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Letter from the Executive Director

As we move into our fifth year, we would like tkéathis time to reflect on the Kidney
Community Emergency Response (KCER) Coalition’sagnoand achievements. On August
29, 2005, Hurricane Katrina slammed into the GuW&&t. In the years since, our dedicated
volunteers have worked to ensure kidney patierdspaoviders have the information they need
to prepare themselves for any type of disaster.

Since the devastating hurricanes of 2004 and 20@8¢ has been an increase in attention to
policies encouraging — even requiring — disasteparedness. In 2008, the Centers for Medicare
and Medicaid Services (CMS) updated the End StagmRDisease (ESRD) Conditions for
Coverage. These updated conditions expanded anfied facility measures for disaster
preparedness, including outlining requirementgfdrent education and staff training.

Recently it was recognized that there are morer&gelicies caring for pets and animals in
disasters than there are for children. Takingititis account, the KCER Coalition has worked to
develop a list of pediatric resources and work &etrihe needs of the pediatric renal
community. This effort will continue into the upong years as more national policies are
developed to assist children in disasters.

In 2010, KCER also achieved international status@sesponded to the major earthquake in
Haiti. The international disaster was a uniqgu@oese and encouraged a new level of
collaboration for KCER. This demonstrated that KO#lunteers are widely respected as the
experts in emergency management in the U.S. arwhdbr

Thank you for another successful year of the KCERIi@ion. KCER volunteers truly make a
difference in the lives of kidney patients. Wekldorward to more growth and success in the
coming years.

Sincerely,

Canar o

Kelly M. Mayo, M.S.
Executive Director

Final Report Kidney Community Emergency Respon€&R) Coalition 2009-2010 / 6.30.10
Page 2 of 20



Table of Contents

Letter from the EXECULIVE DIFECLON ..... .ot ee e e e e s 2
TaDIE Of CONTENTS ...ttt et e e e e e e bbb bbbttt e e e e e e e aeaaeeeeeeas 3
PrOJECE DESCIIPIION. ..cciieieiiiiiiiiie e s s e e e e e e e e e e e e e eeeeetsbbbse s s n e e e e e e e e e eeeeeeeeeessnsnnnnnns 4
S = 1T SR SPSP 5
Task 1: Meeting Support/Facilitation ACHVITIES...........cooi i 6
Core Administrative Group MEELINGS........utuceeeeeeeeieiiiiiiea e e e e e e e e e e e eeeeeee e ennnnee e 6
Strategic Planning Committee MEELINGS ......uuuuueiiiiiiieiiiiieeeeee e 6
ReESPONSE TEAM MEELINGS ....ceieiiiieeeeetttceeemmmm s se s e e e e e e e e e e e e et e eeeaaae e snnnsa e e e e eeaaaaeeaeees 7
KCER SUMMIL ...t et e e e e e e e et et e et a e e bbb mmms st a e e e e e e eeeaeeeeeees 8
KCER Kids and Pediatric Prepar€dness ........ccoeeeuuiiiiiiiiiiiiiieeeeeeeeeeeeeeevevvveemmneeenennnnns 9
International Disaster Response to the Earthquakdaiti .................ooovvviiiiiiiinnnnceee. 10
Community Partners: Medical RESEIVE COIPS commmnrrrrrniiiiieeeeeeaeeeeeeeeeeesunsnnnnmnnnnnenes 11
Disaster Preparedness for Special NeedsS ... 12
Volunteer Of the YEar AWAIT..............uii o iiiiiiiiiiiiiiieee et a e 13
Task 2: Emergency Preparedness ACHVILIES ..ot 13
(@] oo [¥Tod 11T o [ 11 SR 13
DSV (o] o1 Te T F= 1 (=T = | 13
KCER KIDS! ..ot e e e e e e e e e e e e e e s e bbbt e e e e ees s e e e e e nsnnssbseeeeneees 14
Promoting resources and tools developed by thelt@mal...............ccccoevvveeiviiiiiiis e 15
Maintaining a national website: www.kcercoalitiomm...............ccooveiiiiiiiiiiiineee e 15
Maintaining a toll-free NUMDET ..........oo o e 16
Serving as a central contact and/or coordinatiantpio the event of an emergency and/or
(0 IS LS =7 PP PPPPPPPP 17
TECNNICAI ASSISTANCE ......uuuiiiiiiiie et oottt ettt s e e e e e e e e e e e e eeeeaeeaeaaeeeeeeeesennnnnnn s 16
Ensuring emergency backups are in PlacCe ...oeeeeeeeeeveiiiieeeeeeeiieeeeeeei e 17
Task 3: Emergency RESPONSE ACHVILIES. .....cuuemmmiiiiiiiiiiiiiiiiiiiiee e eee e e e ee e e e e eeeeeeeens 17
KCER Responds to Earthquake in Haiti.......ccceeeuueiiiiiiiieececccceeeeeeee e 17
Task 4: KCER Support Special Project REPOIING.........uuuuiiiiiiieieeeeieieeeeeeiviviiieeeemeeeeeennees 18
Task 5: Emergency Treatment and Medicine RecalfgsNotification ...............cccccevveeeenes 18
Task 6: KCER Public Awareness/OUutreach ... 19
Raising public awareness and awareness among emgnEsSpPONders .........ccccveeeeeeeeeeee. 19

