some
« o emergency department, I'm notified immediately that this is somebody that is getting most of their care at Sinai, exceptions prove erule
Soiiis 3”9”"/”9 el G el S P e R 2y, el ol il Ihgy r§QU/re lngier that their care coordinator is there. They're not here. So | would know that right upfront. But you could also tailor it “And sometimes | can see the doctors and the doctors go from room...when I'm visiting inpatient and they p p
doses of mediication than most sickle cell patients but this should be Ok to give them this much; this is what - o B | - 5 b — ED BEHAVIOR
» ” . ‘eah, there is one guy that we put into housing now and he's clearty a sociopath. | mean he’s not
they usually get.” So there was already a hand off that occurred.” (MD) to know that this is one of our own sickle cell patients and this is how we care for them.” (MD) go from room to room to room aﬁd they're hearing the same thing. It's got to be frustrating. It's difficult. “Yeah, the h h d he's clearly th. | he’s
One of the most challenging patient populations to care for.” (SW) . 0 0 a violent sociopath but he just goes where he wants, does what he wants. He told me he never
E D as k pat e ﬂtS abO Ut th elr pal n p | an d Osag es y th en wants to get a job. He abuses our staff. And he is universally hated. And he'’s got a milder form of
d ' ‘t d L ‘t th sickle cell. So he's learmed how to malinger. He can fake it pretty good. Unfortunately a lot of people
COMMUNICATION FACILITATORS COMMUNICATION FACILITATORS on t aaminister em take that one experience and begin to stereotype a lot of people.” (CHW)
. . . . . e "Another incident, like | was just saying, not giving them the right dose. And this is what they'll say the doctor comes in
A proachve pahent treatment p|an, h|story, PerSOﬂa“zed pa‘tlent care p|an, Certlfled by an MD and they said what do you take, and they tell them. So what's the point, why are you asking me?.” (SW)
H H . . . “Yeah, | don't believe you. Another thing is, if they tell them this is what | take, this is what works for me, well, you must
an d com p l |Cat| ons fo rm OSt freq ue nt E D Whatever their personalized care plan is." (MD) be a diug addict, How do you know, how do you know so much about your medications? Because I take them.” (SW)
patlents . “Yeah, if it was signed off by the doctor. | mean [...] others have talked about this notion of a pain passport.” (MD)
v PATIENT BEHAVIOR
“So the ideal solution there is to have a consensus that here's the 500 patients that we take care of but name
the 100 patients that come in the most and can we at least start with that group and this is what we think is the o H H 1 101
best way to treat these patients when they come in. This is the first dose, the type of medicine, the dosing, and PATIENT PERCEPTION g PATIENT BEHAVIOR Som € patlents VIOlate hOSpI’[al po | ICles
et started with that.” (MD) . . - —> H H H H . ;
el (MD) Patients know their own condition best Some pa‘hen‘ts abuse the System to obtain medications 'So helping them understand there are certain things you can't do in a hospital because it gives the
“We'd like to get to that point in the emergency department where we would have something that could be impression to caregivers that you're faking, you're just here to get medicine, and you're taking up a valuable
pulled up on every patient that is seen in our system, that this is what they usually get.” (VD) “One of the questions that always comes up is what is the...is this a typical sickle cell crisis or is there “That is important. ['ve had patients that have changed their drug doses just even on orders | wrote bed for someons else who neads it more than you. So hiave o explain {o them go and have 2 party once
something different about it that would make us concemed. How bad is the crisis in terms of quantitatively. Is when | was in Cincinnati.” (MD) you get out the hospital but certain ectivities you can't do here. So a lot of explaining policy and helping
“It would involve what their typical sickle cell crisis looks like. Hav? they had acute chest syndrome in the past, are this a crisis that they think they probably will have to come into the hospital for? Most sickle cell patients know Zauasz d/sagfiimentrts betvv;fj; paﬂ?nti in -Shs\gse and the house staff, the nursing. Different interactions
