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Synopsis of ProjectSynopsis of Project
The MHDSA Health Care Partnership was The MHDSA Health Care Partnership was 
developed in 2004 in response to the concerns of developed in 2004 in response to the concerns of 
our members that they had not received the our members that they had not received the 
information and support they needed at the time information and support they needed at the time 
of their childrenof their children’’s diagnosis.  Many also s diagnosis.  Many also 
indicated that their childrenindicated that their children’’s health care s health care 
providers did not have the knowledge, skills and providers did not have the knowledge, skills and 
resources needed to provide the level of care resources needed to provide the level of care 
they required.  The Health Care Partnership they required.  The Health Care Partnership 
Coordinator is both a pediatric care provider and Coordinator is both a pediatric care provider and 
a parent of a child with Down syndrome, and is a parent of a child with Down syndrome, and is 
therefore able to apply both the parent and the therefore able to apply both the parent and the 
professional perspectives to educate and offer professional perspectives to educate and offer 
resources to health care providers regarding resources to health care providers regarding 
Down syndrome.  The education is conducted Down syndrome.  The education is conducted 
through facethrough face--toto--face meetings, inservices, face meetings, inservices, 
presentations, guest lecturing at local presentations, guest lecturing at local 
universities, published articles, and the provision universities, published articles, and the provision 
of very practical resource material designed for of very practical resource material designed for 
health care providers.health care providers.



Progress Toward Goals and Progress Toward Goals and 
ObjectivesObjectives

Three major goalsThree major goals

Each with 2 or more specific objectivesEach with 2 or more specific objectives

Each Objective and itEach Objective and it’’s progress will be reporteds progress will be reported

Statement of overall progress toward each major goalStatement of overall progress toward each major goal



Progress Toward Goal 1Progress Toward Goal 1
1)1) New and expectant parents receiving the diagnosis of New and expectant parents receiving the diagnosis of 

Down syndrome will be given accurate, current Down syndrome will be given accurate, current 
information about Down syndrome, will be treated with information about Down syndrome, will be treated with 
sensitivity, and will be given a referral to MHDSA for sensitivity, and will be given a referral to MHDSA for 
support.support.

80% of local newborn centers will be contacted directly with 80% of local newborn centers will be contacted directly with 
offer to provide education and resources within the 18 offer to provide education and resources within the 18 
month grant period. month grant period. 

Eleven sites were contacted during the 15 month grant Eleven sites were contacted during the 15 month grant 
period allowing contact with 245 providers including period allowing contact with 245 providers including 
nurses, physicians, social workers and others.  This nurses, physicians, social workers and others.  This 
number, added to those contacted prior to the grant number, added to those contacted prior to the grant 
period, equals nearly 85% of all newborn centers in the period, equals nearly 85% of all newborn centers in the 
area.area.



Progress Toward Goal 1, cont. Progress Toward Goal 1, cont. 

Education regarding Down syndrome including tips for Education regarding Down syndrome including tips for 
providing the diagnosis and information about MHDSA and providing the diagnosis and information about MHDSA and 
other resources, will be provided to 400 students of health other resources, will be provided to 400 students of health 
care professions within the 18 month grant period.care professions within the 18 month grant period.

Seven different university programs were served with 21 Seven different university programs were served with 21 
presentations reaching 759 students, 190% of the targeted presentations reaching 759 students, 190% of the targeted 
number.  The majority were nursing students, physician number.  The majority were nursing students, physician 
assistant students and human services students.assistant students and human services students.



Progress Toward Goal 1, cont. Progress Toward Goal 1, cont. 

Education and resources will be given to 10 providers of Education and resources will be given to 10 providers of 
prenatal screening and diagnosis within the 18 month grant prenatal screening and diagnosis within the 18 month grant 
period.period.

Meetings occurred with several providers of high risk Meetings occurred with several providers of high risk 
prenatal care and genetic counseling prior to the prenatal care and genetic counseling prior to the 
beginning of the grant period.  21 more were provided beginning of the grant period.  21 more were provided 
with updated information and resources during the grant with updated information and resources during the grant 
period which is 210% of the targeted number.period which is 210% of the targeted number.



Progress Toward Goal 1, cont.Progress Toward Goal 1, cont.

Education and resources will be given to 60 Education and resources will be given to 60 
providers of obstetric care within the 18 month providers of obstetric care within the 18 month 
grant period.grant period.

18 sites were visited or contacted during the 18 sites were visited or contacted during the 
grant period, reaching 179 providers of obstetric grant period, reaching 179 providers of obstetric 
care, 298% of the targeted number.  This care, 298% of the targeted number.  This 
category has some overlap with the 245 category has some overlap with the 245 
providers listed above at birth centers.providers listed above at birth centers.