Final Report Kidney Community Emergency Respon€&R) Coalition 2009-2010 / 6.30.10
Page 3 of 20



FniaceaAars

A
Project Description

The period of performance for this special projsciuly 1, 2009 to June 30, 2010. FMQAI: The
Florida ESRD Network (Network 7) continued admirasive support lead for coordination of
Coalition activities with strong support and pagation from the practitioners, dialysis

facilities, suppliers, beneficiary representativaasj other local, state, and Federal agencies.

The KCER Coalition special project assists CMS geting the objectives articulated in the
Agency'’s goal to ensure the right care for evemgpe every time, and promotes the strategic
goals of the ESRD Network Program.

CMS, through contract with the Florida ESRD Netwarinvened a National Disaster Summit
on January 19, 2006, to review lessons learneaigiog practices, and to plan for the future.
During the Summit, a national “Kidney Community Engeency Response (KCER) Coalition”
was formed to assist state and local efforts intimgéhe needs of individuals with kidney
disease.

The Coalition is comprised of partners from thenlegd community representing patient and
professional organizations; practitioners servimgpatient with kidney failure, such as nurses,
technicians, dieticians, social workers, and phgsg; independent dialysis and transplant
facilities; large dialysis organizations; hospitasppliers; ESRD Networks; state emergency
and survey representatives; as well as CMS and Bderal agencies such as the Food and
Drug Administration (FDA) and the Centers for Dise&ontrol (CDC).

The Coalition includes Response Teams in the arejaatient assistance, coordination of staff
and volunteers, physician assistance, communicagtatrent/facility tracking, facility
operations, Federal response, and pandemic prepm®dith a coordinating committee
composed of representatives from each of the Regpbaams and CMS.

The goals of the KCER Coalition are to:
Raise public awareness of the critical needs atiddals with kidney failure and the
providers who serve them, and the need to plandaimeansure that life-saving dialysis
services are available and obtainable in the eveaih emergency and/or disaster;
Promote and disseminate tools and resources sthss are available to individuals
with kidney failure, dialysis facilities, and Fedgrstate, and emergency workers;
Test and refine the national response strategyhdmbeen put into place to assist
Federal, state, and local efforts in the eventhoémergency and/or disaster; and
Plan for a possible flu pandemic.

In response to emergencies or disasters that patdohtially affect individuals with kidney
disease, KCER facilitates communication and suppagptovide a coordinated response of the
kidney community.
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Staffing

Kelly M. Mayo, MS — Executive Director
Key Responsibilities: Coordination and balanceaifydoperations.

Lisa Hall, MSSW, LCSW — Community Services Coordinator
Key Responsibilities: Coordination of KCER outreadtivities including exhibits, conferences,
presentations, and publications.

Sherilyn Burris, MPA, CEM — Emergency Management Specialist

Key Responsibilities: Communication and correspocdevnith Response Team Leaders and
Strategic Planners; facilitation and promotion ofa(ition tools and resources; development of
mock drill materials and activities; and emergeacgrdination for KCER response.

Tamara Heron, BS— Administrative Assistant
Key Responsibilities: Provision of administrativgpport to FMQAI for all KCER activities.

Mary Fenderson, RN, CNN- Nephrology Nurse
Key Responsibilities: Assist in emergency treath@em medicine recall/usage notification
process.

Heartland Kidney Network (ESRD Network 12)— Back-Up Network
Key Responsibilities: Provide back-up supportgsist with activities until Network 7 is able to
return to functioning status and resume lead favities.
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Task 1. Meeting Support/Facilitation Activities

Under this special project, FMQAI has supportedlifioa teleconferences and other meetings
of the entire Coalition, taskforce groups, the cleinistrative group, and other ad-hoc groups.
This support included scheduling teleconferencestimgs; securing telephone lines or other
telecommunications solutions for teleconferencestings; setting agendas for
teleconferences/meetings; identifying speakerslit@mng teleconferences/meetings;
documenting conference/meeting outcomes and neps$;sand assuring assignment of
responsibilities for continuation of activity anallbw-up.

Core Administrative Group Meetings

KCER staff has received guidance via monthly oalts the Core Administrative Group. These
monthly teleconferences with the CMS Project Offic@overnment Task Leader, and KCER
staff were instituted in December 2006 and proadermat for brainstorming about
challenges/issues faced (e.g. keeping voluntegyagenl, KCER structure, and activation
plans/mechanisms).

