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Abstract
Lynch syndrome (LS) is a genetic cancer syndrome that puts affected individuals at a significantly higher risk of developing
multiple cancers. Participants (n ¼ 57) were recruited through social media. Data were collected through online surveys and
phone interviews; the interview data (n ¼ 55) were analyzed to identify provider terminations and the factors that motivated
these decisions. Results indicate that individuals with LS terminated their patient–provider relationships due to lack of pro-
vider LS knowledge, poor interactions, or a combination of both factors. Findings from this study suggest a need for better
interactions between LS patients and providers and increased knowledge of LS-specific care.
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Introduction

Lynch syndrome (LS) is a genetic cancer syndrome that puts

individuals at a considerably elevated risk of developing mul-

tiple cancers. While colorectal cancer is the most common for

individuals with LS (30%-54% for women and 74%-82% for

men), there also is an increased risk of stomach, small intes-

tine, hepatobiliary tract, urinary tract, skin, brain, and pancrea-

tic cancers (1,2). Women with LS have an elevated risk of

gynecologic cancers, with a 40% to 60% lifetime risk of endo-

metrial cancer and 10% to 15% risk of ovarian cancer (1,2).

After an individual is diagnosed through genetic testing

indicating mutations in DNA mismatch repair genes (MLH1,

MSH2, MSH6, and PMS2 as well as an EPCAM deletion),

recommended screenings include annual or biennial colo-

noscopies starting around 20 to 25 years old and annual

gynecologic screenings (1,3). Adherence is critical, but com-

pliance has been less than ideal, particularly for gynecologic

screenings (4). These screenings are invasive and can be

uncomfortable; the complexity of screening and surveillance

protocols, and the high patient burden places a high impor-

tance on these patient–provider relationships.

Individuals have reported educating their providers on

LS if they did not feel confident about their providers’

LS-specific knowledge. Some patients reported feeling that

their provider was not receptive to the information, while

others indicated that they were satisfied with the outcome

of these provider interactions (5). In some situations, a pro-

vider’s lack of understanding regarding screening and sur-

veillance procedures as well as a low concern for LS-specific

health care needs may lead a patient to terminate their

patient–provider relationship. To the best of our knowledge,

this study is the first to evaluate the reasons individuals with

LS choose to terminate their provider relationships.
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Methods

The institutional review board of Albany College of Phar-

macy and Health Sciences approved this study. Participants

were recruited through social media. Lynch Syndrome Inter-

national, a patient advocacy organization, posted a recruit-

ment announcement on Facebook. Individuals who were

interested in participating were called by a member of the

research team to confirm eligibility. Eligibility criteria

included being able to read and speak English, being able

to be contacted by phone and email, and having undergone

genetic testing and counseling for LS. Both previvors (indi-

viduals with an LS diagnosis who have not yet had cancer)

and survivors were included in this study. The first 65 eligi-

ble participants were emailed a detailed survey via REDcap

(6). Upon completion of the survey (n ¼ 57), participants

were contacted for an in-depth telephone interview. There

was a 96% response rate for the telephone interview (n¼ 55)

as 2 participants could not be contacted during that time.

Details of the recruitment methodology are outlined in a

prior publication (7).

Descriptive analysis was conducted for the demographic

data, and the interview transcripts were analyzed for indica-

tions of a change in provider. In this study, the term

“providers” refers to primary care physicians, nurse practi-

tioners, and specialists (ie, oncologists, gastroenterologists,

gynecologists). For situations where there was a provider

change, members of the research team (E.B. and A.B.C.)

determined the primary factor driving that change. E.B. took

the lead in coding these provider changes, and E.B. and

A.B.C. continuously reviewed the data until determinations

were made for all provider changes. Factors identified by

E.B. and A.B.C. included poor interaction, lack of LS knowl-

edge, no need for that provider any longer, change by refer-

ral, a patient or provider move, provider retirement, and

insurance reasons. More than one reason was recorded per

provider change, if indicated by the participant.