Goal 1 Progress UpdateGoal 1 Progress Update
Great Progress , but numbers only tell part Great Progress , but numbers only tell part 
of storyof story

The ultimate impact is on the families of The ultimate impact is on the families of 
children with Down syndrome.children with Down syndrome.

Feedback from families Feedback from families 
Some were told by providers of having Some were told by providers of having 
received education from MHDSA HCPreceived education from MHDSA HCP
Parents have reported of hearing their Parents have reported of hearing their 
babiesbabies’’ diagnoses in a balanced, diagnoses in a balanced, 
supportive manner and being connected supportive manner and being connected 
to community resources immediately. to community resources immediately. 
Additionally, the number of expectant Additionally, the number of expectant 
parents with prenatal diagnoses of parents with prenatal diagnoses of 
Down syndrome who have contacted Down syndrome who have contacted 
MHDSA for information and support, MHDSA for information and support, 
increased significantly after the first 18 increased significantly after the first 18 
months of the Health Care Partnership.months of the Health Care Partnership.



Progress Toward Goal 2Progress Toward Goal 2
2)2) New and expectant parents of infants and children with Down New and expectant parents of infants and children with Down 

syndrome will have access to genetic information regarding Down syndrome will have access to genetic information regarding Down 
syndrome.syndrome.

500 families of children with Down syndrome will be given access500 families of children with Down syndrome will be given access to to 
education regarding the genetics of Down syndrome and how to acceducation regarding the genetics of Down syndrome and how to access ess 
additional, individualized genetic counseling within the 18 montadditional, individualized genetic counseling within the 18 month grant h grant 
period.period.

During the 15 month grant period, MHDSA collaborated with other During the 15 month grant period, MHDSA collaborated with other 
community agencies to provide 4 large educational programs community agencies to provide 4 large educational programs 
regarding various health, developmental and learning aspects of regarding various health, developmental and learning aspects of 
Down syndrome.  These programs had total attendance of 670 Down syndrome.  These programs had total attendance of 670 
professionals and 670 parents,134% of the targeted number.professionals and 670 parents,134% of the targeted number.



Progress Toward Goal 2, cont. Progress Toward Goal 2, cont. 

90% of area genetic counselors practicing in prenatal diagnosis 90% of area genetic counselors practicing in prenatal diagnosis 
will receive education regarding MHDSA programs as a will receive education regarding MHDSA programs as a 
resource to expectant parents and an expert source of current resource to expectant parents and an expert source of current 
Down syndrome information within the 18 month grant Down syndrome information within the 18 month grant 
period.period.

21 providers of high risk prenatal care and genetic 21 providers of high risk prenatal care and genetic 
counselors have received updated information about Down counselors have received updated information about Down 
syndrome and community resources during the 15 month syndrome and community resources during the 15 month 
grant period.  Additionally, several area genetic counselors grant period.  Additionally, several area genetic counselors 
were contacted prior to the grant period putting the total were contacted prior to the grant period putting the total 
number contacted at close to 90number contacted at close to 90%. %. 



Goal 2 Progress UpdateGoal 2 Progress Update
Increased number of expectant parents Increased number of expectant parents 
contacting MHDSA for information and contacting MHDSA for information and 
supportsupport
Several genetic counselors shared that Several genetic counselors shared that 
they had previously been aware of they had previously been aware of 
MHDSA as a source of information and MHDSA as a source of information and 
support for expectant parents who had support for expectant parents who had 
already decided to continue their already decided to continue their 
pregnancies, but hadnpregnancies, but hadn’’t previously t previously 
realized that MHDSA could be an realized that MHDSA could be an 
expert source of nonexpert source of non--directive directive 
information and support for those still information and support for those still 
undecided.  After meeting and learning undecided.  After meeting and learning 
more about MHDSAmore about MHDSA’’s program, they s program, they 
expressed increased comfort with expressed increased comfort with 
recommending MHDSA to expectant recommending MHDSA to expectant 
parents.parents.



Progress Toward Goal 3Progress Toward Goal 3
3) 3) Individuals with Down syndrome will receive health care that Individuals with Down syndrome will receive health care that 

addresses the specific developmental and medical needs associateaddresses the specific developmental and medical needs associated d 
with Down syndrome and the best practices to address them.with Down syndrome and the best practices to address them.

40 outpatient pediatric care providers will receive education an40 outpatient pediatric care providers will receive education and d 
resources regarding Down syndrome within the 18 month grant periresources regarding Down syndrome within the 18 month grant period.od.

100 inpatient pediatric care providers will receive education an100 inpatient pediatric care providers will receive education and d 
resources regarding Down syndrome within the 18 month grant periresources regarding Down syndrome within the 18 month grant period.od.