Members of the Core Group include:
Glenda Payne, Network 7 Project Officer, CMS
Renee Dupee, Government Task Leader, CMS
Kelly Mayo, Executive Director, FMQAI
Lisa Hall, Community Services Coordinator, FMQAI
Sherilyn Burris, Emergency Management SpecialistQRAI

Strategic Planning Committee Meetings

The Strategic Planning Committee is a steering cteenthat includes members from each
Response Team. Together they create and promioterebensive emergency planning and
response for the kidney community. During thistcact cycle, FMQAI coordinated two
teleconferences and one in-person Committee meeting

Members of the Strategic Planning Committee include

Bill Numbers Kelly Mayo Robert Kenney
Babajide Salako Kenneth Lempert Shane Perry
Brenda Dyson Kim Ramsey Sherilyn Burris
Gary Green Larry Park Steve Fadem
Glenda Payne Lisa Hall Sue Rottura
Jeff Arnall Norma Gomez Tom Bradsell
Jim Curtis Paul Miller Wendy Schrag
Tina Dinkel Peter Traub

Katrina Russell Renee Dupee
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The Strategic Planning Committee met in person oguat 2, 2009 and via conference call on
November 5, 2009, February 16, 2010, and June®3).2

The August 2009 In-Person meeting was in Dallaga$én conjunction with the community
partner meeting, “Surviving the Storm: Disasterd Bialysis.” This meeting discussed
Response Team activities including the Patient#dasce Team video; the Physician’s Team
coordinating with the National Disaster Medical t8ys (NDMS); Conditions for Coverage tools
and resources developed collaboratively with thi#eFa Response Team and the Facility
Operations Team; and the impact of HIN1 and theuregs developed by the Pandemic Team.

The November 2009 teleconference discussed thmnfalp items needed to address gaps
identified at the community partner meeting, “Suivg the Storm: Disasters and Dialysis.”
These topics will be addressed with tools and nessudeveloped by the Coalition, including
outreach and presentations. Additionally, Respdesens discussed their activities and
collaborated on planning.

The February 2010 teleconference discussed topatplans for the KCER Summit. The group
gave positive feedback about “Surviving the Stoisasters & Dialysis,” including the
meeting format and topics presented. The commettseediscussed KCER's response to the
major earthquake in Haiti. A proposal to initiaie annual volunteer award was discussed and
approved by the group.

The June 2010 teleconference discussed futuratagito promote KCER’s achievements,
including requesting volunteers to submit theirspaal experiences with Hurricane Katrina.

The group discussed the upcoming KCER drill thad twald June 28. The group also planned to
participate in the Great California Shakeout ear#tik@ drill on October 21, 2010.

Response Team Meetings

There are presently eight (8) Response Teams tagikledholding one conference call per team
every other month, or as needed and resources.allbt FMQAI/KCER teleconference line is
provided to the teams for use. Response Team mgeminutes are compiled by the KCER
coordinator and forwarded to FMQAI and posted ®KICER website. Templates for agendas,
minutes, and letters of invitation (to join a Resg® Team) were created and made available to
Response Team leaders for their use.

FMQAI staff facilitates team meetings and assisth development of Response Team materials
(charters, activation plans, etc.) and implemeaotatif response mechanisms. Technical
assistance is offered and provided to Response aasupport of their activities. FMQAI
further assists by coordinating communication aslthboration between Response Teams to
maximize efficiency of work and avoid duplicatiohefforts.
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Additionally, each Response Team has their own tiestgerv that provides an environment for
Response Teams to communicate, and share infomreatic resources between meetings and
conference calls.

The Response Teams and their areas of focus are:

Patient Assistance Educate patients on preparedness, resourcdmandial aid.
Communications: Facilitate communication with the renal commumitying
emergencies via toll-free helpline.

Facility and Patient Tracking: Track displaced patients and report on facdipgn or
closed status.

Federal Response:Educate Federal agencies and state partnersratl federal
resources during a disaster response.

Facility Operations: Assist facilities with preparedness/response.

Coordination of Staff and Volunteers: Maintain database of emergency/disaster
volunteers and educate on deployment.

Physician Placement and AssistanceNephrology expertise for management of dialysis
and transplant patients during a large-scale caisisthe exploration of tools needed to
assist physicians whose practices have been destipyta disaster.

Pandemic Preparedness:Collaborate with Federal/state agencies to caetservices
in the event of a major pandemic.

KCER Summit

FMQAI arranged an annual, in-person meeting o€alhlition members. Responsibilities
included scheduling the meeting; securing meetoags; setting the agenda; identifying
speakers; facilitating the meeting; registeringfing participants; documenting outcomes and
next steps; reimbursing targeted speakers (as agpiny CMS); and assuring assignment of
responsibilities for continuation of activity anallbw-up. The 2010 KCER Summit was held in
conjunction with the National Kidney Foundation f&grClinical Meetings on April 13, 2010 in
Orlando, Florida. The meeting objectives were to:

Promote awareness of the special requirementsattial community to prepare for and

respond to disasters;

Provide education and networking opportunitiesuddoccommunity partnerships; and

Strengthen Coalition volunteers.

