
              
              

This idea  of focusing  on patient-centered  medical care  has been  one that’s come  to  
the  forefront in  the  last decade  and we’ve  heard  a lot about that. 
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National attention  has focused  on increasing  patient involvement in  decision-making  
and ensuring  that decisions are  informed  and shared. The  second  bullet is one  that I 
really want to  focus on, the  idea  that improving  patient-centered  care  has been  
identified  as a  method  for reducing  disparities and  health  outcomes. If we  believe  
that by engaging  patients in  their care, by helping  them make  better, more  shared  
decisions and  being  more  patient-centered  that we  can  overcome  health  disparities 
then  we  really need  to  think about what those  challenges to  doing  that might be. 
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This is the  Institute  of Medicine’s definition  – that patient needs, patient preferences, 
and involving  patients in  decision-making  is what patient-centered  care  should  be. 
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Whenever I talk about shared  decision-making  I usually try to  include  this paper by 
Briss,  Rimer and  colleagues that came  out in  2004 because  it’s the  only paper that 
does a  really good  job  of separating  informed  and shared  decision-making;; a  lot of 
times those  concepts get linked. What do  we  mean  by engagement and  activation?  
Informing  patients so  that they can  make  a good informed  decision  is one  thing. 
Involving  them in  that decision  and whether that means that we  nudge them to  be
more  active  in  that decision. The  challenges to  these  are  somewhat different 
although  they may be  related. 
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When  I thought about this talk I realized  I didn’t really have  a handy good  definition  
of what culture  meant. I just went online  and found  this one  which  I thought was 
useful for us to  have  today because  we  want to  be thinking  broadly and  this is broad  
definition  of the  things that make  up a group  of individuals, that are  passed  down  
from one  generation  to  the  next. And, we  often  use  race  and ethnicity as a  proxy for 
culture. 
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                             So  I will be  trying  to  focus on  culture  thinking  about it as it relates to  world  views of a  
group. 

6 



                    
                 

                       
                       

                       
              

     
                             

           
                    

                    
                                   

                    
  

For today I’m going  to  primarily use  race, ethnicity, and  language  to  represent 
culture  because  that’s the  data  that I have  and the  data  that tends to  be available. 
But culture  is broader than  just race  and ethnicity. I will be  providing  examples and  
evidence  from some  of my own  work and  referencing  work of others largely on  
cancer. That's the  area  in  which  I work -- the  continuum from screening, new 
treatments, survivorship -- but the  issues and  the  challenges related  to  shared  
decision-making  are  across conditions. 
In  terms of what we  know about the  impact of culture  on health, racial ethnic and  
less acculturated  minorities have  been shown  to  receive  care  differentially from the  
white  majority. Unfortunately, we  have  seen  this for years and  in  some  cases for 
decades. Minorities tend  to  receive  less preventive  services, and  are  at later stages 
at diagnosis. This is true  for cancer and  for other conditions as well. And, once  
diagnosed  they tend  to  sometimes not receive  all of the  treatments that are  
available. 
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This table  is a  sample  of cancer studies that have  shown  this. Some  work has 
shown  differences in  screening, but we  tend  to  see  that minorities have  lower rates 
of screening  than  whites. 
Regarding  diagnosis, a  recent paper showed  what we  have  known  now for decades 
-- that  African-American  women  tend  to  be diagnosed  with  later stages of breast 
cancer than  whites. And, down  the  continuum there  we  see  these  differences. So  
why?  Why do  these  exist?   One  of the  reasons that we  know is that  access  to care 
has been  a problem in  our country Another reason  may relate  to  the  process of 
care, that is, our ability to  provide  patient-centered  care  and make  sure  that patients 
are  involved  and engaged in  decisions. 
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Ina  paper by Mead  and colleagues published  in  the  American  Journal of Public 
Health  in  2013, five  themes which  relate  to  shared  decision-making  for cancer care  
were  identified. 
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Here  is how all of these  factors work together to  influence  the  decision-making  
process. The  patient is nested  within  family and  others. Family and  others are  within  
a community. All of these  are  interacting  with  the  healthcare  provider and  the  
healthcare  team. And  then  driving  towards influencing  the  treatment decision-
making process. 