Results

Demographic data are reported in Table 1. Transcripts were

analyzed for confirmation of provider changes and reasons

provided for the relationship terminations. Of 55 interviews,

there were 123 indicated provider changes. Reasons given

for termination of a patient–provider relationship include

poor interactions (n ¼ 15; 12.2%), lack of LS knowledge

(n ¼ 16; 13.0%), or both (n ¼ 24; 19.5%). Some of the

provider changes (n ¼ 31; 25.2%) were due to the provider

no longer being needed as part of the health care team. For

example, a patient had surgery and no longer needed to see

that surgeon. Insurance issues also led to provider relation-

ship terminations (n ¼ 8; 6.5%). Figure 1 shows the number

of provider changes per factor. Excluded from Figure 1 were

3 instances of poor interactions that the participant indicated

they were unable to change their provider.

These data indicate there are many reasons why individ-

uals with LS terminate provider relationships. Of the 123

provider changes, lack of LS knowledge was indicated to

be all or part of the reason in 40 of the changes (32.5%),

and poor interactions for all or part of 39 of the changes

(31.7%). Most of these situations overlapped, which is

shown in the lack of knowledge and poor interaction column

in Figure 1 (n ¼ 24; 19.5%).

The provider interactions described by individuals with

LS vary but the following demonstrate illustrative examples

of each of the situations noted above. For lack of LS-specific

knowledge, one participant said: “The last time I got a colo-

noscopy, the [doctor] told me that he never heard of . . . get-

ting [endometrial or ovarian cancer] screenings on an annual

basis.” For poor interaction with a provider, one participant

relayed the following conversation following abnormal

bleeding: “I [said] well, this isn’t normal for me. And she

[says] “Oh, get over it.” She’s a GYN nurse practitioner that

I’ve seen. And she [just says] “Oh, get over it. It’s just your

period.” The poor interactions identified consisted of dismis-

sive behavior, lack of consideration, general inappropriate

conduct, not spending enough time with patients, and not

listening to concerns; many of these interactions resulted

in the patients feeling dismissed and invalidated. One parti-

cipant described a poor interaction with an oncologist that

she also perceived as lacking LS knowledge: “He never did

any other follow-up tests [except for a breast exam]. He just

asked me about my breasts and gave me a breast exam every

time, and so I decided I didn’t need to see him anymore.”

Discussion

To the best of our knowledge, these data are the first to

examine the factors that lead to the termination of provider

relationships in individuals with LS; these data also support

prior findings that LS patients face a unique set of obstacles

in their provider relationships. It is evident that specific

knowledge is required for proper care; when this knowl-

edge is not adequate, the patient–provider relationship may

be terminated. The considerable overlap between lack of

LS knowledge and poor interaction supports the literature

stating that a lack of knowledge may lead to patients edu-

cating providers or advocating for themselves in a way that

Table 1. Participant Demographics.

Characteristic LS (n ¼ 55)

Mean age (range), years 44 (21-68)
Female 76% (42)
Married 53% (29)
White 93% (51)
>High school education 93% (51)
Income >$25 000 86% (44)
Number of states represented 26
Survivors 62% (34)
Previvors 38% (21)
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is not always appreciated by providers (5). It is possible that

some of these poor interactions are due to patients being

more aware of their care needs and feeling that a provider is

dismissing them. Participants in this study appear to have

been motivated enough by unsatisfactory provider interac-

tions to search for alternative providers who can properly

handle the higher risks associated with LS. While there is

no other LS-specific literature regarding provider relation-

ships, other literature regarding conditions like HIV and

diabetes, which also require specialized and detailed care,

supports the idea that poor relationships decrease screening

and treatment adherence (8,9). Adherence to screening and

surveillance protocols for individuals with LS is imperative

to detect developing cancers. Individuals with LS require

highly specialized care focused on mitigating their cancer

risks, which adds importance to the quality of their provider

relationships.