The Summit presentations included:
- KCER Kids and Pediatric Preparedness;
International Disaster Response to the Earthquakaiti;
Community Partners: Medical Reserve Corps; and
Disaster Preparedness for Special Needs.
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KCER Kids and Pediatric Preparedness
Presented by Geli Brown, The ESRD Network of TarddMaria Ferris, University of North
Carolina — Chapel Hill

The Kidney Community Emergency Response

(KCER) Coalition hosted a community partner

meeting in August 2009 to encourage stakeholders to

share issues in disaster preparedness for neplrolog ,

This meeting identified that there are more nationa ﬁ
plans to deal with pets in disasters than thereaare

take care of children in disasters.

One critical area of concern is for the disaster
preparedness and response capabilities of pediatric
nephrology patients and providers. Pediatric dialy
patients are more limited in finding treatment
locations than adult dialysis patients. This lati@n
drives a greater need for a higher level of disaste
preparedness for this population.

The goal of this project is to get children, faeslj and healthcare providers educated and
involved in disaster preparedness for the pediatnal community. This project is designed to
be fun, interactive, and effective. Many schoots@oviding education on disaster
preparedness. Prepared children make better papdults! This project can also assist
providers in meeting Conditions for Coverage reguients for patient education and staff
training on disaster preparedness.

The KCER Coalition developed a list of disasteparedness resources targeted toward children
and families. While this is a good start, more batter information is needed to reach this
unlque group of patients and providers. Areasngrovement include:

Developing a KCER Task Force of ESRD Networks anch@unity Partners to identify

and address pediatric readiness;

Ensuring appropriate literacy levels for childrdrath ages;

Providing more information for teens and young &sjul

Adding more information that is renal-specific;

Involving pediatric groups such as children’s htapi Save the Children, American

Society of Pediatric Nephrology, and others; and

Addressing pediatric onset psycho-social needs.

KCER developed a webpage to house the pediatouress, Www.kcercoalition.com/kids
which also includes a spreadsheet of all U.S. predidialysis programs by ESRD Network.
This list will be updated regularly by the KCER Kidlask Force.
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International Disaster Response to the EarthquakeHiaiti
Presented by Didier Portilla, American Society @pNrology Disaster Relief Task Force;
Kenneth Lempert, U.S. Public Health Service; antddide Salako, Fresenius Medical Care

A catastrophic earthquake struck
outside of Port-au-Prince on
January 12, 2010. In the following
weeks, the KCER Coalition
worked with the international renal
community to provide coordination
and support. This collaboration
included the American Society of
Nephrology, the Latin American
Society of Nephrology, and the
International Society of
Nephrology.

KCER volunteers and strategic
planners included organizations
such as the Centers for Medicare &,

uen Samaritano Hospital, Jimani.

Medicaid Services, the Centers for patients camp outside in fear of

aftershocks

Disease Control and Prevention,
End Stage Renal Disease Networks, dialysis prosjdephrology associations, and dozens of
other organizations that were able to contribute@ypsupplies, and volunteers to assist in the
Haiti relief.

The KCER Coalition provided technical assistancitiitate comprehensive, timely, and
accurate dissemination of information to the rexmehmunity and disaster response agencies.
KCER provided situation reports, maps, and dailyfecence call coordination.

KCER volunteers were able to correspond with fiesponders from the National Disaster
Medical System, Partners in Health, and Doctordh@it Borders via daily conference calls and
emails.

KCER volunteers assisted in collecting and dissatimg timely and accurate information and
delivering supplies to the hospitals in Haiti, heminican Republic, and the USNS Comfort - a
naval hospital ship docked outside Port-au-Prince.

Following the earthquake, dialysis units were dB&d and patients were unable to receive
regular dialysis treatments. Even before the tBsaavailability of dialysis was limited. This
situation was compounded by acute kidney injuniesf‘crush syndrome” which also required
dialysis treatment. Responding to the needs it Biaengthened KCER’s ability to respond to
disasters in the U.S. that affect ESRD provides @atients. This crisis will raise awareness of
the critical needs of kidney patients during a slisa
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Community Partners: Medical Reserve Corps
Presented by Kathy Handra, Medical Reserve Corps

The Medical Reserve Corps (MRC) program was creattied

President Bush’s 2002 State of the Union Addresshich he J\&x\
asked all Americans to volunteer in support ofrticeuntry. )
The MRC is comprised of organized medical and pubdialth — medical

professionals who serve as volunteers to respondtigal reserve
disasters and emergencies. These volunteers assist COorps
communities nationwide during emergencies and fhgoing

efforts in public health.

Each community is different, and these differenoay require alternative approaches to natural
disasters and emergencies. The terms “medical*r@serve” indicate that trained personnel are
available to respond to emergencies requiring sappdhe community’s health and medical
resources. “Corps” refers to an organized bodwydifziduals with a similar function, in keeping
with the example of Citizen Corps. Despite differes among communities, all communities
can benefit from the MRC and can understand the MiR@arly. The “medical” in Medical
Reserve Corps does not limit MRC units to medicafgssionals. Individuals without medical
training can fill essential supporting roles.