there other complications of sickle cell that | should be aware of.” (MD) that. They can tell you within the first ten minutes.” (MD) lependiing on the setting and the patient.” (SW)
L PATIENT PERCEPTION
Patients know their disposition
"Yeah, like this is really bad, there’s no way I'm going home. This is not really that bad, I ran out of my
medication, if | can make it through this | can probably go home. And then there’s a group that, I'm not sure.
But there's a lot of patients, | think about 50 percent of these know what their disposition is probably going to
be.” (VD)
ED BARRIERS POLICY BARRIERS
. H 1
Some patients develop drug dependency over Patients transported by ambulance can't always
the course of their care choose the hOSpI’[al they are taken to
“Then you have a small population of them that probably have developed, you know, a dependency on 'If, however, their usual care is here but they were out visiting a friend, the pain came on, they called an
them.” (SW) ambulance, the ambulance took them to wherever the ambulance wanted to take them, which is usuall, there's
some kind of rule like the ambulance has to take you to the closest place.” (MD)
——» ED PERCEPTION
. . PATIENT FACILITATORS
Nurses and doctors disagree on services
“Yeah, and [ talked to Dr. Hsu about this a few years back where it felt like some nurses were, well, they A med ICal hom e for patl ents
questioned the senvices that were being pr owd?d and whether or not we were being fin in certain “So if they come to our place where they're getting their care regularly, then they have a medical record and the
bounaaries that they imagined that were there.” (SW) medical record, as long as the ER doc opens it, can tell them, yeah, this s a person who’s normally on this
amount of pain meds, has chronic pain, has damage to this, has done this, this is what we've done for them
before, this is what works. They can follow that kind of stuff.” (MD)
ACC BARRIERS » ACC BEHAVIORS » ED PERCEPTION 2DIFG R EIRE
; i e ; : ; i Tools to screen for pain crisis
ACC staff not aligned internally Criteria for transferring patients from ACC to ACC does not coordinate or administer care P
. . . . “Probably, though, just staff that's able to screen that, is aware of what that pain crisis might look like and is
“Are they holding their own staff accountable? You know, to the point where my own faculty will just laugh at me E D IS N Ot al WayS C | ear or consi St e nt effeCt ve Iy to S C patl ents able to distinguish it from the other things that they might assume that it is.” (SW)
if I say hey, we're going to try this again because they just like, really, Charfie Brown? Lucy’s holding the football
again and we're going to call and nobody, and they're really going to answer the phone this “Then there would be multjple reasons for, oh, we can't take care of this patient because this or that or they Now, we are revisiin
h B » b g some of this so this is a good time to be talking through this. But our sense has
Z,TQ af;g [heﬂy ;e dﬁ:a//y gﬂorng © f: ;if:OZS/[Ve’azi tf;jey’ r?ﬂrea;/y ﬁ?fhm? tro Ifke// c(hje’sﬂr 2 ;T L;ft/in(igow' d\;ou VD GREEH (P2, (2D CRTEeEiEs) Ci) i/ UEES EERErED, e S D wiie O lerg s (D) been that they have not been masters of their own domain, that they don't quite know what their own
OW,’ © aiending ca say something but are ihe nursing stait that are really doing the work onboara nursing staff is doing to block care or not answer the phone.” (MD)
They're the major resistors.” (MD)
|, ACC BEHAVIORS PATIENT BARRIERS

Quality of care can vary greatly by provider

‘I mean I think that they have wonderful providers and | think they also have providers that | can’t reach and
providers that don't see their own patients for many, many, many, many, many hours.” (MD)

There is no way to measure pain objectively

“So if you're coming to an urban hospital ER as a young African American looking for narcotic and you say you're
having pain and have no outward signs of anything, you don't have a broken bone sticking out of you or a bum,
something, then it's hard to persuade people sometimes.” (MD)