Our results suggest that provider’s LS-specific knowl-

edge and ability to interact effectively with patients are the

most important characteristics individuals with LS consider

when deciding to either maintain or terminate a provider

relationship. Longitudinal studies are needed that examine

changes in provider relationships over time. The literature

also would benefit from having the provider perspective on

these complex patient–provider relationships. Ultimately,

both knowledge regarding LS and improvements in

patient–provider interactions are things that can be

addressed through educational intervention. The literature

indicates that provider interventions that improve communi-

cation and patient-centered skills may improve patient–

provider interactions (5). Since most poor interactions were

due to patients feeling dismissed or invalidated, these

changes could significantly improve the quality of care for

individuals with LS and their satisfaction with that care.

Limitations

This study relies on 1-time, patient self-report data; it is

possible that the number of provider changes are even higher

than we found in our data. It also is possible that there are

additional details about these changes that we were unable to

document. Another limitation is that participants were

recruited through social media and may not be representative

of the entire LS population. Individuals who are active on a

social media page for LS may be more aware of their care

needs, more likely to advocate for themselves, and more

likely to respond to a call for participation in a research

study. As is common with hereditary cancer studies, the

small sample size and lack of diversity limits the conclusions

of this study; therefore, it would be beneficial to conduct a

larger, longitudinal study to achieve more representative

results. We were, however, able to recruit participants from

26 states who were receiving care outside of noncomprehen-

sive cancer centers, which adds some diversity to our popu-

lation. Finally, lack of LS knowledge does not refer to actual

provider lack of knowledge, but only that which was per-

ceived by patients since provider input was not included.

Therefore, it is necessary in future research to get both per-

spectives on the termination of patient–provider

relationships.
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Figure 1. Reasons individuals with LS terminated a provider relationship. LS indicates Lynch syndrome.

Broughel et al 3



Authors’ Note

Data available upon request.

Declaration of Conflicting Interests

The author(s) declared no potential conflicts of interest with respect

to the research, authorship, and/or publication of this article.

Funding

The author(s) disclosed receipt of the following financial support

for the research, authorship, and/or publication of this article: This

research was partially supported by a grant from the Collaborative

Fund of the CGA (PI: A.M. Burton-Chase.

ORCID iDs

Kelsey Hennig, PharmD https://orcid.org/0000-0001-7979-9959

Wendy M Parker, PhD https://orcid.org/0000-0001-6363-5634

Allison M Burton-Chase, PhD https://orcid.org/0000-0002-

5141-6095

References

1. Lindor NM, Petersen GM, Hadley DW, Kinney AY, Miesfeldt

S, Lu KH, et al. Recommendations for the care of individuals

with an inherited predisposition to lynch syndrome: a systematic

review. JAMA. 2006;296:1507-17.

2. Lynch H, Lynch JF, Lynch PM, Attard T.Hereditary colorectal

cancer syndromes: molecular genetics, genetic counseling, diag-

nosis, and management. Fam Cancer. 2008;7:27-39.

3. Kempers MJ, Kuiper RP, Ockeloen CW, Chappuis PO, Hutter P,

Rahner N, et al. Risk of colorectal and endometrial cancers in

EPCAM deletion-positive lynch syndrome: a cohort study. Lan-

cet Oncol. 2011;12:49-55.

4. Burton-Chase AM, Hovick SR, Sun CC, Boyd-Rogers S, Lynch

PM, Lu KH, et al. Gynecologic cancer screening and commu-

nication with health care providers in women with lynch syn-

drome. Clin Genet. 2014;86:185-89.

5. Hennig K, DeCoster B, Chu R, Parker W, Campo-Engelstein L,

Burton-Chase AM. Patients educating health care providers on

lynch syndrome. PXJ. 2018;5:91-6.

6. Research Electronic Data Capture. Accessed January 25, 2014.

http://www.project-redcap.org/

7. Burton-Chase AM, Parker WM, Hennig K, Sisson F, Bruzzone

L. The use of social media to recruit participants with rare con-

ditions: lynch syndrome as an example. JMIR Res Protoc. 2017;

6:e12.

8. Beach MC, Keruly J, Moore RD. Is the quality of the patient-

provider relationship associated with better adherence and

health outcomes for patients with HIV?J Gen Intern Med.

2006;21:661-65.

9. Ciechanowski PS, Katon WJ, Russon JE, Walker EA. The

patient-provider relationship: attachment theory and adherence

to treatment in diabetes. Am J Psychiatry. 2001;158:29-35.