Properties of Resilience —the 4 R’s:
Robustnesss strength, or the ability of elements, systeamsl other units of analysis to
withstand a given level of stress or demand witlsoditering degradation or loss of
function;
Redundancyis the extent to which elements, systems, or athiés of analysis exist that
are substitutable, i.e., capable of satisfying fiumal requirements in the event of
disruption, degradation, or loss of function;
Resourcefulnesss the capacity to identify problems, establisiofities, and mobilize
resources when conditions exist that threatensggt some element, system, or other
unit of analysis (resourcefulness can be furtheceptualized as consisting of the ability
to supply material - i.e., monetary, physical, temlbgical, and informational - and
human resources to meet established prioritiesaahigtve goals); and
Rapidity is the capacity to meet priorities and achieve §oah timely manner in order
to contain losses and avoid future disruption.

KCER promotes the Medical Reserve Corps to thel mmamunity so that healthcare workers
in dialysis and transplant can actively engage tloeal emergency management community,
gain training and education, and reduce the ocooeref spontaneous and unaffiliated
volunteers.
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Disaster Preparedness for Special Needs
Presented by Luke Wood, Florida Department of Hhealt

Florida utilizes strong legislation to protect pkowith special needs and vulnerabilities. These
include emergency management responsibility anidoaity; special needs shelters;
comprehensive emergency management plans for heatthlagencies, home medical
equipment providers, nurse registries, and hospice.

Special needs shelters are a legislatively mandatad (county) responsibility and provide a
“higher level of care” than what is available igeneral population shelter. These shelters fill
the gap between basic first aid and hospital c&mecial needs shelters must be outside of surge
zones, meet hurricane protective standards, bel@rhpith the Americans with Disabilities

Act (ADA), allow service animals, and have backggmerator power. In Florida, most

counties only operate one or two special needseskel

Basic eligibility for special needs shelters inaud
Special medical needs
Care exceeds basic first aid provided at a gepe@llation shelter
Impairments or disabilities are medically stabld do not exceed the capacity, staffing,
and equipment of the special needs shelter to nerigteterioration of pre-event level of
health
Dependent upon a health care professional to peréodaily assessment of a medical
condition and administer care (i.e. cardiac, diebet
Requires MINIMAL assistance with ambulation, pasitichange, and transfer
Medically dependent on uninterrupted electricitytfeerapies including but not limited
to oxygen, nebulizer, or feeding tubes
Oxygen therapy (usually three liters or less peruta)
Individuals with mental or cognitive limitations wtare preferably accompanied by a
fulltime caregiver for the duration of their staythe shelter
Hospice clients who may or may not be accompanyeal taregiver or hospice nurse
Ambulatory and/or mobile requiring minimal assistan
Wound care and dressing changes
Assistance with activities of daily living and/oedications

Special needs shelters are typically staffed bycthanty health department (registered and
practical nurses) and may be assisted by physiclather healthcare providers. One registered
nurse is required to meet minimum staffing (onesador 20 clients). Special needs shelters
have limitations, do not have private rooms, mak farivacy, and some clients may consider the
environment noisy. While only 30% of registereigmis show up at a special needs shelter, this
number is balanced by the number of clients whieeat the facility who are not pre-registered.
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Volunteer of the Year Award

In order to recognize the significant contributiaisur volunteers, KCER instituted an annual
volunteer award. This award is the materializabbhundreds of volunteers, contributing
thousands of hours to promote awareness and edn@diout disaster preparedness to the renal
community. Volunteers drive our organization, anthout them, the KCER Coalition would

not be successful.

This year’s volunteer award was presented to Baé&ialako, M.D., for his outstanding
leadership and service to the renal community dwepast year. In both the H1N1 crisis that
emerged last April 2009, and the devastating eaetke| in Haiti this January, this volunteer
played a vital role in communicating with CMS, @BC, physicians, and the U.S. military to
ensure KCER received accurate and timely informatidis work voices the critical needs of
kidney patients and providers to the national healte community to ensure renal stakeholders
are included in disaster plans. Dr. Salako accaomepadialysis supplies to the Dominican
Republic and Haiti. His clinical expertise andlgbperspective proved critical in responding to
the threat of HIN1 and to the devastating earthejurakiaiti.

Task 2. Emergency Preparedness Activities

Under this special project, FMQAI assisted CMSondaucting activities that are part of the
national response plan, including conducting drdisveloping materials; promoting resources
and tools developed by the Coalition; and raisiaplic awareness among emergency
responders, etc.

Conducting drills

Each year, the KCER Coalition hosts a mock disabtttror exercise. This activity promotes
training, education, and testing. The 2010 drdkvheld on June 28, 2010. This disaster
planning exercise asked each KCER volunteer taifgdmzards in their local area and then
research which KCER resources were available. tBlezonferences were held at 11:00 AM
(pre-disaster preparedness) and 1:00 PM (posttdis&sponse) to identify gaps in information
and resources for specific hazards which can tanethie renal community. The volunteers
identified the areas of fires and wildfires; hazargl materials and chemicals; and nuclear power
plant emergencies as opportunities to develop mdueation and outreach to patients and
providers. KCER will use this exercise to guideaming activities to ensure these gaps are
met.