Inpatient and outpatient providers of pediatric care were totaleInpatient and outpatient providers of pediatric care were totaled d 
jointly due to the high rate of overlap.  During the 15 month grjointly due to the high rate of overlap.  During the 15 month grant ant 
period, 33 presentations or meetings occurred which reached 191 period, 33 presentations or meetings occurred which reached 191 
providers,136% of the targeted number.providers,136% of the targeted number.



Progress Toward Goal 3, cont.Progress Toward Goal 3, cont.

500 parents of children with Down syndrome will be 500 parents of children with Down syndrome will be 
given access to education regarding their childrengiven access to education regarding their children’’s s 
health needs and access to needed resources within health needs and access to needed resources within 
the 18 month grant period.the 18 month grant period.

Four large educational programs were offered in Four large educational programs were offered in 
partnership with other community groups with a partnership with other community groups with a 
combined attendance of 670 parents.combined attendance of 670 parents.



Goal 3 Progress UpdateGoal 3 Progress Update
Pediatric health care providers Pediatric health care providers 
have been very receptive to the have been very receptive to the 
information and resources information and resources 
MHDSAMHDSA’’s Health Care Partnership s Health Care Partnership 
has been able to provide.has been able to provide.
However, the number of providers However, the number of providers 
of pediatric care is huge so much of pediatric care is huge so much 
work remains to be done in this work remains to be done in this 
area.  A future focus in this area area.  A future focus in this area 
should be family medicine should be family medicine 
physicians.physicians.



Keys to the Success of theKeys to the Success of the
Health Care PartnershipHealth Care Partnership

The MHDSA Health Care Partnership The MHDSA Health Care Partnership 
only began in 2004.  At that time, only began in 2004.  At that time, 
there were few models of programs there were few models of programs 
providing education to health care providing education to health care 
providers available from which to providers available from which to 
learn strategies, although the National learn strategies, although the National 
Down Syndrome SocietyDown Syndrome Society’’s Changing s Changing 
Lives Program was reviewed and Lives Program was reviewed and 
provided some good tools and ideas.  provided some good tools and ideas.  
The MHDSA Health Care Partnership The MHDSA Health Care Partnership 
has met with great success in has met with great success in 
educating health care providers.  educating health care providers.  
Conclusions can be drawn about the Conclusions can be drawn about the 
keys to this success as well as the keys to this success as well as the 
strategies which have proven less strategies which have proven less 
successful.  These conclusions will be successful.  These conclusions will be 
grouped into categories of grouped into categories of 
Coordinator, Finding Contacts, and Coordinator, Finding Contacts, and 
Strategies.Strategies.



Keys to Success: CoordinatorKeys to Success: Coordinator
Coordinator is both a parent of a child with Down syndrome Coordinator is both a parent of a child with Down syndrome 
andand a health care providera health care provider

Sometimes providers can dismiss the knowledge or credentials of Sometimes providers can dismiss the knowledge or credentials of 
parents but will respond to the credentials of a fellow providerparents but will respond to the credentials of a fellow provider when when 
being asked to learn something new.  The provider credentials ofbeing asked to learn something new.  The provider credentials often ten 
““open the dooropen the door”” and provide the opportunity to and provide the opportunity to ““speak the same speak the same 
languagelanguage”” while the parent experiences actually answer many of the while the parent experiences actually answer many of the 
provider questions.  provider questions.  

Public speaking skills Public speaking skills 
Knowing the information is only part of the job.  Conveying it iKnowing the information is only part of the job.  Conveying it in a way n a way 
that engages people increases the learning of the audience.  It that engages people increases the learning of the audience.  It also also 
assists with gaining new contacts.assists with gaining new contacts.



Keys to Success: ContactsKeys to Success: Contacts
Contact former colleagues Contact former colleagues 

Each of these colleagues facilitated initial meetings and presenEach of these colleagues facilitated initial meetings and presentations tations 
that then led to others elsewhere in the community.that then led to others elsewhere in the community.

coldcold--calling calling –– ineffective ineffective 
On the other hand, calling and requesting to speak with a specifOn the other hand, calling and requesting to speak with a specific ic 
provider by name and sharing the name of the person who providedprovider by name and sharing the name of the person who provided the the 
contact information led to a much higher rate of positive responcontact information led to a much higher rate of positive response.  se.  

Enlist parentsEnlist parents
tell their childtell their child’’s providers about the MHDSA Health Care Partnership s providers about the MHDSA Health Care Partnership 
and to share the contact information for their providers with thand to share the contact information for their providers with the e 
coordinatorcoordinator



Keys to Success: Contacts, cont.Keys to Success: Contacts, cont.

Ask contacts for contactsAsk contacts for contacts

Expressions of appreciation and compliments Expressions of appreciation and compliments --
great opportunity to ask for additional great opportunity to ask for additional 
contacts.contacts.