10 



                             
              

                    
        

                    
     

                       
                 

                 

              
                 

                          

This table  shows examples for each  of the  domains to  get us thinking  about some  of 
the  issues that exist and  how these  are  challenges. 
On  the  patient side  what might differ among  different cultures that could  be
associated  with  differences in  decision-making  and the  ability to  engage patients, 
include  things like  perceived  or actual discrimination, personal belief systems, 
spirituality, and  trust in  providers 

In  terms of the  actual decision-making, domains include: perspectives on  how 
decisions should  be made, and  a differential understanding  of risk and  benefit 
information  and variation  in  preferences that may relate  to  patient or personal 
factors.  
The  role  of family and  others in  decision  making  may vary. 
And  then  on the  community and  the  provider side  I don’t have  data  from my own  
work to  share  today but we  know that these  may differ by cultural group. 
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These  are  examples to  get us thinking  about differences. Most of these  are  from 
population-based  studies conducted  by my group  at Michigan  and the  Ann  Arbor VA 
called  the  Cancer Surveillance  and Outcomes Research  Team. We’ve  partnered  
with  the  NCI funded  cancer registries to  survey large  numbers of cancer patients 
usually within  6 to  9 months of their diagnosis. 
The  first study is a  population-based  study of colorectal cancer patients in  Atlanta  
and Detroit. We  purposely oversample  African-Americans so  that we  can  get 
representation  and look at differences. This study was focused  on trying  to  
understand  reasons for differences in  receipt of chemo  therapy appropriately and  to  
focus on  racial and  ethnic issues. The  next two  studies are  more  my area  of breast 
cancer research. One  is a  completed  study and  one is a  current study, again, both  
population-based, both  oversampling  African-American  and Latina  patients. And  I 
just want to  note  here  the  second  bullet under the  second  bullet that to  determine  
acculturation  we  use  the  short acculturation  for Hispanic scale  otherwise  known  as 
the  SASH. And  it’s relevant because  it is a  language-based  scale  and it asks people  
the  degree  to  which  they’re  comfortable  in  Spanish  and English  in  thinking, reading, 
and talking. And  so  that’s where  the  overlap  among  literacy and  language  and
culture  becomes a  little  bit blurry. But we  were  able  to  categorize  our patients into  
low and  highly acculturated  based  on that existing  scale. 
So  moving  into  one of the  first points that I mentioned  as to  why might we  have  
challenges engaging  patients in  shared  decision-making  and in  the  provision  of 
patient-centered  care?  
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So  moving  into  one of the  first points that I mentioned   -- why  might we  have  
challenges engaging  patients in  shared  decision-making  and in  the  provision  of 
patient-centered  care?  One  reason  might be  because  patients have  different 
experiences with  discrimination, real or perceived. From colorectal cancer patients, 
we  asked  them to  indicate  whether they had  experienced  discrimination  during  their 
colorectal cancer treatment and  then  in  a separate  question   we  asked  the  same  for 
their daily life. This graph  shows that for the  most part patients did  not feel that they 
had been discriminated  against during  their treatment although  the  African-
American  and other racial ethnic groups -- largely Hispanic and  Asian  patients – did  
report so  more  often  than  did  than  their white  counterparts. But when  we  looked  at 
the  in  daily life  question  we’re  seeing  significant differences between  white  patients 
and the  other racial and  ethnic groups. So, this reminds us that people  perceive  that 
they experience  discrimination  and how that may affect them as they approach  
engaging  in  the  health  system. 