Developing materials

KCER staff and Response Teams developed a vaffiegsources and tools during the 2009-
2010 year. To assist KCER in outreach and exhititities, KCER disseminates the KCER
brochure that describes the Coalition’s historyglgpoand Response Teams. Additionally, the
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“Save a Life” handout was developed into a brochiat educates patients, providers, and
emergency management on the special requiremendtalgéis patients in an emergency. These
resources are posted on the KCER website and strébdied at meetings and exhibits across the
country.

Additional resources include:
Lavender patient identification cards;
“Get Ready!” clear plastic bags used to distridutgchures and handouts;
Community Partner Resources;

Pandemic Preparedness presentation: It's I AM A DIALYSIS PATIENT.
not IF but WHEN. VITAL INFORMATION
Recommendations for a Dialysis Facility

Pandemic Checklist; NAME

Network: Toll-Free #:

Pandemic Preparedness and Ethical
Decision-Making;

KCER “Are you prepared?” magnets for
patients and providers; and

KCER business-card sized information
cards.

KIDNEY COMMU NITY EMERGENCY RESPONSE (KCER) COALITION
1-866-901-37 73 » www. keercoalition.com » E-mail: keer@nw7. esrd. net

KCER KIDS!

The Kidney Community Emergency Response (KCER) iGoalhosted a community partner
meeting in August 2009 to encourage stakeholdesbdoe issues relating to disaster
preparedness relating to nephrology. One criicah of concern is for the disaster preparedness
and response capabilities of pediatric nephrolagiepts and providers.

Pediatric dialysis patients are more limited irdfing treatment locations than adult dialysis
patients. This limitation drives a greater needddrigher level of disaster preparedness for this
population. The KCER Coalition began collectingl aleveloping resource targeting disaster
preparedness for pediatric dialysis patients angigers.

KCER identified a task force of pediatric providersl other stakeholders and hosted a Pediatric
Task Force teleconference on December 9, 2010s stltcessful teleconference identified gaps
in education and opportunities for improving theeleof preparedness in the pediatric renal
community. A webpage was launchednwv.kcercoalition.com/kidsto host a list of resources,
including a national list of all pediatric dialygsoviders.
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Promoting resources and tools developed by the Gioal

FMQAI developed one large and one tabletop exhibith and displayed them at regional and
national level outreach events. FMQAI also utgizee KCER website to promote and
disseminate tools developed by the Coalition. Adddally, FMQAI encourages and assists
KCER Coalition members in developing articles, preations, and handouts for publishing in
national emergency management and kidney commpulijications. KCER Staff and/or
Coalition members exhibited and/or presented abnalt meetings related to emergency
preparedness and ESRD in the past year, including:

- AAKP Annual Convention, September 2009, Presemtadind Exhibit

- NKF Coffee House Conversations, September 2008eRtation

- NRAA Annual Fall Conference, October 2009, Exhibit

- ANNA Fall Conference, October 2009, Exhibit

- Network 13 Workshop, October 2009, Exhibit

- International Association of Emergency Manager€E(lB Annual Conference and

Exhibits, October 2009, Exhibit

- Network 7 Annual Forum, November 2009, Presentatanrd Exhibit

- Network 3 Annual Meeting, November 2009, Exhibit

- Network 12 Annual Meeting, January 2010, Exhibit

- NANT Annual Symposium, March 2010, Presentation Brbibit

- NKF Spring Clinical Meetings, April 2010, Preseitatand Exhibit

- Annual UNOS Transplant Management Forum, April @@oster Session

- Florida Governor’s Hurricane Conference, May 2xhibit and Presentation

- ANNA National Symposium, May 2010, Three Postersiess, Presentation, and

Exhibit

- New Jersey Emergency Management Conference, May, Exhibit

- Network 5 Spring Council Meeting, May 2010, Exhibit

- Renal Update, Network 8, May 2010, Exhibit

Maintaining a national website: www.kcercoalitiooom

FMQAI maintains a website that provides
resources, tools, links to other sites having
emergency information and Network sites, etc.
for individuals with kidney disease and

facilities. The site includes key contact
information, as well as links to kidney resources
and web pages, ESRD Networks, and Response
Team activities. This website is hosted at an
off-site location to ensure it is always
operational. The website includes a translation
widget that will translate the entire website into
different languages.
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Maintaining a toll-free number

FMQAI maintains a toll-free number that providegaVstatus and contact information for ESRD
Networks. In non-emergency response periods,ralatd message is recorded. In
emergency/response disaster situations, the messiageovide critical status information,
resources, and information on the ESRD Networkbg)is (are) coordinating the situation.
KCER staff tests this number monthly to ensure aipéty.