Author Biographies

Erin M Broughel graduated from Albany College of Pharmacy

and Health Sciences in 2020 with a Bachelor’s of Science in

Pharmaceutical Sciences and a minor in Public Health. She is cur-

rently attending Clarkson University and studying Healthcare Man-

agement to earn her MBA in 2022.

Kelsey Hennig is a clinical assistant professor at Binghamton Uni-

versity in Johnson City, New York. She received her Doctor of

Pharmacy degree from Albany College of Pharmacy and Health

Sciences in 2018. Following her degree, she completed a postgrad-

uate year one pharmacy residency at St. Joseph’s Health Hospital/

St. John Fisher College Wegmans School of Pharmacy and a post-

graduate year two pharmacy residency in ambulatory care phar-

macy practice at Albany College of Pharmacy and Health Sciences.

Rebecca Chu is currently the clinical research pharmacist for

MediSys Health System. In this position, she coordinates the med-

ications for investigational clinical drug trials at both Jamaica and

Flushing Hospital Medical Centers and serves as an unblinded team

member. She obtained her Doctor of Pharmacy degree at Albany

College of Pharmacy and Health Sciences in Albany, NY with a

concentration in Economics and Health Outcomes. After gradua-

tion, she a completed a Post Graduate Year-1 (PGY-1) Pharmacy

Residency at NYU Winthrop Hospital in Mineola, NY and the

Interprofessional Palliative Care Fellowship Program at the James

J. Peters Veterans Affairs Medical Center in Bronx, NY.

Wendy M Parker holds a BA in Political Science and MPA in

Public Policy and Public Administration. She earned her PhD in

2010 from the Maxwell School of Citizenship and Public Affairs at

Syracuse University and today she is an associate professor at the

Albany College of Pharmacy and Health Sciences. In the position

she is the program director for an undergraduate degree in Public

Health. She studies disparities in health and health care connected

to complex patient care and the social determinants of health.

Lisa Campo-Engelstein is the Harris L. Kempner Chair in the

Humanities as medicine professor, the director of the Institute for

Bioethics & Health Humanities, and an associate professor in Pre-

ventive Medicine and Population Health. Her main research area is

reproductive ethics from a feminist and queer perspective. In 2019

the BBC recognized her research as engendering a better future for

women, naming her as one of the 100 “inspiring and influential”

Women of 2019.

Allison M Burton-Chase is an associate professor of Behavioral

Medicine at Albany College of Pharmacy and Health Sciences. She

obtained her BS in Psychology from Louisiana State University and

her PhD in Gerontology and Aging Studies from the University of

South Florida. Dr Burton-Chase completed her Post-Doctoral train-

ing in Palliative Care at the Durham VA/Duke University Medical

Center and in Cancer Prevention at the University of Texas MD

Anderson Cancer Center. Her research focus is on the behavioral

aspects of hereditary cancer, with a particular focus on patient-

provider relationship for individuals with Lynch syndrome.

4 Journal of Patient Experience

https://orcid.org/0000-0001-7979-9959
https://orcid.org/0000-0001-7979-9959
https://orcid.org/0000-0001-7979-9959
https://orcid.org/0000-0001-6363-5634
https://orcid.org/0000-0001-6363-5634
https://orcid.org/0000-0001-6363-5634
https://orcid.org/0000-0002-5141-6095
https://orcid.org/0000-0002-5141-6095
https://orcid.org/0000-0002-5141-6095
https://orcid.org/0000-0002-5141-6095
http://www.project-redcap.org/