13 



                       
        

           
                             

           
                    

                                
                          

                          
     

Personal beliefs, belief systems across cultures we  know vary. 
We  had several questions where  we  were  trying  to  understand  how people  
approached  learning  and the  role  of education  and information  in  their daily lives. In  
this question, where  we  asked  if wisdom comes from personal experience, not from 
learning  in  school, the  percentage  who  agree  or strongly agreed  showed  slight 
differences between  the  white  patients and  patients of different racial and  ethnic 
groups. We  saw this pattern  or all of our questions, which  were  not meant to  be
right or wrong, but rather meant to  help  us understand  that people  have  different 
personal belief systems, which  will impact how they interact with  their healthcare  
and with  their health  providers. 
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Spirituality is an  area  that has been  studied  more  than  the  other two. This slide  for 
colorectal cancer patients and  the  next for breast cancer patients, show responses 
from patients to  the  questions relating  to  their own  perceptions of religion  and
spirituality in their lives. 
In this  slide,  white  patients are  significantly less likely than  African-Americans  or  
other racial ethnic groups to  agree  or strongly agree  with  these  questions. For, 
“Prayer helped  me  make  decisions about treatment,” those  views are  going  to  
impact how the  patient interacts and  engages with  their provider in  making  shared  
decisions. And  if the  provider doesn’t assess the  importance  of religion  and
spiritualty in  the  patient’s decision-making  process then  that’s a  missed  opportunity 
to  understand  how that belief system influences their treatment choices. 
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Here  we  see  similar data  for breast cancer patients. In  this study we  were  able  to  
characterize  Latina  patients into  high  or low acculturated  based  on the  SASH 
measure. You  can  just see  that the  percentage  of white  patients who  agree  with  
these  statements is significantly lower than  for the  other groups. We  didn’t have  the  
exact same  question  about treatment but they were  similar. 

16 



           
              