Technical Assistance

KCER offered and/or provided technical assistanitle disaster preparedness, planning and
response to all ESRD Networks. During this penbgerformance, technical assistance was
offered and/or provided to:
- Network 1: Provided information and assistancdlfmyding and a major watermain
break.
Network 2: Provided information on winter storrmslayeneral disaster preparedness
information.
Network 3: Provided facility and patient drill neaials.
Network 4: Assisted in responding to severe wibteazard. Provided updated patient
hotline numbers.
Network 5: Provided information about the 2008 @umity Partner Packets, including
packet contents; Updated pediatric program liseddd KCER KIDS website
Network 6: Assisted the facility with Network afé closure due to severe winter
weather, provided sample mass casualty/catastrojgaster plans, and supplied printed
information directly to the facility and a pagelioks to the Network for further outreach
opportunities.
Network 7: Provided clarification of regulatiorgrering facilities to have a backup,
provided one-page update on Conditions backuptiaeigjreement template, and CMS
manual (updated).
Network 8: Provided Network 7's internal disagtiain as an example disaster plan,
provided assistance to major flooding, and watenrbagak.
Network 9/10: Provided clarification in orderinget CMS patient disaster preparedness
manual, provided a copy of the "KCER Technical A&sice" brochure, and provided
information on potential for flooding and ice jams.
Network 11: Added flood links to the KCER webdibe Fargo, North Dakota flooding;
and provided information on potential for floodiagd ice jams.
Network 12: Offered assistance for Network offidesing due to snow storm, provided
handouts on using a generator in a dialysis fgcgitovided information on tornadoes.
Network 13: Provided assistance for tornadoesflaoding, provided emergency
weather updates for winter storms and tornadoes.
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Network 14: Provided objectives for FKDC Speciadds Shelter online course so that
they could apply for CE's in Texas and providedssasce for Tropical Storm/Hurricane
Alex.

Network 15/17: Provided assistance for winterrsoand wildfires.

Network 16: Provided information on departmentrahsportation placards for
hazardous materials.

Network 18: Provided assistance with dialysisuods.

Task 3. Emergency Response Activities

Serving as a central contact and/or coordinationipbin the event of an
emergency and/or disaster

FMAQI demonstrated responsibility for assistingEB8RD Networks in preparing for
emergencies and/or disasters to include the shafingtional resources; distribution of
Coalition tools and resources; conducting drillsj #acilitating the sharing of lessons learned
(including those learned after an emergency ardigaster has occurred). Any Network
organization can contact FMQAI via email or telepbavith a request for technical assistance.
FMQAI staff is also alerted of potential emergesade disasters through a variety of channels,
including regular communication with CMS, ESRD Netlts, news media, and emergency
management organizations.

Ensuring emergency backups are in place

FMQAI ensures emergency backups are in place ievbat that the website, phone number,
and/or FMQAI are affected by a disaster/emergeridyere is a written agreement with Network
12 to support KCER activities, phone rollover prwes, and an instant website rollover should
the KCER office lose power. Network 7 and 12 nmaehthly to review and as necessary revise
processes, and backup procedures are tested fuaHeartland Kidney Network (ESRD
Network 12) staff include Katrina Dinkel, Executilzgrector; Jeff Arnall, Information Systems
Director; and Sarah Yelton, Quality Improvementeoior.

KCER Responds to Earthquake in Haiti

In collaboration with CMS, KCER conducts activittessupport CMS, the ESRD Networks,
members of the kidney community (including provaldreneficiary groups, etc.) and individuals
with kidney disease during an actual emergency.

A magnitude 7.0 earthquake struck outside Port+anc®, Haiti on January 12, 2010. Disasters
can severely limit the availability of chronic dpals treatments for individuals living with end
stage renal disease (ESRD), or kidney failure. ditumtion in Haiti was additionally
compounded by the scarcity of dialysis before #mthgjuake. Following the catastrophic
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damage, healthcare providers were limited in priogdifesaving chronic or acute dialysis
treatments.

In response, the American Society of Nephrologifated a task force consisting of partners
from the ASN Acute Kidney Injury (AKI) and Dialysi&dvisory Groups, the International
Society of Nephrology, the KCER Coalition and theridla ESRD Network, the National
Kidney Foundation, the Sociedad Latino-Americandd&ologia e Hipertension, dialysis
providers, industry leaders, and the U.S. DepartmeinState and Health and Human Services.

The KCER Coalition assisted in coordinating 12 ylteleconferences and disseminating critical
information to response agencies on the groundaiti Bind the Dominican Republic. This
collaboration provided a timely and effective huimtenan response to Haitian earthquake
victims. Due to being pinned under collapsed baogd, individuals who survive earthquakes
and are pulled from rubble may develop rhabdomys|ys crush syndrome. Crush syndrome
can lead to acute kidney failure or death if natkjy identified and treated. According to the
Centers for Disease Control & Prevention, crustdeyme occurs in 2-15% of earthquake
victims. Half of the victims of crush syndrome welkperience acute renal failure and half of
those patients will need dialysis.