MailingsMailings-- costly and ineffectivecostly and ineffective



Keys to Success: StrategiesKeys to Success: Strategies
Join targeted professional organizations Join targeted professional organizations 

provides information about conferences, meetings, and provides information about conferences, meetings, and 
publicationspublications

Be flexible about content and timeframe Be flexible about content and timeframe 
Often, meetings that began as ten minute meetings lead to Often, meetings that began as ten minute meetings lead to 
future inservices or conference opportunities.future inservices or conference opportunities.

Collaborating with other groups Collaborating with other groups –– increases outreach but is increases outreach but is 
more time and labor intensivemore time and labor intensive



Keys to Success: Strategies, cont.Keys to Success: Strategies, cont.
Seasonality Seasonality 

Summer and holiday season provide good chances to work on prograSummer and holiday season provide good chances to work on program m 
development, funding, surveys or writing articles for publicatiodevelopment, funding, surveys or writing articles for publication.n.

GiveawaysGiveaways
The The Down Syndrome Information and ResourcesDown Syndrome Information and Resources notebook developed notebook developed 
by the MHDSA Health Care Partnership Coordinator and offered freby the MHDSA Health Care Partnership Coordinator and offered free e 
of charge to health care providers, has been a very practical waof charge to health care providers, has been a very practical way to y to 
provide materials and information to providers.  This resource wprovide materials and information to providers.  This resource was well as well 
received and greatly appreciated.  Additionally, offering received and greatly appreciated.  Additionally, offering ““givegive--awaysaways””
such as the notebook and the Down Right Beautiful calendar to such as the notebook and the Down Right Beautiful calendar to 
providers increased the rate of inservices scheduled and provideproviders increased the rate of inservices scheduled and provided d 
positive awareness tools that then may be seen and used by otherpositive awareness tools that then may be seen and used by others as s as 
well.well.



Future PlansFuture Plans
Analysis of a Health Care Analysis of a Health Care 
Satisfaction Survey eliciting Satisfaction Survey eliciting 
experiences and feedback from experiences and feedback from 
parents of children with Down parents of children with Down 
syndrome.  This will provide syndrome.  This will provide 
direction for the program and when direction for the program and when 
compared to the results of an compared to the results of an 
earlier survey, will provide an earlier survey, will provide an 
opportunity to measure changes.opportunity to measure changes.

Further updates to the Further updates to the Down Down 
Syndrome Information and Syndrome Information and 
Resources Resources notebooks for providers.notebooks for providers.



Future Plans, cont.Future Plans, cont.
Completion of an article on the genetics of Down syndrome in layCompletion of an article on the genetics of Down syndrome in lay terms for terms for 
the constituency of MHDSA.the constituency of MHDSA.

WebWeb--based provider education about Down syndrome and community based provider education about Down syndrome and community 
resources.  MHDSA is developing a program called Virtual Visits resources.  MHDSA is developing a program called Virtual Visits which which 
will put video discussions about Down syndrome on the MHDSA webswill put video discussions about Down syndrome on the MHDSA website.  ite.  
Visitors can click on the Visitors can click on the ““visitvisit”” of their choice.  These will include visits of their choice.  These will include visits 
with parents of children with Down syndrome, selfwith parents of children with Down syndrome, self--advocates, advocates, 
grandparents, and siblings, in addition to video interviews of tgrandparents, and siblings, in addition to video interviews of the Health he Health 
Care Partnership Coordinator speaking to providers. Several of tCare Partnership Coordinator speaking to providers. Several of these hese 
videos have been taped and are currently in the editing process.videos have been taped and are currently in the editing process.

Development of an eDevelopment of an e--newsletter to be sent to health care providers with newsletter to be sent to health care providers with 
updates about Down syndrome and about the MHDSA Health Care updates about Down syndrome and about the MHDSA Health Care 
Partnership.Partnership.

Development of Volunteer job description and training program toDevelopment of Volunteer job description and training program to involve involve 
more volunteer supportmore volunteer support



THANK YOUTHANK YOU
The support of the Mountain The support of the Mountain 
States Genetics Regional States Genetics Regional 
Collaborative Center, both Collaborative Center, both 
monetary and human in the form monetary and human in the form 
of ideas, contacts and of ideas, contacts and 
encouragement, has assisted the encouragement, has assisted the 
MHDSA Health Care Partnership MHDSA Health Care Partnership 
in meeting with great success.  in meeting with great success.  
We are proud of our We are proud of our 
accomplishments and excited accomplishments and excited 
about the future of this program.  about the future of this program.  
We are equally proud and excited We are equally proud and excited 
to have created a model from to have created a model from 
which to build other health care which to build other health care 
outreach programs.  Thank you outreach programs.  Thank you 
for all of your support.  It has for all of your support.  It has 
truly been an invaluable part of truly been an invaluable part of 
our success.our success.



Questions??Questions??