These  examples from the  literature  reinforce  some  of the  data, highlighting  these  
differences in  spirituality and  racial and  ethnic groups. 
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We’ve  heard  for some  time  that racial and  ethnic minorities have  lower trust in  the  
healthcare  system, hearkening  back to  the  1932 Public Health  Service’s Tuskegee  
Study, and  other studies. We  were  specifically interested  in  that issue  in  this 
colorectal cancer study and  had a whole  series of questions about trust. 
I selected  a few questions to  show. According  to  responses to  these  questions, 
there  is a  good percentage  of people  who  trust in  their physicians and a good
percentage  of people  in  all racial and  ethnic groups in  our study who  don’t. So  it is 
still an  issue, but it doesn’t seem to  be particularly driven  by race  or ethnicity, at 
least in  this study. 
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In  terms of decision-making, research  suggests that there  are  racial and  ethnic 
differences. For example, in  desire  for involvement in  decision-making, do  people  
really want shared  decisions and  how do  we  handle  that?  What should  we  do?
Should  we  nudge them?  Should  we  respect their autonomy preference?   Their 
actual involvement in  decision-making  is perhaps in  part because  of their desire  for 
involvement. Regarding  decision  outcomes, things to  consider include  decision  
satisfaction  and regret. The  next slides are  a few examples of that. 
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These  are  more  data  from the  breast cancer study in  Detroit and  Los 
Angeles;; the  racial and  ethnic categories are  along  the  bottom of this figure. 
This study used  the  controlled  preferences scale  published  by Dagner and  
colleagues in  the  nineties. It asks patients how is the  decision  made?  Was it 
on a scale  from the  surgeon  made  the  decision  to  the  patient made  the  
decision  and then  we  categorized  that into  surgeon-based, fully shared, or 
patient-based. This figure  shows that for the  most part the  decision  was 
either largely shared  or patient-based  with  the  exception  of less acculturated  
Latina  groups who  are  the  most likely to  report that it was a  surgeon-based  
decision. So, there  is definitely a  difference  in  terms of how the  decision  was 
made  for this group  compared  to  the  other groups. 
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We  looked  at the  difference  between  actual and  preferred  involvement to  try to  
discern  what was happening. Most patients said  that they had  the  right amount of 
involvement. But among  those  who  didn’t, we  were  interested  in  whether they 
reported  having  had too  much  involvement or too  little  involvement and  if that would  
help  us understand  the  finding  from this previous slide  regarding  the  less 
acculturated  Latinas. And  in  fact, they are  the  group  who  is the  most likely to  have  
discordance  between  how they wanted  the  decision  to  be made  and how it actually 
was made;; that is they were  more  likely to  report that they had  too  little  involvement 
than  that they had  too  much  involvement. So  this finding  supports the  idea  that for 
patients who  really need  to  be involved  in  decision-making, we  may need  to  urge  
them to  be more  active  and more  engaged, while  recognizing  and respecting  their 
desire  for less involvement, because  sometimes they say they have  too  much. So  
it’s a  thin  line  to  walk. 
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In  terms of decision  satisfaction, this slide  shows data  from studies of colorectal 
cancer patients and  breast cancer patients, this study used  Margaret Holmes-
Rovner’s measure  of decision  satisfaction  to  assess their decision  after they had  
completed  the  treatment process. The  data  show an  inverse  linear relationship  by 
race  and decision  satisfaction  in  the  percentage  of those  who  were  strongly or very 
strongly  satisfied;;  the  white patients in  both  groups were  the  most likely to  be very 
strongly satisfied  and it declines from there. That is not something  that we  want to  
see. We  want to  see  all patients being  satisfied  regardless of ethnicity. So  you  can  
see  that the  white  patients in  both  groups were  most strongly satisfied  or were  the  
most likely to  be very strongly satisfied  and then  it declines from there. 
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One  of the  things that we  may not think about enough  is how people  react to  and
understand  information  differently?  I have  two  slides showing  some  differences in  
the  understanding  of risk and  benefit information  by race  and ethnicity. In  this 
analysis we  controlled  for education  so  that effect shouldn’t account for the  
differences that we  see  here. Essentially, we  asked  patients with  breast cancer a  
couple  of factual questions after they completed  treatment. And  we  wanted  them to  
answer, “true.” Very few got the  answer completely incorrect (the  red  bars), but 
there  was a  good percentage  who  didn’t know the  answer to  the  question  (the  green  
bar) and  those  responding  in  this way, were  significantly more  likely to  be Latina  
patients and  African-American  patients. This is also  disconcerting, rasing the  
questions: What is happening?  Is the  information  not being  conveyed  in  a way that 
they understand  it?  Are  they interpreting  it differently?  Are  there  communication  
issues on  the  part of the  provider?  We  don’t really know the  answers but we  would  
love  to  see  everybody answering  it correctly and  we  certainly don’t want to  see  
differences by race, ethnicity, or other factors. 
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In  a study which  is still in  the  field  now, we  asked  this question. “After which  surgery 
is it more  likely that a  woman  would  need additional surgery?” The  answer to  that 
should  be lumpectomy. What we  see  are  the  more  white  women  get this answer 
correct than  women  in  other racial and  ethnic groups. And  in  this current study we  
also  had Asian  patients in  our sample. 
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In  variations in  preferences for care, the  differences in  outcomes between  racial, 
ethnic and  cultural groups may be  because  patients prefer different things. In  this 
study we  asked  patients, after they had  completed  their breast cancer treatment, 
"How important were  these  factors to  you  when  you  were  making  your decision, at 
the  time  you  were  making  your decision?" This figure  shows that there  is a  lot of 
variation  across racial and  ethnic groups. Pointing  us to  the  thoughts that if 
providers don't know these  things before  going  into  the  treatment decision-making  
process, then  it's possible  that they will miss an  opportunity to  inform a  patient, to  
engage a family member, to  help  educate  them about the  cost of care, and  as a  
result patients will be  making  decisions without these  very important values being  
considered. 