KCER will use this experience to develop best pcastand outreach efforts to educate the U.S.
renal community on how similar disasters could iotghe provision of dialysis care. The
response to Haiti and the impact of acute kidn@gyryrwere topics of interest at the 2010 KCER
Summit.

Task 4. KCER Support Special Project Reporting

Quarterly, the Network prepared a report that deenisithe administrative support activities
provided by FMQAI for the KCER Coalition, the ESR2tworks, and CMS. This report was
distributed to the Network Project Officer and Gowaent Task Leader for review and approval.

Task 5. Emergency Treatment and Medicine
Recall/Usage Notification

The kidney community uses a variety of products r@sdurces to ensure the health and safety of
patients and healthcare professionals. The FDAessalerts and notifications when these
products and resources are found to be unsafemg becalled. As directed by CMS, the KCER
Coalition issues notices on FDA recalls via emad ¢he KCER website and blog.

KCER worked with CMS to develop a process for réiogi and monitoring notification of FDA
recalls related to dialysis services. As diredigdCMS, FMQAI dispensed recall updates to all
ESRD Networks, to include written notifications tinaay be fax blasted to the facilities within

Final Report Kidney Community Emergency Respon€&R) Coalition 2009-2010 / 6.30.2010
Page 18 of 20



FniaceaAars

A

the Network areas; ESRD contacts at State Surveynéigs; and ESRD staff at CMS Regional
and Central Offices.

KCER staff emailed the following notices to CMS,RT3 Networks, State Survey Agencies, and
the KCER Coalition (kidney providers, patient orgations, industry representatives, and
government agencies):
- Serious Errors with Certain Blood Glucose Monitgrifest Strips — For Diabetic patients
and/or their caregivers (8/13/09)
Accusure Insulin Syringes [31G, 1/2 cc and 1 c£2489)
Myfortic (mycophenolic acid) (9/08/09)
LIFEPAK CR Plus Automated External DefibrillatoRHysio-Control, Inc) (9/16/09)
New USP Standards for Heparin Products Will Rasuecreased Potency Adjustments
may be needed to achieve desired anticoagulartt @ffsome patients (10/1/09)
Philips Issues Worldwide Recall of Select Heartdta2+ Automated External
Defibrillators (10/5/09)
Unomedical Issues Worldwide Recall of Certain Mdriidmonary Resuscitators
(10/12/09)
Dexferrum (10/19/09)
Accusure Insulin Syringes Qualitest Pharmaceutiedecall (10/28/09)
Nipro Medical Corporation Issues a Voluntary Recélhll GlucoPro Insulin Syringes
(1/25/10)
Edwards Lifesciences Aquarius Hemodialysis Systei29(10)
Erythropoiesis-Stimulating Agents (ESAs): Prodeipogen and Aranesp: Drug Safety
Communication (2/17/10)
OneTouch SureStep Test Strips (LifeScan) (3/10/10)
FDA Classifies Baxter's January HomeChoice PerabbBélysis Cycler Field
Corrective Action as a Class | Recall (3/3/10)
FDA Safety Announcement: High-Dose Zocor and lasesl Risk of Muscle Injury
(3/30/10)

Task 6: KCER Public Awareness/Outreach

Raising public awareness and awareness among emergeesponders

In July 2008, KCER mailed 450 Community Partnerkeégto state and federal emergency
management, centers for public health preparedaadsyther key stakeholders in disaster
planning and response. Educating stakeholdeiitaiste ensuring thorough preparedness and
efficient response in the kidney community.

Collaboration between dialysis facilities and tHegal emergency management agency is not
just a Condition for Coverage. It is a best pEcto ensure emergency management knows and
understands the needs of the kidney community. K@&sted Community Partner resources on
the KCER website for facilities to use to contdit local emergency management operations
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centers and instructions to conduct a disastdratrithat both dialysis providers and emergency
management officials are ready to respond in sthsa

On August 3, 2009, the KCER Coalition hosted a ewarice titled, Surviving the Storm:
Disasters and Dialysis. This meeting encouragediévelopment of community partnerships
through education and information sharing betwdkstakeholders. Community partnerships
promote awareness about the critical needs of ichaials with ESRD and the available resources
to meet those needs available from the commuiBtyrviving the Storm was organized to
provide ideas and suggestions in collaborating wittariety of stakeholders to promote disaster
preparedness in the kidney community. Some criicgas identified for improvement in
disaster preparedness and response include: digtRes, (2) Independent facilities, (3) Home
therapies, and (4) Kidney transplant.

The KCER Coalition promotes tools and resourcesmergency responders through exhibiting
at national events and through other activitiesthls contract year, KCER presented or
exhibited at the following conferences:
- International Association of Emergency Manager£E(lB Annual Conference and
Exhibits, October 31 - November 5— Exhibit
- Florida Governor’s Hurricane Conference, May 1,268IExhibit and Presentation
- New Jersey Emergency Management Conference, M2Q14, - Exhibit
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