<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /None
  /Binding /Left
  /CalGrayProfile (Gray Gamma 2.2)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Warning
  /CompatibilityLevel 1.4
  /CompressObjects /Off
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages false
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.1000
  /ColorConversionStrategy /LeaveColorUnchanged
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams true
  /MaxSubsetPct 100
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo true
  /PreserveFlatness false
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Remove
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages false
  /ColorImageMinResolution 266
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages true
  /ColorImageDownsampleType /Average
  /ColorImageResolution 175
  /ColorImageDepth -1
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.50286
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages true
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.40
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.76
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /CropGrayImages false
  /GrayImageMinResolution 266
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Average
  /GrayImageResolution 175
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.50286
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages true
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.40
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.76
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /CropMonoImages false
  /MonoImageMinResolution 900
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Average
  /MonoImageResolution 175
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50286
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /CheckCompliance [
    /None
  ]
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError true
  /PDFXTrimBoxToMediaBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXSetBleedBoxToMediaBox false
  /PDFXBleedBoxToTrimBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXOutputIntentProfile (U.S. Web Coated \050SWOP\051 v2)
  /PDFXOutputConditionIdentifier (CGATS TR 001)
  /PDFXOutputCondition ()
  /PDFXRegistryName (http://www.color.org)
  /PDFXTrapped /Unknown

  /CreateJDFFile false
  /Description <<
    /ENU <>
  >>
  /Namespace [
    (Adobe)
    (Common)
    (1.0)
  ]
  /OtherNamespaces [
    <<
      /AsReaderSpreads false
      /CropImagesToFrames true
      /ErrorControl /WarnAndContinue
      /FlattenerIgnoreSpreadOverrides false
      /IncludeGuidesGrids false
      /IncludeNonPrinting false
      /IncludeSlug false
      /Namespace [
        (Adobe)
        (InDesign)
        (4.0)
      ]
      /OmitPlacedBitmaps false
      /OmitPlacedEPS false
      /OmitPlacedPDF false
      /SimulateOverprint /Legacy
    >>
    <<
      /AllowImageBreaks true
      /AllowTableBreaks true
      /ExpandPage false
      /HonorBaseURL true
      /HonorRolloverEffect false
      /IgnoreHTMLPageBreaks false
      /IncludeHeaderFooter false
      /MarginOffset [
        0
        0
        0
        0
      ]
      /MetadataAuthor ()
      /MetadataKeywords ()
      /MetadataSubject ()
      /MetadataTitle ()
      /MetricPageSize [
        0
        0
      ]
      /MetricUnit /inch
      /MobileCompatible 0
      /Namespace [
        (Adobe)
        (GoLive)
        (8.0)
      ]
      /OpenZoomToHTMLFontSize false
      /PageOrientation /Portrait
      /RemoveBackground false
      /ShrinkContent true
      /TreatColorsAs /MainMonitorColors
      /UseEmbeddedProfiles false
      /UseHTMLTitleAsMetadata true
    >>
    <<
      /AddBleedMarks false
      /AddColorBars false
      /AddCropMarks false
      /AddPageInfo false
      /AddRegMarks false
      /BleedOffset [
        9
        9
        9
        9
      ]
      /ConvertColors /ConvertToRGB
      /DestinationProfileName (sRGB IEC61966-2.1)
      /DestinationProfileSelector /UseName
      /Downsample16BitImages true
      /FlattenerPreset <<
        /ClipComplexRegions true
        /ConvertStrokesToOutlines false
        /ConvertTextToOutlines false
        /GradientResolution 300
        /LineArtTextResolution 1200
        /PresetName ([High Resolution])
        /PresetSelector /HighResolution
        /RasterVectorBalance 1
      >>
      /FormElements true
      /GenerateStructure false
      /IncludeBookmarks false
      /IncludeHyperlinks false
      /IncludeInteractive false
      /IncludeLayers false
      /IncludeProfiles true
      /MarksOffset 9
      /MarksWeight 0.125000
      /MultimediaHandling /UseObjectSettings
      /Namespace [
        (Adobe)
        (CreativeSuite)
        (2.0)
      ]
      /PDFXOutputIntentProfileSelector /DocumentCMYK
      /PageMarksFile /RomanDefault
      /PreserveEditing true
      /UntaggedCMYKHandling /UseDocumentProfile
      /UntaggedRGBHandling /UseDocumentProfile
      /UseDocumentBleed false
    >>
  ]
  /SyntheticBoldness 1.000000
>> setdistillerparams
<<
  /HWResolution [288 288]
  /PageSize [612.000 792.000]
>> setpagedevice