25 



                 
                          

                    
    

Other studies have  shown  variation  in  preferences in  different racial and  ethnic 
groups, so  I think it's just something  that we  really need  to  be aware  of, and  to  think 
of ways to  help  providers elicit those  preferences so  that those  conversations can  
be more  rewarding. 
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Family and  friends play different roles in  the  healthcare  process in  different cultural 
groups. We  were  able  to  examine  this in  our breast cancer sample. When  we  
asked  patients, "How important were  these  people  when  you  were  making  your 
initial treatment decision?” The  less acculturated  Latina  patients indicated  a higher 
level of importance  for family and  friends relative  to  other racial/ethnic groups. 
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        Other studies have  also  shown  this, too.
 

28 



                    
                       

              
              

    

The  community and  the  role  of advocacy groups in  the  community may vary in  
different cultural areas and  geographic areas. These  are  just a  couple  of articles 
that have  focused  on ways that we  can  disseminate  cancer care  in  different 
communities and  increase  access and  patient engagement treatment decision  
making.. 
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A couple  of papers have  highlighted  that providers need  to  be aware  of different 
beliefs among  their patient populations that may influence  their use  of treatment. In  
the  second  study by Mejia  de Grubb, primary care  physician  residents reported  it 
was difficult to  interact with  individuals from different cultures because  of perceived  
differences in  attitudes and  beliefs. 
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W should  remember that interventions may not be  developed  with  racial, ethnic or 
cultural differences in  mind, and  that individuals from different backgrounds may 
respond  to  interventions differently. So  if we're  thinking  about interventions to  
improve  engagement and  share  decision  making, I think these  are  important points 
to  remember. 
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Matt Kreuter and  his group  has done  a lot of work in  putting  narratives into  
interventions, which  is one  way to  overcome  some  of these  challenges. Myers is 
showing  navigation  tailoring  works differently in  different racial and  ethnic groups. 
Work  by  Resnicow has shown  that communication  style  preference  is important. 
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What's needed  I think: awareness of differences in  belief systems and  the  existence  
of real and  perceived  discrimination, for example, understanding  that there  is a  lack 
of trust in  the  health  system. More  work is needed  to  understand  how culture  
shapes preferences and  more  novel methods are  needed to  convey risk and  benefit 
information  to  those  from different cultural backgrounds. Involvement of family and  
friends needs to  be considered;; I think in  some  cases, this may be  a real missed  
opportunity to  improve  engagement and  shared  decision-making. Innovations and  
interventions to  use  tailoring  has been  shown  to  engage patients from different 
cultural backgrounds. Finally, we  need then  ways to  measure  and assess culture  
that go  beyond  race/ethnicity. We  need to  be thinking  about all of these  issues more  
broadly. 
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To  conclude, the  idea  of cultural competence  in  medicine  was introduced  in  the  '90s. 
It got a  lot of attention, but we  haven't heard  much  about it recently. We've  been
focusing  on patient-centered  care  and shared  decision-making, but I think they 
really go  together, and  if we  can  remind  ourselves of the  importance  of these  issues 
when  delivering  care  and include  cultural issues in  our training, we  may see  some  
positive  outcomes in  terms of shared  decision-making. 
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Brach  has a  framework in  a paper published  in  2000 that outlines what we  need and
how that's going  to  result in  better outcomes for patients. It shows what we  need on
the  training  side, how that will lead  to  increased  understanding  of cultural issues, 
how it will foster shared  decision-making  and how it will result in  better outcomes 
for patients. 
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This is a  quote  from a  paper by Chalela and  colleagues published  in  2012 that 
focused  on BRCA testing. The  quote  highlights the  importance  of acknowledging  the  
role  of family when  conveying  risk and  benefit and  in  shared  decision-making. Such  
cultural issues and  challenges are  relevant not just to  this issue  but to  all issues and  
all conditions. We  can  really pay attention  cultural -- religiosity, the  importance  of 
family  -- design  interventions targeting  these  groups.  Thank you. 
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